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ABSTRACT

Adolescent survivors of childhood cancer are a growing population with unique
needs as they face a combination of challenges associated with nornhgpoheve and
returning to life after treatment completion (Wakefield et al., 2010). Orofispeeed
identified in the research literature includes the effective delivetnansitional care and
planning (Hewitt, Greenfield, & Stovall, 2005). It has been suggested that the provision
of transition care and planning can help facilitate the shift from one phase aj care t
another and promote positive transition experiences (National Cancer In200&s.

The shift from off-treatment to post-treatment and school reintegrationdeave
identified in the literature as significant transitions for adolescentwus/of childhood
cancer (Cabat & Shafer, 2002; MacLean, Foley, Ruccione, & Sklar, 1996). However,
limited research has been conducted to explore these transitions from thetpespé
adolescent survivors of childhood cancer.

An exploratory, qualitative study was conducted with eight adolescent survivors
of childhood cancer between the ages of 14 and 17. A multiple case study research
design was used to explore adolescent cancer survivors’ perceptions of thésentrans
processes, challenges associated with these transitions, and thesrabmigf what
supports/services were or would be beneficial during these transitions. Datsecbfbr
analysis included questionnaires, transcribed interviews and follow-up meédinegs,

observation, documents, and parent feedback. These data were analyzed using a

viii



combination of a template organizing style, immersion/crystallizati@) épproach, and
multiple case study strategies (Borkan, 1999; Crabtree & Miller, 1999, Stake,Y2005;
2008).

Results indicated that adolescents perceived that change was occurmmgeon s
level during the shift from off-treatment to post-treatment and school geatiten but
did not necessarily define this time as a “transition.” They defined theseiimes
personalized terms that reflected more subtle changes in their livesoclisenfas
placed on returning to a sense of “normalcy” and capitalizing on opportunitiesato reg
some control over one’s life. The improvement and/or absence of treatment residuals
along with re-engagement in activities and roles served as signs, or irgitadotife
was returning back to “normal” and provided feedback to the adolescent on their
transition progress. Conversely, the presence of these signs continued to impact thei
lives as they restricted participation in desired activities and servedhasders that the
effects of cancer and treatment extended beyond treatment completion. bnadditie
presence of treatment residuals, fear of relapse also was a conceitessath the
transition from off to post-treatment. However, adolescents tended not to let this
focus of their lives. School reintegration challenges included disruption of school life
and routines as well as academic and social concerns. Academic challehgkesiinc
falling behind/catching up with work, maintaining motivation to do work, and readjusting
to school demands and routines. Social challenges included answering peer questions,
adjusting to peer awkwardness/discomfort, and managing peer reactions to thiealphy

side effects. These challenges were not perceived by adolescents as siosigreficant



distress and, often times, they adapted and employed coping strategieess #Hueke
concerns in the school setting.

Adolescents also varied in their perceived need for transitional care and support
during these transitions. Support received during the shift from off-treatment+o post
treatment included advice from health care team members as well e séligis with
peer cancer survivors across school, community, hospital, and camp settings. They
received a variety of academic and social support during school reintegrbgiachers,
family members, and peers provided academic support across home, hospital, and school
settings. Teachers were a particularly important source of acadssistaace.
Accommodations and modifications also were provided to these adolescents at school.
Peers, teachers, and other school staff provided social support. Based on the findings o

the study, suggestions for future research and practical implications enedoff



CHAPTER 1:
INTRODUCTION
Statement of the Problem

The overall five-year survival rate of childhood cancer has reached apprdyimate
80% among children diagnosed between birth and 19 years of age (Amenncan Ca
Society, 2006; Reis et al., 2006). There are a growing number of childhood cancer
survivors living in the United States due to advances in early detection and the use of
improved cancer treatments (Hewitt, Weiner, & Simone, 2003). A report by ther€e
for Disease Control and Prevention (CDC) (2004) indicated that approximately 79% of
childhood cancer survivors will be living five years after diagnosis and 75% 19 yea
after diagnosis. National recognition and awareness of this increasingtrphés
grown considerably over the past 15 years as well as the necessity t@ masidinated
care to meet their specific needs and increase cancer survivorshiphedéats
(Reuben, 2004; Shapiro et al., 2009).

The term “childhood cancer survivor” includes those individuals who received a
diagnosis of cancer at some point between birth and 19 years of age and survived the
disease (Reis et al., 1999). A survivor may be a child, adolescent, young adult, or adult
who successfully completed treatment during childhood. This study focused on
adolescent survivors of childhood cancer. They are referred to as “adolescent canc
survivors” throughout this document. As the population of childhood cancer survivors

continues to grow, it is likely there will be a number of survivors reaching agoles



(Bauld, Anderson, & Arnold, 1998). Adolescent cancer survivors are a unique group of
survivors because they face a combination of challenges associated with normal
developmental changes and life after the completion of treatment (Bauld1998;
Thomas, Seymour, O'Brien, Sawyer, & Ashley, 2006; Wakefield et al., 2010; \&hyte
Smith, 1997).

There is national recognition that adolescent cancer survivors are an undérstudie
population and that more research is warranted to identify their specific meeds a
concerns (Adolescent and Young Adult Oncology Review Group, 2006; Haase &
Phillips, 2004; Hare, Hinds, & Stewart, 2004; Hewitt et al. 2003; Nelson, Haase, Kupst,
Clarke-Steffen, & Brace-O’Neill, 2004; Reuben, 2004; Soliman & Agresta, 2008). A
particular need identified in the literature is the delivery of effedteavasitional care for
these individuals (Hewitt et al., 2005; MacLean et al., 1996; Reuben, 2004; Thomas et
al., 2006). Transitional care bridges the gap between different phases ofgaselee
treatment to off-treatment, off-treatment to post-treatment) gNatiCancer Institute,

2008). Transitional care planning is important for adolescent cancer survivousédéca
can facilitate a successful shift from one phase of care to another, help fiesslunges of
uncertainty and anxiety associated with making transitions, and promote pasitive |

term outcomes (Hewitt et al., 2005; Labay, Mayans, & Harris, 2004; MacLehln et a
1996; National Cancer Institute, 2008; Wilkins & Woodgate, 2006). To date, transitional
care planning and few interventions are offered to adolescent cancer suivalayg ét

al., 2004). Furthermore, cancer survivorship clinics typically do not enroll indigidual

until many years after treatment has been completed (e.q., fikeamdbeyond), which



can leave a gap in care during the first few years after treatrasiiteen completed
(Oeffinger, Nathan, & Kremer, 2010; Wakefield et al., 2010).

Two significant transitions identified in the literature include: (a) the Bbimn
off-treatment to post-treatment; and (b) reintegration into the school settibgt (&a
Shafer, 2002; Katz, Rubenstein, Hubert, & Blew, 1988; Katz, Varni, Rubenstein, Blew,
& Hubert, 1992; MacLean et al., 1996; Thomas et al., 2006). Preliminary research has
shown that adolescent cancer survivors experience a wide range of emogiorisae.
uncertainty, and excitement) and have concerns and unmet needs associated with these
transition periods (Duffey-Lind et al., 2006; Haase & Rostad, 1994; Weekes & Kagan,
1994; Woodgate & Degner, 2004). Despite these findings, much of the research has
focused on children and adolescents who are on treatment or long-term survivers whil
less attention has been given to those who have recently completed treatmaoédhd f
transition from being a cancer patient to cancer survivor (Wakefield, 010).

Therefore, more research is needed to gain an in-depth understanding oatisgerts
from the perspective of adolescent cancer survivors.
Transition from Off-Treatment to Post-Treatment

Research has shown that adolescent cancer survivors believe the tramsition fr
off-treatment to post-treatment is important and have expressed a need foafimiorm
and supportive care during this time (Duffey-Lind et al., 2006). A milestone thatasi
this transition is the successful completion of cancer treatment. Tlurehas
revealed that cancer survivors perceive unigue challenges associatedmptbtig
treatment. Challenges include worrying about symptoms that preseritedtenent,

feeling uncertain about the future, fearing the possibility of relapse, beawnfortable



with the removal of a predictable treatment schedule and interaction with baad
providers, and redefining or reestablishing family roles and/or daily functioAimngl(,
1999; Duffey-Lind et al., 2006; MacLean et al., 1996; Haase & Rostad, 1994; Woodgate
& Degner, 2004). More specifically, adolescent cancer survivors arerajedi¢o
redefine what “being normal” means, regain a sense of normalcy, béiststamily and
peer relationships, and cope with fears associated with follow-up proceduretapad re
(Haase & Rostad, 1994; Weekes & Kagan, 1994). Some survivors may experience
mixed feelings related to the completion of treatment (e.g., happy treathosetr but
sad about decreased communication with health care providers) (Weekes & Kagan,
1994). Other survivors have expressed a sense of hope for the future, actively pursued
setting personal goals, and committed themselves to re-engage in dag\alttivities
(Haase & Rostad, 1994).

Although research has revealed that adolescent cancer survivors have needs and
concerns associated with this transition, few interventions are offered doisrtime
(Labay et al., 2004). A limited number of interventions have been proposed in the
literature that may facilitate a smoother transition from off-treatrteepost-treatment.
Two interventions include a formal transition conference held after the coompdeti
treatment and the development of a survivorship care plan (Beil et al., 2007; Earle, 2007,
Hewitt et al., 2005; MacLean et al., 1996). Very little research has been ca@hdacte
these two interventions, and more information is needed to determine their figasibili
acceptability, and effectiveness (Earle, 2007). In summary, adolesnegrt sarvivors

experience a wide range of emotions and perceive a need for support during thentrans



from off-treatment to post-treatment. However, few interventions exigpofdwcilitate
this transition process for adolescents.
School Reintegration

Another critical transition for adolescent cancer patients and survivors is
reintegration into the school setting (Labay et al., 2004). This is considered ataimhpor
transition period because attending school can play a large role in regainnsg ate
normalcy for children, adolescents, and their families (Bessell, 2001; Bdrsstad,
1994). Furthermore, it is recommended that children and adolescents return to school as
soon as possible because it provides an opportunity to engage in age-appropriate
activities (e.g., completing academic work, engaging in social interd¢uHamel,

Redd, & Johnson-Vickberg, 1999; Katz et al., 1988; Lansky, Cairnes, & Zwartjes, 1983;
Spinetta, 1982). School reintegration can be particularly important for adolescents
because the school setting is a place where they can work toward achieving
developmental tasks such as gaining autonomy and establishing peer relati@ebgbs (

& Shafer, 2002).

It is recommended that health care professionals, school personnel, and family
members anticipate difficulties that may arise and plan early for asafatschool
reintegration (Deasy-Spinetta, 1993; Hewitt et al., 2003). A preventative apmarac
better prepare all parties to adapt and cope with the difficulties agsbwidh cancer and
treatment. This is important because research has shown that cancer amohtresim
affect various areas related to school functioning including school attendaademac
instruction, neurocognitive functioning, academic performance, behavioral and socio

emotional functioning, and peer relationships (Bessell, 2001; Butler & Haser, 2006;



Glasson, 1995; McCaffrey, 2006; Searle, Askins, & Bleyer, 2003; Upton & Eiser, 2006;
Vance & Eiser, 2002). Furthermore, research has revealed that childhood cancer
survivors are at-risk for unfavorable educational outcomes including speciatieduca
placement, retention, and lower educational attainment (Bessell, 2001; Bralyn et

1998; Mulhern, Wasserman, Friedman, & Fairclough, 1989; Peckham, Meadows, Bartel,
& Marrerro, 1988).

Research also has shown that children, adolescents, mothers, and teachers each
have unique concerns related to the school reintegration process. Children and
adolescents were found to have concerns about changes in their physical appearanc
falling behind in academic work, and managing peer relationships (Glasson, 1995;
McCarthy, Williams, & Plumer, 1998). Mothers were primarily concernel thig
physical well-being of their child/adolescent at school and teasing by, pdereas
teachers expressed concerns with school adjustment, peer acceptance, kawi thieir
knowledge about cancer and its impact in the school setting (McCarthy et al., 1998).

To address the potential impact of cancer in the school setting and concerns of
children, adolescents, caregivers, and teachers, comprehensive schoobtentegr
programs (Katz et al., 1988; Katz et al., 1992) workshops for classmates (Benner &
Marlow, 1991), workshops for teachers (Baskin, Saylor, Furey, Finch & Carek, 1983),
and social skills training interventions (Barakat et al., 2003; Varni, Katzgfoole, &

Dolgin, 1993) have been developed and empirically evaluated. Research has shown that
these interventions produced positive outcomes for children, adolescents, peers, and
teachers (Katz et al., 1988; Prevatt, Heffer, & Lowe, 2000). Despite prefymina

evidence of positive outcomes, this body of research is limited due to reliance on



anecdotal data to document outcomes and lack of a theoretical framework to guide the
development and implementation of these interventions (Suzuki & Kato, 2003).
Furthermore, follow-up data are lacking to determine if increases ineteand peer
knowledge of cancer are sustained over time and if this knowledge is translated into
actual behavior change in the school setting (Prevatt et al., 2000; Suzuki & Kato, 2003).
More recent interventions also have been developed by national organizations such as
internet-based school reintegration curricula (Ishola, 2009).

In summary, reintegrating back into the school setting can provide adolescents
with a sense of normalcy and an opportunity to master developmental tasks. Due to the
potentially widespread impact of cancer in areas related to school perferraahncool
reintegration planning should occur in advance to anticipate potential problems and
address the concerns of adolescents, caregivers, and school personnel. Preliminary
research has been conducted on school reintegration programs and interventions with
promising outcomes. However, more rigorous research is needed in this area.
Summary of the Literature

There are a growing number of childhood cancer survivors living in the United
States. Those childhood cancer survivors who are now adolescents (i.e., adolescent
survivors of childhood cancer) have received increasing attention by national
organizations and within the research literature. An emphasis has been placed on
addressing their needs and concerns during transition periods. Two crihsdldra
periods identified in the research literature include the shift from offaties#ttto post-
treatment and school reintegration. The provision of care during these timesiteatd

a smoother transition process, reduce feelings of uncertainty and aarieyotentially



promote positive long-term outcomes. Unfortunately, transitional care planning and
interventions are infrequently offered to adolescent cancer survivors and thgapsie
providing care across the cancer continuum. Furthermore, there is limitegthesea
exploring the transition experiences of these individuals. Although prelimirsesreh
has shown that adolescent cancer survivors have concerns associated withitioga trans
from off-treatment to post-treatment and school reintegration, thereeesdafor an in-
depth examination of these transitions from the perspectives of adolescent cance
survivors and the ways in which they can be supported during these times.
Conceptual Framework

Schumacher and Meleis (1994) presented a framework for conceptualizing
transitions based on multiple reviews of the nursing literature. Wilkins and Weodgat
(2006) adapted and extended this framework to pediatric oncology and, more
specifically, to transition issues faced by siblings of children with canideis adapted
framework was used to develop research questions, formulate case spedifngues
the interview guide, and guide the data analysis process in order to obteatea gr
understanding of the transition experiences of adolescent survivors of childhoad cance
(Yin, 2008). The framework includes the following four components: (a) antecedents to
transitions; (b) key attributes or characteristics of a transit@rconsequences related to
a healthy transition process; and (d) consequences related to an unhealttigriransi

process. Figure 1 provides an illustration of this conceptual framework.



Antecedents
» Health-iliness events (e.g., diagnosis of childhood cancer)
= Developmental events (e.g., biological changes of adolescence)
= Situational events (e.g., disturbances in family routines)

Attributes
* Process
= Movement
= Disequilibrium
= Individual Perception

SN =

Consequences of Healthy Consequences of Unhealthy
Transitions Transitions
= Process indicators (e.g., family] | = Process indicators (e.g., loss of
cohesion as evidenced by companionship with ill sibling)
spending time with family) = Qutcome indicators (e.g., high
= Qutcome indicators (e.g., fewef anxiety)
behavior problems)

Figure 1. lllustration of Conceptual FrameworlErom “Transition: A Conceptual
Analysis in the Context of Siblings of Children with Cancer,” by K. L. Wilkins and.R.
Woodgate, 2006]Journal of Pediatric Nursing, 2. 256- 265. Copyright 2006 by
Elsevier Inc. Reprinted with permission.
Antecedents are conceptualized as events that initiate a transition praueass
can be categorized into health-illness, developmental, or situational do@hiok &
Meleis, 1986; Schumacher & Meleis, 1994). Developmental antecedent events include

those brought on by biological processes and maturation such as experiencing body

changes during puberty. Antecedent events related to health-illnesslode indial



diagnosis, completion of treatment, or school reintegration for a child with chronic
illness. Situational antecedent events such as changes in family routinestoresand
separation from family members (e.g., physical or emotional separaksongan initiate
a transition period. It is possible that multiple antecedent events can occur
simultaneously and initiate one or more transitions. For example, an adolescent canc
survivor may undergo transitions initiated by both developmental and health-illness
related events.

This framework also includes key attributes that define a transition. Tmendefi
attributes of a transition include: (a) process; (b) movement; (c) disgeaun; (e)
change; and (f) individual perception. A transition is consideo@essas opposed to
a one time static event that includes an entry into the transition period, passagie throu
the transition, and an exit point. An individual navigatenowre through this process
and may experienagisequilibrium This state of disequilibrium can be characterized by
feelings of uncertainty, confusion, or anxiety and make an individual feel unbalanced or
outside of their “comfort zone.” When an individual experiences disequilibrium, s/he is
challenged to actively respond, adapt, and experience change in order to restee a
of balance in their lives. Finally, andividual perceiveshe transition experience in
his/her own way, recognizes that some type of change is occurring, and assagirsgm
to the transition experience (Schumacher & Meleis, 1994).

Lastly, this framework includes consequences associated with a hedadthy a
unhealthy transition process. Certain types of indicators can be used to assiess whe
transitions are healthy or unhealthy in nature. Indicators can be observed hagh duri

(i.e., process indicators) and at the completion (i.e., outcome indicators) ohiedna

10



process. Examples of process indicators associated with a healthyomafn&tj signs
that suggest an individua successfully navigating the transition process) include an
individual developing and utilizing coping skills to navigate the transition process or
improvements in family communication. Outcome indictors related to a healthy
transition (i.e., signs that suggest an indiviched successfully navigated the transition
process) can include adopting a new outlook on life or greater family cohesionssProce
indicators related to an unhealthy transition (i.e., signs that suggest aduiatlis’inot
successfully navigating the transition process) may include strainédmshaps with
family members and/or friends or unfavorable changes in family routines. plesaot
outcome indicators associated with an unhealthy transition (i.e., signs that suggest
individual has notsuccessfully navigated the transition process) are decreased quality of
life or a decline in school performance. Wilkins and Woodgate (2006) suggested that
health care providers actively address the transitional needs and concerrithgf hea
siblings (and arguably adolescent cancer survivors) to promote healthtidremsi
Purpose of the Study

There is limited research examining the transition experiences of egiales
cancer survivors. Although preliminary research has been conducted in this@eea, m
comprehensive and detailed information is needed to better understand the shoftfrom
treatment to post-treatment and school reintegration directly from thgeptve of the
adolescent cancer survivor. A gualitative research approach is deemed appraipen
there is little published research on a topic and exploratory research id tegde
more insight into the topic (Creswell, 1998, 2003). Therefore, the purpose of this study

was to conduct a qualitative investigation to examine adolescent canceosirvi
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experiences during the transition from off-treatment to post-treatmdrgchool
reintegration. Specifically, the study explored adolescent canogvars’ perceptions
of these transition processes, challenges associated with theseotnanaitid their
beliefs about what supports/services were or would be beneficial duringrdresgdns.
Research Questions

The conceptual framework by Wilkins and Woodgate (2006) was used to guide
the development of the study and research questions.h&alth-illness antecedent
eventf interest to this study were the completion of treatment and re-entering the
school setting. These two events were conceptualized as initiating the rigllowi
transition processes: (a) the shift from off-treatment to post-tregtareh{b) school
reintegration. Due to the unique developmental changes associated with adolescence, it
also is possible that adolescent cancer survivors would simultaneously undergo
transitions triggered bgevelopmental antecedent everRegarding defining attributes
of a transition, an emphasis was placed on gaining and in-depth understanding of
adolescent cancer survivoradividual perceptionss well as the meanings they attached
to the shift from off-treatment to post-treatment and school reintegratibnr(@cher &
Meleis, 1994). There also was an interest in learning more about the state of
disequilibriumandchangesnade or experienced by an individual in response to the state
of disequilibrium. Lastly, another interest included obtaining information on what
supports and/or services did or may help adolescent cancer survivors expehiealtieya
transition process

Research questions one through three focused on the transition from off-treatment

to post-treatment. The interest in examining individual perceptions is esflect
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research question one. Research question two was created to learn about the

disequilibrium and change experienced by adolescent cancer survivors. , Suatigrts

and/or services received or needed to facilitate a healthy transiticesgrare

highlighted in research question four. Research questions five through sevaadeflec

the exact same interests as they pertain to school reintegration. The folles@agch

guestions were used to generate information on these areas of interest:

1. How do adolescent survivors of childhood cancer perceive their transition from off-
treatment to post-treatment?

2. What are the challenges faced by adolescent survivors of childhood canogrtderi
transition from off-treatment to post-treatment?

3. What are the beliefs of adolescent survivors of childhood cancer about the supports
and/or services that werewould be beneficial during the transition from off-
treatment to post-treatment?

4. How do adolescent survivors of childhood cancer perceive their school reintegration
experience?

5. What are the challenges faced by adolescent survivors of childhood cancer during
school reintegration?

6. What are the beliefs of adolescent survivors of childhood cancer about the supports
and/or services that were or would be beneficial during school reintegtati

Definition of Terms

Childhood cancer survivorA childhood cancer survivor is defined as an
individual who received a cancer diagnosis at some point between birth and 19 years of

age and survived the disease (Oeffinger et al., 2004; Reis et al., 1999).
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Adolescent survivor of childhood cancé&n adolescent survivor of childhood
cancer is defined as an individual between the ages of 12 and 17 who: (a) received a
diagnosis of cancer during childhood; (b) completed treatment; (c) is in r@mjss.,
absence of disease); and (d) has no history of relapse (i.e., the original diseaste ha
returned and there is no new primary cancer) (Kazak et al., 2004).

Transition. According to Wilkins and Woodgate (2006), a transition is defined
as, “a process that involves movement from a state of equilibrium to a state of
disequilibrium and to a new state [of] equilibrium that results from siblings’ [or
adolescent cancer survivors’] perception of change in themselves or in the enaifonme
(p. 263).

Transition from off-treatment to post-treatmefithe transition from off-treatment
to post-treatment is defined as the time “from the completion of therapy ficstifew
years off of therapy” (Duffey-Lind et al., p. 336).

Transitional care. According to the National Cancer Institute (2008), the purpose
of transitional care is to bridge the gap between phases of cancer gareffi¢reatment
to post-treatment). The goal is to provide services to cancer patients and suritlvors w
minimal disruption in care. Transitional care is typically provided when arpiatior
survivor’s treatment goals and/or location of care changes. Transitioegllaaning
addresses current and/or anticipated problems, management of those problems, and
strategies to reduce stress and improve quality of life outcomes.

School reintegrationSchool reintegration is a process during which school-aged
cancer patients and survivors reestablish roles and relationships they haal iprical

diagnosis in an effort to continue to meet demands in the school setting (Labay et al.,

14



2004). An emphasis is placed on promoting positive academic, behavioral, and social
outcomes for through targeted prevention and intervention efforts (Kdtz ¥&8;
Prevatt et al., 2000). For the purposes of this study, school reintegration applied to the
following circumstances: (a) adolescent did not attend school during treatmlent a
reintegrated on a full or half time basis after treatment was complétedl@arance
from medical team; or (b) adolescent was cleared by medical teattend school
during treatment, attended on an irregular basis, and returned to school for a fdll or hal
day after treatment was completed.
Organization of Remaining Chapters

The organization of the remaining chapters includes a review of literature,
description of the methodology used in the study, results of the study, and aiolisotiss
the findings. Specifically, Chapter Two includes a review of existirgpreh relevant to
the current study. Chapter Three includes a description of the research paradigm
research design, participants, instrumentation, data collection proceduresaand dat
analysis. Ethical considerations, inclusion and exclusion criteria, and valiciSunes
also are presented. Chapter Four includes demographic information, cancezshastori
each participant, and the results of the cross-case analysis. Fimkdlgussion of the
results, limitations of the study, and future directions for research aenpedsn

Chapter Five.
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CHAPTER TWO:
REVIEW OF THE LITERATURE

This chapter will review the literature on cancer survivorship and the transitions
experienced by adolescent survivors of childhood cancer. Two transitions that are the
main focus of this literature review are the transition from off-treatoepost-treatment
and school reintegration. Research will be reviewed in the following ardas: (a
childhood cancer survivorship; (b) adolescent survivors of childhood cancer; (c)
transitional care and planning; (d) transition from off-treatment to pcstsient; and (e)
school reintegration. Notably, the authors cited throughout this chapter operationalize
“childhood cancer survivor” in different ways. In some studies, childhood cancer
survivors are defined as those individuals who are currently undergoing treattbat
studies defined these survivors as those who completed treatment and had no history of
relapse. The former definition reflects existing definitions that defineecasurvival as
beginning at the time of initial diagnosis (Reuben, 2004). In order to minimize
confusion, this author distinguished between those individuals undergoing active
treatment as “cancer patients” and those who have completed treatmearices “c
survivors” throughout this chapter.
Childhood Cancer Survivorship

Advances in early detection and the use of improved treatments have increased

the overall five-year survival rate of childhood cancer to approximately 886

children from birth to 19 years of age (American Cancer Society, 2006; Rei26086).
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One of the primary reasons for this improved overall survival rate is the sutcessf
treatment of childhood leukemia which accounts for approximately one-third of pediatric
cancer cases (Reis et al., 1999). Consequently, there is a growing populatioghaiochil
cancer survivors. There are an estimated 270,000 survivors of childhood cancer living in
the United States, and the number of cancer survivors is expected to continue to grow in
the future (Hewitt et al., 2003).

Adolescent survivors of childhood cancer are the focus of the current study.
Bauld et al. (1998) described these adolescent survivors of childhood cancer as those
individuals who are “entering [or entered] adolescence either cured or iniceTh{gs
120). Research will be reviewed to provide information on the unique experiences of
this population that distinguishes them from the general population of childhood cancer
survivors.
Adolescent Cancer Survivors

For the purposes of this study, the term “adolescent cancer survivors” willde use
to refer to those adolescents who are survivors of childhood cancer. Adolescent cance
survivors have been identified as a unique subgroup of survivors who are a “new
generation of cancer survivors” (Bauld et al., 1998, p. 120). They have to mastec specif
development tasks associated with adolescence and simultaneously cope \fidtthe e
of cancer (Bauld et al., 1998; Thomas et al., 2006; Whyte & Smith, 189iKson
(1980) theorized that there are certain developmental tasks to be mastered thriéghout
lifespan. He proposed that one of the greatest tasks to be mastered duringefeeatol
period is to develop an identity and discover one’s place in the world. During this time,

adolescents are challenged to figure out who they are and how they wilergpres
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themselves in the world. Havighurst (1972) also identified specific develogrtesks
of adolescence that include developing relationships with peers and individuals of the
opposite sex, preparing for adulthood (i.e., marriage, career), achieving emotional
independence from adults, developing social roles based on gender, accepting one’s
physical appearance, and developing a set of values and morals to guide one’s own
behavior. Adolescents are required to master such developmental tasks so ttaat they ¢
successfully function and adapt to their environment as well as prepare tresntsel
meet the expectations of adulthood (Bleyer, 2005). Mastery of these tasks igmgehall
in of itself, and the presence of a stressor, such as a medical illness, may produce
additional stress because the adolescent must meet a complex set of demgands (e
adherence to treatment, dealing with the loss of some peer relationsHgsnvhi
treatment) (Bauld et al., 1998; Evan & Zeltzer, 2006; Palmer, Mitchell, Thompson, &
Sexton, 2007). Itis possible that mastering these developmental tasks and @iyccessf
adapting to various environments (e.g., home, school, and community) may be
compromised by stresses and strains associated with cancer (Decker, 2007).

To illustrate this point, adolescents may have to compensate, or “catch up,” as
events associated with being on treatment may impede their developnaetabty
(Evan & Zeltzer, 2006; Jones, 2008). Events such as prolonged hospitalizations,
receiving educational instruction outside of the school setting, and constant monitoring
by caregivers and hospital staff can disrupt the course of normal developonad, (J
2008; Thomas et al., 2006). For example, prolonged hospitalizations can limit the
opportunities an adolescent has to interact with age-appropriate peers. écte eff

associated with cancer (e.g., social isolation, changes in physical ageetaeak of
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confidence) also can delay the mastery of developmental tasks (Bauld et al.,AB98)
adolescent who has experienced extreme changes in his/her physicedqggpesy be
hesitant to approach or interact with peers and may not benefit from opportunities to
practice relationship building skills. These examples illustrate the paiteriéraction
between developmental level and cancer.

In summary, there are specific developmental tasks that adolesceexpacted
to master. Adolescent cancer survivors are unique because they are not lterigetia
to master these tasks but also cope with the effects of cancer. The nertwict
highlight the nationally recognized need for transitional care and plaroriradl tancer
survivors including adolescent cancer survivors. Additionally, barriersiasssevith
transitional care and planning are presented.
Recognized Need for Transitional Care and Planning

A number of national organizations including the President’s Cancer Panel, Lance
Armstrong Foundation, American Society of Clinical Oncology, Institufdedicine,
American Cancer Society, and National Cancer Institute have advocatkd faeds of
all cancer survivors. Transitional care and planning is one need that has reamtly be
identified on a national level. For example, the Institute of Medicine reldasedgort
titted From Cancer Patient to Cancer Survivor: Lost in Transiiio2005. This report
highlighted the need for transitional care and planning to promote positive outcomes for
patients and survivors as they shift from one phase of care to another (Hew20863l
The National Cancer Institute (2008) specifically identified transitiorodsras bridging
the gap between different phases of cancer care. During these transitiots, gancer

survivors are challenged to utilize both internal and external resourcesttthenee
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demands of the current phase of care (e.g., active treatment), deal veiiptbaching
phase (e.g., being off-treatment), and navigate entrance into a new phase ovith it
unique set of challenges (MacLean et al., 1996). Due to the complexity of thedransiti
process, it has been recognized that transitional care is important tat@elsuccessful
shift from one phase to another (National Cancer Institute, 2008). Despite this
recognized need, the report concluded that there is a lack of coordinated trdrstena
and planning received by cancer survivors. The report devoted special attention to the
transition from off-treatment to post-treatment and the lack of coordinatechgaidad
care delivered during this critical transition. Although the focus of this tre@s on
adult cancer populations, these findings can provide insight into the state ofctinahsit
care for adolescent cancer survivors.

Barriers associated with transitional care and plannirfgotential barriers have
been identified that may offer insight into the lack of transitional care andipta
received by cancer survivors (MacLean et al., 1996). One possible barueemtick
of understanding by health care providers that transition times are al ¢iitie in the
lives of cancer patients and survivors that need to formally be addressed. Théeana
misconception by health care professionals and the general public that pailients
commence with their previous lives and return to normal once treatment has ended
(Labay et al., 2004). Other barriers include lack of reimbursement fortioaasi
services and lack of education and awareness of community health care providers about
what is needed during this time to reintegrate patients into community-bésegsse
(e.g., schools) (Duffey-Lind et al., 2006; Eiser et al., 2007). An additional barrier may be

associated with the type of treatment setting. Those adolescent samnvoesrs who
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received treatment at established institutions with comprehensiver gaograms may
obtain more effective transition care as compared to those attending snslletions
with fewer resources (MacLean et al., 1996).

Several recommendations have been offered to improve transitional care and
address these potential barriers (Hewitt et al., 2005). One recommendatipnoigidie
cancer survivors with a survivorship care plan to help them navigate the transition
process. Other suggestions include developing measures to monitor the type and quality
of care received, providing health care professionals with training at therpreesand
in-service level, and advocating at federal and state levels for cameoss to have
access to adequate health insurance that covers transitional care angethef ty
survivorship care. These recommendations have the potential to facilitate ssgucce
shift from one phase of care to another for cancer patients and survivors.

The next section will discuss the shift from off-treatment to post-tretamsl
school reintegration (Katz et al., 1988; Hewitt et al., 2003; MacLean et al., 1986)).
to the discussion of these transitions, it is important to note that this reseaagiesran
distinction betweeeventghat initiate, or mark the beginning, of a transition and the
actualprocessof going through a transition. As described in the conceptual framework
section in Chapter One, the two health-illness antecedentsof interest to this study
are thecompletion of treatmerandre-entering the school settingfrhese two events are
conceptualized as initiating the acttrainsition proces$rom off-treatment to post-
treatment and reintegrating back into the school setting. For example, thethamgi
treatment is a particularly important milestone because it initiaéegansition from off-

treatment to post-treatment (MacLean et al., 1996; National Cancer In&008&).
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Although a distinction is made between an event and process for the purpose of the
current study, the research presented on these transitions does not cleagyislsti
between the two. The majority of the studies presented in the next section emphasi
treatment completion while only one study clearly specified that the purpoge was
investigate the transition from the completion of treatment to the firsydews off
treatment (Duffey-Lind et al., 2006).
Transition from Off-Treatment to Post-Treatment

The completion of cancer treatment has been characterized by feelings of
uncertainty about the future, fear of reoccurrence, lack of structure due to tharem
a predictable treatment schedule and interaction with health care providefsing or
reestablishing family roles, and resuming daily life activitiesc{dee, 2007; Haase &
Rostad, 1994; Hewitt et al., 2005; MacLean et al., 1996). Cancer survivors may feel lost
during this time when treatment is completed and may fear what the futubzimgl
(Karahalios et al., 2007; Sloper, 2000). Additionally, they are often times challenged to
return to their previous routines and roles in the family and reintegrate into community
settings (Labay et al., 2004). One issue that is particularly salient tocadtesecently
completing treatment is determining the type and amount of responsibility ilhbpwve
over their lives as survivors. This may require parents and adolescent suivors t
negotiate how much responsibility will be taken by the adolescent. Lably260x)
also identified the removal of support from healthcare professionals (el@gtrige
oncologist, nurses, psychosocial support staff) as an important issue to considse beca
it may evoke anxiety. Cancer survivors and their families may be accustomedying

on healthcare professionals during treatment. The once constant flow of information
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between patient and their medical team is likely to decrease whendneanas. It is
possible that cancer survivors and their families may experience teefiapandonment
as attention is withdrawn and given to families in need of immediate Earéhermore,
caregivers may be anxious about handling their child’s health in the future arid feel
prepared to successfully navigate this transition. As a result of theselenthigtienges,
continued research efforts are warranted to examine this transition padod, a
intervention efforts are needed to facilitate a smooth transition and reimagorocess
for cancer survivors and their families. To date, only preliminary reséasbeen
conducted on the completion of treatment and the process of transitioning from off-
treatment to post-treatment.

The following studies examined the completion of cancer treatment from the
perspective of cancer survivors. Arnold (1999) conducted a descriptive and exploratory
study on the experiences of seven Caucasian female cancer survivors agedy&ate 62
who recently completed treatment. The mean time since completion of tne&me
these participants was two to 19 months. These survivors were recruited from the
Southeast region of the United States. Participants completed a questionnaireesand we
asked the following question: “Some women have said that they experience distress
when their treatment is over. They have said that they feel frightened to Wwe&Hefit
the ‘safety net’ of treatment. Since you completed treatment, have yofekveis
way?” A content analysis of the responses revealed that fear of relapseavaf the
most frequently reported concerns. The removal of formal treatment andntonsta
supportive care was perceived as a frightening aspect of completimgenta

Participants also indicated that they became very sensitive to minor achesarahpa
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became worried that these might be signs of reoccurrence. Furthermoreicipataont

of follow-up visits evoked anxiety for many of these women. Overall, many respsendent
perceived that the “safety net” disappeared as the supportive, treatmesgefocu
environment was no longer a constant in their lives. The author suggested that services
(e.q., support groups, psychoeducation, and access to community services) should be
available and utilized during this transition period.

This study found that the completion of treatment is a time characterized by
unique challenges and concerns. Participants experienced a wide rasglengéfand
uncertainty for the future. Arnold (1999) indicated that “rather than turning patients
loose into what one might believe is a world of newfound freedom from the limitations of
cancer treatment, one must consider that the cessation of treatment igaaisd #hat
breeds fear and uncertainty” (p. 34). Therefore, it was suggested that cemicers
would benefit from targeted support as they finish treatment and embark on thetransi
from off-treatment to post-treatment. Although this study focused on adult cancer
survivors, these findings have potential to inform research and practice related t
adolescent cancer survivors.

Haase and Rostad (1994) conducted a descriptive, phenomenological study to
examine the experiences of seven children and adolescents ages five t® liéhgear
completed cancer treatment within the past year. The mean age of thpaagiwoas
nine years old. Two participants were Hispanic and five were Caucasilachiléden
were recruited from a pediatric oncology program located in the Southwéestited
States. Participants were interviewed to gain greater understandivegraxperience

completing cancer treatment. One of the interview questions included: “Ridase t
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what it was like for you when you finished all of your treatments for caragyou no
longer needed to come to the clinic for treatments. Tell me everythingagaemember
happening and everything you thought and felt about it” (p. 1484). Interview data
yielded the following five themes: (a) “gradual realization of commteti(b)
“hierarchical and cyclical recurrence [of] fears;” (c) “completiorbedded within the
cancer experience;” (d) “seeking a new normal;” (e) “modifyingiadahips;” and (f)
“resolution and moving on” (p. 1486).

The “gradual realization of completion” theme revealed that these children and
adolescents felt disbelief, happiness, and excitement when they found out treament w
ending. Participants wanted to know exactly what ending treatment meant aad teant
gain a better understanding of why they had checkups after treatment ¢@d.wblk).
They recognized signs, or cues, that strengthened their belief thaten¢avas over.
Some signs included no more medications or hospitalizations, checkup appointments that
did not involve treatment, and increased energy level. Negative aspects oftcample
treatment also were identified. These included less attention from parentseamdlpa
expectations to become more independent.

The second theme, “hierarchical and cyclical recurrence fears,aliedtthat
participants had a constant, underlying fear that cancer might return and could not
imagine going through treatments all over again. One participant sHarexry about
having cancer, having to go through all that stuff one more time, which | don’t tbark |
handle, so, I'm not even going to try” (p. 1487). Participants’ worry diminished over
time, but certain events triggered anxiety (e.g., follow-up appointments). B som

instances, participants indicated that they preferred not to think or talk about the
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possibility of reoccurrence whereas others felt comfortable but limited how theyg
thought about it.

The “completion embedded within the cancer experience” theme revealed that
participants described not only completion of treatment but their entire caipegieace.
They detailed salient aspects of their experience including receregigients, missing
school, struggling to cope with cancer, and dealing with long-term effetatment.
Participants indicated that certain reminders (e.g., scars, follow-updpresg triggered
unpleasant feelings associated with cancer and treatment. The fourth trerkimg's.
new normal,” revealed that participants desired to return to “normal,” everyday
functioning both at home and school. They looked for signs of normalcy and were
challenged to re-evaluate their current health status and redefine wieaint to be
“normal.” Friends, family members, and the community were all sourcegppbsg that
helped some of these individuals regain that sense of normalcy.

Another theme, “modifying relationships,” revealed that life after treattme
required participants to modify and reassess relationships with heal{bragegsionals,
family members, and friends. They wanted to continue relationships with theirdaeal
providers because they were a source of comfort, stability, and support. Qcipgrert
indicated, “It kinda makes me feel better when | go [to clinic], because | knov tha
anything happens ever again that they're still here to kinda support it” (p. 1489).
Participants also reflected on the sacrifices their family had made aagp@eciative
of all their help and support. They attempted to normalize their relationshipsiith t
parents and siblings as many family dynamics had changed duringen¢atifor

example, differential attention was given to the ill child and healthy sjkding parents
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modified rules to accommodate the child with cancer. Lastly, the theme “reacintl
moving on” revealed that these individuals adopted a positive outlook on life after the
completion of treatment and looked forward to planning for the future. Older partgipant
embraced the completion of treatment as a time to improve themselves and vavck tow
their personal goals.

In summary, participants perceived many challenges associatecwifieting
treatment such as regaining a sense of normalcy, re-establishiranstigts with family
and friends, and coping with fears. They also expressed a sense of hope for tlees future
they set personal goals and made an active effort to return to everyday Haage and
Rostad (1994) concluded that “the experience of completing cancer treatment has tw
faces—one of celebration and hope, and one of uncertainty and fear” (p. 1490). It was
recommended that health care professionals recognize both positive and rieghiige
associated with completing treatment and offer interventions to those child and
adolescent cancer survivors who may be distressed.

Weekes and Kagan (1994) conducted a descriptive and exploratory longitudinal
study investigating the experiences of 13 children and adolescents at thremontis
before completion of treatment, at completion of treatment, three months posteing
and six months post-treatment. Participants were between the ages ahdidBtyears.
The mean age of the participants was 12 years. No information was reported on the
ethnic background of the participants. Participants were recruited frontrgedia
oncology clinics located in San Francisco and British Columbia. Data wéseted|
using semi-structured interviews at all four phases of data collection. thiemes

emerged from the interview data. However, results specific to the folldimegperiods
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will be reviewed: (a) at completion of therapy; (b) three months post-gagtand (c)
six months post-treatment. Findings indicated that adolescents perceiveddativene
and positive aspects of completing treatment. Difficulties associatedheicompletion
of treatment included returning to a normal daily schedule (e.g., attentiog)sc
receiving less attention from healthcare professionals, and adjusting tesetpzaental
monitoring of peer activities. Positive aspects included greater familgiooheeduced
risk-taking behavior, ability to participate in activities with friends ardily, and less
time at the hospital undergoing invasive procedures. Additionally, some adolescents
reported having mixed feelings about certain aspects of completing treatifoe
example, although there was minimal contact and communication with famaign he
care professionals this also meant fewer hospital visits and procedures.

A prominent finding was that adolescents wanted to get back to a normal life and
participate in activities that were restricted during treatmenty rikcated that their
parents also wanted them to return to a normal life (e.g., expecting them to do the
chores). Lastly, these adolescents utilized coping strategieshaftayrhpletion of
treatment. Strategies included negotiation, seeking support from others, ane positi
thinking. For example, they negotiated with their parents about engagingaiim cert
activities (e.g., what chores to do around the house, when they could go out with their
friends). These adolescents also relived their cancer experience througherwigraaed
talking with others coping with cancer and tended to focus on the positive aspects of thei
own cancer experience.

These findings provide additional support for the idea that there are both positive

and negative aspects associated with the completion of treatment. A unique finding

28



included that these adolescents experienced mixed feelings about certais @fspec
finishing treatment and moving on with their lives. Furthermore, returning to ngrmalc
was a prominent theme found in this study. This finding also is consistent witbysrevi
research (Haase & Rostad, 1994). Lastly, coping strategies weredcuéfter treatment

to cope with parental expectations as well as their own personal issues teetisr
cancer experience.

Palmer et al. (2007) examined the physical and psychosocial needs among
adolescent and young adult cancer patients and survivors in AustraliaipBatsic
included six individuals (one receiving cancer treatment, five completetheef with a
mean age of 20 years who were diagnosed between the ages of 14 and 21 years and were
an average of three years post diagnosis. A two hour focus group was conductbkd with t
participants and data were analyzed within the grounded theory framework.si8naly
yielded three overarching categories including information provision, traatme
processes, and survivorship. For the purpose of the current study, the survivorship
category will be reviewed. The themes of “finishing treatment”, “ongoiadfthe
concerns”, and “future directions” emerged from the survivorship category (p. 12@). T
theme “finishing treatment” revealed that participants had psychologftiallfies after
completing treatment yet few resources to access for help. They expregsbeite was
an abrupt loss of support and care after treatment was completed. For example, one
participant said, “Everything is related to getting better but not past that.pbiare is
no one there to look after you after that.” (p. 131). Another participant indicated,
“They've cured you of having cancer so everything else is now irrele@ntl'31).

Participants also reported having fears of reoccurrence, especiallyopeloric follow-
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up appointments and associated procedures. The second theme, “ongoing health
concerns”, indicated that participants believed they were not as heattigyasere prior

to being diagnosed with cancer (e.g., increased fatigue, greater propensdgre be

sick). They were unsure of who and where to discuss these concerns or where to obtain
answers to their questions. The last theme of “future directions” revealed that
participants felt that the intensity of their cancer treatment had an edwgract on their
ability to finish school, obtain/maintain employment, and become/remain independent,
which in turn created uncertainty about their future. For example, one partidipasd s

“l was sort of young when | got sick and it's made it harder for me to gétr@gw...like

to go and have no experience.” (p. 132). In summary, these adolescent and young adult
survivors expressed a variety of concerns associated with life aftanénet. Concerns

such as abrupt removal of support after treatment was completed despite psyaholog
concerns, informational needs directly related to their physical healtbusgieor, the

ability to gain/maintain independence, and the desire to reintegrate into enwviterihas
foster a sense of independence (e.g., school, work) were identified by thespgpdst
Although this study was conducted outside of the United States, the findings can provide
insight into concerns and needs associated with the completion of treatment anadrtrans
from off-treatment to post-treatment.

The following study describes the impact of cancer symptoms on the family afte
the completion of treatment. Although this study focuses on the family, it can provide
additional insight into the transition from off-treatment to post-treatment. Wtmdgd
Degner (2004) conducted a longitudinal investigation to explore the impact of cancer

symptoms from pre-diagnosis to post-treatment on the lives of 39 children and
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adolescents with cancer as well as their parents and siblings. A combination of drounde
theory and narrative qualitative approaches were used to investigat@éhierses of

these families. Participants ranged in age from four to 18 years with a geeahl®

years. Most participants were diagnosed with leukemia or lymphoma. Thétynadjor
families were Caucasian and resided in both urban and rural areas in Canada. Dat
collection methods included in-depth interviewing with individual family meméaeds

the entire family, observations, and narrative writing. Data were collecteddreJuly

1998 and December 2000.

Results indicated that changes in cancer symptoms represented transitids peri
and were considered “major rough spots” in the lives of these families (p. 360). The
“cancer symptoms transition periods” closely corresponded to different phasascef
including pre-diagnosis, initial diagnosis, active treatment, and post-tregim&s8).
Symptom transition periods were labeled as the following: (a) “it ishediu...;” (b)

“Iit is more than the flu;” (c) “it hits home;” (d) “it is nasty;” (e) “& hot so bad;” (f) “itis
dragsville” (p. 362-363). Findings related to the symptom transitions experieteed af
the completion of treatment will be presented.

The “it is just the flu...” transition period was experienced during post-treatment
At post-treatment, families believed that symptoms were associatedamcer but
perceived them as normal and to be expected (e.qg., “feeling sick”). Howess, t
symptoms served as a constant reminder of the cancer. Families begamta segse
of normalcy but did not take symptoms for granted as they did prior to initial diagnosis
The “it is more than the flu” transition period included families realizing tieat t

symptoms were not a hormal part of growing up and that they were associated with
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something far more serious. When there was a chance of a relapse diwvengratt
post-treatment, families perceived cancer symptoms as serious aradivedot a
“warning sign” or “comeback symptoms” of cancer (p. 362). At this time, fasniliere
fearful of a relapse and the possibility that the ill child might not recovee. trinsition
period “it is dragsville” also was associated with post-treatment wherhildewas in
remission. During this time, dealing and coping with symptoms became tiresaime
difficult. Symptoms remained after the completion of treatment and servethamlers
that life was limited by having to constantly deal with the aftermathraferaand its
treatment. Families described being “prisoners of the symptoms” and ddiat¢hey
received limited social support from friends and felt isolated during this(pr&65).

In summary, this study revealed that changes in symptoms experienced by the
child with cancer represented transition periods for the entire family.e Byagptom
transition periods also corresponded with different phases of cancer (e.gagresis,
active treatment, post-treatment). Findings were specifically pegsentthree cancer
symptom transition periods associated with post-treatment. At post-tréasymptoms
were perceived in a variety of ways including relatively normal and esgh€ft is just
the flu”), serious because they may be associated with relapse (“it ishmarthe flu”),
and tiresome as they lingered beyond treatment (i.e., “it's dragsville”) ptSyms served
as constant reminder of cancer, and families no longer took them for granted. Fear of
relapse was a significant concern as families were worried thateyra may be
indicative of a relapse. Symptoms that lingered after treatment wessvgeas difficult
to cope with and reminded families that life was not yet back to “normallioidih

findings were presented for post-treatment, these symptom transition peei@ds w
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experienced at other cancer phases (e.g. pre-diagnosis, in betweemtatitias

suggests that changes in cancer symptoms can play an important role mgdefini
transition periods as well as facilitating or impeding the transition prodds=efore, it

is important to examine both cancer symptoms and phase of care to determineathe over
impact of cancer on the cancer patient/survivor, individual family membershand t

entire family.

The following study specifically examined the transition from off-tresatimo
post-treatment. Duffey-Lind et al. (2006) conducted a qualitative pilot study to
investigate the experiences of adolescent cancer survivors (n= 4), younguadutirs
(n=14), parents (n= 7), and community-based primary care physicians (n= 3) daring th
transition from off-treatment to post-treatment. The authors defined thidibares “a
new phase of care or coming off treatment” and “from the completion of theraipg
first few years off of therapy” (p. 336). Adolescent cancer survivors wenebetthe
ages of 14 and 18 years. They were off treatment between one to five ybas wit
median of two years. The median age of young adult cancer survivors was 24.5 years,
and they were off treatment for at least one year. The median yearswoiffane for the
young adult participants were 11. The majority of adolescent and young athdt ca
survivors were female and Caucasian. Data collection methods included focus groups
with adolescent and young adult cancer survivors and their families as welhadual
semi-structured interviews with primary care physicians. Analysis afaterevealed
six themes: (a) “current health status;” (b) “knowledge and anticipategfi@cts;” (c)
“impression of primary care physicians’ knowledge;” (d) “post-treatraemtions and

experiences;” (e) “difficulties after completing therapy;” af)dgtrategies for easing the

33



transition” (p. 338-340). Findings related to adolescent and young adult cancer survivors
and their families will be highlighted.

The “current health status” theme revealed that adolescent canceossudrd
not readily discuss issues related to the possibly of reoccurrence arftelgte e
However, parents outwardly expressed concern for the possibility of relapse.
Adolescents also reported less participation in risky behaviors (e.g., drinking\and)d
after treatment was completed. The “knowledge and anticipatingflatesé theme
suggested that many adolescent and young adult cancer survivors had limitedigaowle
of late effects. Notably, some of the participants did express an understaidieg o
effects. Young adult survivors believed that they were not equipped with the appropriate
information about late effects. Parents also reported limited knowledge of thegyafpos
diagnostic testing as well as post-treatment issues such as lats.effeung adults and
parents indicated that medical professionals, educational materialstévizet or paper
form), and verbal communication about late effects were all helpful waysrto gai
knowledge. Regarding perceptions of primary care physicians’ knowledge tigé par
perceived that physicians had limited knowledge of late effects. This wasadlypgeue
for young adult cancer survivors who believed they were more knowledgeable about lat
effects and the type of care they needed than their primary care physistoigscent
cancer survivors indicated that they felt comfortable addressing followngems with
their oncologists because they were perceived to be more knowledgeable thaypether t
of health care providers (e.g., primary care physicians, nurses).

The “post-treatment emotions and experiences” theme revealed thatadbles

cancer survivors felt in limbo as they attempted to regain a sense of noamdlcy
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reintegrate into the school setting. Others reported feeling relievaddgethey no

longer had to undergo treatment and had shorter hospital visits. Young adult cancer
survivors believed it was difficult to make this transition and that structaredwas no
longer available (e.g., regular appointments, regimented treatment sch&duelack

of structure evoked feelings of fear and uncertainty. One young adult survivesssgr
“And it was kind of scary in a sense of like, ok, here I've had to be watched so garefull
and then all of a sudden, you're free, you can do whatever sort of thing, and that was
really kind of scary” (p. 339). Parents expressed that they were worriedtiadout
possibility of relapse and experienced stress during follow-up appointments.

The “difficulties after completing therapy” theme revealed thaigyeants felt
unsupported and isolated during this time. Both adolescent and young adult cancer
survivors reported that there was a lack of information provided which made the
transition from off-treatment to post-treatment difficult. Another chglleptransition
specifically noted was school re-entry for survivors, and in particular, reatitegywith
peers. Lastly, the “strategies for easing the transition” thenealexy that adolescent and
young adult cancer survivors believed that certain supports would have made the
transition process easier. Supports identified included written and electrmmioation
about treatment and medications, psychosocial support, and help facilitating the school
re-entry process. Interpersonal supports included meeting/talking withsattesors in
group and one-on-one settings, engaging in dialogue with medical personnel, and having
access to support groups.

Overall, the findings of this study suggest that the transition from off-tezdtio

post-treatment is a critical time period for adolescent and young adult sameeors.

35



There are unique challenges associated with this transition that inelgadring a sense
of normalcy, reintegrating into the school setting, and navigating the néwwrieof
survivorship. Survivors expressed that they would have liked more information about
late effects and more options to access psychosocial support during this time. Survivor
identified specific types of transitional care support that would have beendmnefi
during the transition from off-treatment to post-treatment.

In conclusion, research has been conducted on the experience of completing
treatment and the transition from off-treatment to post-treatment fronetbpgztives of
children, adolescents, young adults, and caregivers. Research has found that this i
unique transition period characterized by feelings of uncertainty, worry aace f
health status, fear of relapse, removal of predictable routines and supportg acdesir
regain a sense of normalcy, and concern with gaining or maintaining e, It
also was shown that the family unit can be significantly impacted at the etonpbf
treatment and beyond. Another significant finding was that children and adolescents
experienced positive, negative, and mixed feelings associated with the completion of
treatment. Furthermore, adolescent and young adult cancer survivors expressstimt
having more information and access to support during the transition from off-tnédatme
post-treatment. Specific types of transitional support also were iddntifie
Proposed Interventions to Facilitate the Transition from Off-Treatment to Post-
Treatment

Despite research indicating that adolescent cancer survivors have needs and
concerns associated with the transition from off-treatment to postgegtlimited

transitional care planning and few interventions are offered during this tirbayled al.,
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2004). However, some interventions have been proposed in the literature to address this
particular transition. One intervention identified in the literature is a flanarasition
conference held after the completion of treatment. This transition confesence
beneficial because it can serve as a cue, or reminder, to health cassipnafis and
cancer survivors that a formal transition is taking place that deservegaamzed
response. Specifically, the purpose of this conference is to provide closure anel@f sens
direction for cancer survivors and their families (MacLean et al., 1996). The cwdere
has many goals which include: (a) acknowledging any worries, fears, @rosice
family may have about ending treatment; (b) providing a summary of acatenent;

(c) offering the opportunity for families to ask questions and/or discuss ipsugnent to
treatment or post-treatment; (d) introducing (or reintroducing) the idea® @ftatts and
the possibility of reoccurrence; (e) discussing the importance of qualifg ahd assess
current functioning; and (f) preparing families for any changes in comuwmncand

care (e.g., transition from oncologist to primary care physician). Itsmsmended that
physicians, nurses, social workers, psychologists, or any other individuals wlampla
important role in the cancer patient’s current or future care attend thiseacge

Patients should be given a written summary of their cancer and treatment (@sgary
data of diagnosis, place of treatment, type of treatment received, majorainéa
complications) as well as a follow-up plan to provide them with a sense of diremtion f
the future. Lastly, it may be beneficial to offer patients the names and contact
information of organizations that could provide additional support (e.g., psychological

services, community programs) (MacLean et al., 1996).
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Another proposed intervention to facilitate the transition from off-treattoent
post-treatment includes providing cancer survivors with a survivorship care plaat(Be
al., 2007; Earle, 2007). The Institute of Medicine’s (IOM) repooim Cancer Patient to
Cancer Survivor: Lost in Transitiaspecifically recommends that these plans be created
for survivors to facilitate this particular transition and guide subsequent fajoeare
(Hewitt et al., 2005). According to the report, essential elements of a suhjpvoase
plan should include information on cancer type and treatment, possible late effpets, t
and frequency of recommended surveillance and follow-up, prevention
practices/recommendations (e.g., smoking cessation, nutrition, and exéegak)
protections related to employment and health insurance, and psychosociakserthe
greater community. It is recommended that this survivorship care plan beedvre
detail with the patient and family during a formal meeting (e.g., suahagansition
meeting described above) and periodically updated. Beil et al. (2007) suggested that
patients specifically ask for a survivorship care plan and use it to navigate dlyeir w
through survivorship. For example, patients could give their survivorship care plan to
their primary care physician so he or she will be informed of their cant¢eryhand treat
accordingly. The survivorship care plan also is seen as a tool that can empaaws pati
and families to guide their own treatment and be as informed as possible.

It has been nationally recognized that survivorship care plans have the patential t
benefit cancer survivors (Hewitt et al., 2003; Hewitt et al., 2005). However, there is
limited empirical data to support their creation and/or implementatione(E407).

Earle (2007) raised important issues related to the development and statidardiza

survivorship care plans. Currently, there is no standard form to guide their development,
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and no consensus has been reached pertaining to content, format, and detail.
Furthermore, the development of these plans would be time consuming and physicians
would need to be reimbursed for the time it would take to gather pertinent information
and develop the plan (Hede, 2006). More research is needed to determine essential
elements of survivorship care plans, whether targeted plans are needed far capeodr
populations, and which professionals would be optimal to share such information with
patients/survivors (Earle, 2007).

Research on survivorship care plans has just recently emerged. For example,
Hewitt, Bamundo, Day and Harvey (2007) investigated the acceptability andIfBasibi
of survivorship care plans among cancer survivors, nurses, primary care pisysioid
oncologists. Focus group and interview data indicated that all parties f@tossinip
care plans would be beneficial for survivors. Primary care physiciartbdelhe plans
would help inform their survivorship care practices, and nurses reported that they could
play an important role in the development and implementation of the plans. Oncologists
believed survivorship care plans would be helpful but reported they would be time
consuming to develop considering other paperwork they have to complete. Despite the
perceived benefits associated with survivorship care plans, preliminaayalesas
shown that few childhood cancer survivors received a written summary of theiosisg
and treatment (Kadan-Lottick et al., 2002). Overall, more research is needed to arovide
more solid empirical justification to adopt the development and dissemination of

survivorship care plans (Hede, 2006; Hewitt & Ganz, 2007).
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Transition from Off-Treatment to Post-Treatment: Limitations of the Rdsearc

There are a number of limitations to the existing research related tortbiéidra
from off-treatment to post-treatment. First, little research was fouhéxhanined the
experiences of adolescent cancer survivors during the completion of treatrdghe
transition from off-treatment to post-treatment. Furthermore, many okisieng
studies did not focus solely on the experiences of adolescents. These studigmtadesti
multiple populations within the same investigation (i.e., children, adolescents, young
adults, and family members) as opposed to targeting only the perspectives ofesdglesc
Second, a majority of these studies did not make a clear distinction between imomplet
of treatment and the transition process of shifting from off-treatment tdarpasinent.
Furthermore, these studies did not explore the potential connections or relationships
between treatment completion and the subsequent transition experience. €hgirisfor
difficult to acquire a greater understanding of the transition proce$fsaitsl distinguish
key features of this particular transition.

Third, there is a lack of information regarding the positive and negative indicator
and outcomes associated with the transition from off-treatment to postargatm
Arguably, these are important concepts to explore as they can provideatiéorimat
can be used to advocate for the need of transitional care as well as guitienedrtsire
planning. Fourth, limited attention has been given to exploring the transitioaalexds
and perceived supports that would make this particular transition a smoother process.
Only one study (Duffey-Lind et al., 2006) was found that explored the transitional care
needs of adolescent cancer survivors as well as their beliefs about what swpptatts

be beneficial during this particular transition. This was a pilot study, and data on
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adolescent cancer survivors were collected via focus groups. Individual intemagws
have yielded richer information on the experiences, perspectives, and beliefs of
adolescent cancer survivors about their transition from off-treatment to eastént.
Overall, relatively little is known about this transition period as compared to @theerc
phases (e.g., initial diagnosis, long-term survival) (Labay et al., 2004). Bkearch is
needed to gain an in-depth understanding of this transition process from the parspecti
of adolescent cancer survivors.
School Reintegration

Another significant transition faced by adolescent cancer patients and ssiigivo
reintegration into the school setting. This is considered an important transitaarsbec
school reintegration can play a large role in regaining a sense of normatllegder
individuals (Bessell, 2001; Haase & Rostad, 1994). Itis recommended that children a
adolescents return to school as soon as possible in order to provide them the opportunity
to re-engage in social relationships, obtain support from others, continue with academic
work, and achieve a sense of accomplishment (DuHamel et al., 1999; Katz et al., 1988;
Lansky et al., 1983; Spinetta, 1982). School reintegration is especially important for
adolescents because of their need for autonomy and desire to establistapeasihgs
(Cabat & Shafer, 2002). The school setting can provide opportunities for adolescents to
achieve these critical developmental milestones. The following quoteraileutte
importance of school reintegration. Katz et al. (1992) stated, “the child who egideni
continued school participation is, in effect, being denied a major opportunity toeeingag
age-appropriate, goal-directed behavior” (p. 69). Cabat and Shafer (2002) szedmar

the benefits of returning to school in the following statement: “School is the work of
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children and a cornerstone of a child’s quality of life. It provides opportunaties f
intellectual and social mastery. Going back to school after a canceosiagymbolizes
a return to normal, familiar, and often reassuring environment...” (p. 105).

Overall, there are numerous benefits of returning to school for these children and
adolescents. As aresult, the need for school reintegration services hescbegeized
by national organizations as well as in the research literature (Am&axacer Society,
2006; Prevatt et al., 2000; Suzuki & Kato, 2003). The Institute of Medicine’s report,
Childhood Cancer Survivorship: Improving Care and Quality of,lspecifically
recommended that systems and/or programs be in place to facilitate saftegration
to promote positive outcomes for children and adolescents (Hewitt et al., 2003). Itis
ideal that planning for school reintegration begin early to increase the shadrece
successful transition and prevent future problems at s¢bealsy-Spinetta, 1993; Hewitt
et al., 2003). This is particularly important as research has shown that cancer and
treatment can affect multiple areas related to school functioning amatrparfce. The
next section will provide information on those areas that have received attention in the
literature.
Educational Impact of Cancer

The transition back to school can be difficult as research has shown that cancer
and treatment can have an adverse impact on school adjustment and functioning (Labay
et al., 2004). To illustrate the potentially widespread impact of cancer inhbel sc
setting, research will be reviewed in the following areas: (a) physfiegits of
treatment; (b) absenteeism and academic instruction; (c) impact on neutiwecagm

academic functioning; (d) behavioral and socio-emotional functioning; (e) peer
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relationships; and (f) educational outcomes. Due to the limited research baseieg

the school experiences of adolescent cancer patients and survivors, studies will be
presented related to both children and adolescents. Although there are developmental
differences between these two groups, research investigating childyeronale

insight into the school experiences of adolescents.

Physical effects of treatmen®hysical effects associated with cancer and
treatment can have an impact in the school setting for children and adolesdfatis E
may include altered appearance (e.g., hair and limb loss, weight gain or loss, short
stature), fatigue, physical limitations, decreased mobility, and musaoléLizacombe et
al., 1990). As a result of such effects of treatment, children and adolescents have
reported a wide range of difficulties. One difficulty commonly reportedragm
adolescent cancer survivors is coping with body image and hair loss especially duri
school re-entry (McCaffrey, 2006; Pendley, Dahlquist, & Dreyer, 1997; Wallace,
Harcourt, Rumsey, & Foot, 2007). Other difficulties related to physicattsfinclude
having to wear a hat at school to disguise hair loss, fielding intrusive questions from
peers related to their appearance, drawing unwanted attention from peersngnd bei
unable to participate in extracurricular activities (McCaffrey, 2006).

Absenteeism and academic instructidvany children and adolescents may miss
a significant amount of school due to treatment, prolonged hospitalizations, fatigue
and/or risk of infection (Larcombe et al., 1990; Prevatt et al., 2000; Upton & Eiser,
2006). Children and adolescents with cancer were found to miss more days than healthy
controls or those with other chronic conditions (Charlton et al., 1991; Vance & Eiser,

2002). Absences are one of the biggest problems during the year after diagnosis but
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generally decrease with time after diagnosis (Rynard, Chambers, Kdirtgiqy, 1998).
However, absenteeism can still be a significant concern years dftdrdidagnosis

(Lansky et al., 1983). Consequently, children and adolescents may have limissitacce
quality instruction and fail to keep up with in-class and homework assignments (Prevat
et al., 2000).

Children and adolescents undergoing cancer treatment may enroll in homebound
and/or hospital-based school programs in an effort to continue their education during
treatment (Glasson, 1995; McCaffrey, 2006; Searle et al., 2003). Searl603). (
found that adolescent cancer patients aged 13 to 18 years and their capgieeived
homebound instruction as less effective and meaningful than instruction provided in
hospital and community settings. Adolescents and their caregivers reported that
homebound services were unfavorable due to lack of quality instruction, little time
allocated to instruction (i.e., four hours of instruction per week), inadequate educational
materials, and limited training of homebound teachers. Bessell (2001) found that child
and adolescent cancer survivors aged eight to 17 years who were enrolled in homebound
schooling had poorer psychosocial adjustment compared to those who received
instruction at local schools in the community. Furthermore, logistical dliis such as
obtaining information about services, lack of communication between homebound and
school-based teachers, insufficient educational materials, and lack of mqudtifigtion
were factors that contributed to participants’ negative outlook on homebound instruction.
Many survivors in this study believed that homebound instruction did not prepare them to

re-enter the school setting. Overall, there is a lack of empirical cesearthe
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effectiveness of hospital and homebound services and subsequent placement when the
child returns to school (Bessell, 2001).

Impact on neurocognitive and academic functioniMany studies examining the
effects of cancer and treatment on neurocognitive functioning have included survivors of
acute lymphoblastic leukemia (ALL). Treatment for this type of cangatdasive and
can include central nervous system (CNS) chemotherapy and/or cealigdian (Butler
& Haser, 2006). Research has found that the combination of these treatments is
associated with deficits in neurocognitive functioning and academic diffs@mong
child and adolescent cancer survivors (Raymond-Speden, Tripp, Lawrence, & Holdaway,
2000; Upton & Eiser, 2006). Neurocognitive deficits have been found in the areas of
short-term memory, visual memory, auditory memory, attention, concentration,
sequencing tasks, and non-verbal skills (Brown et al., 1998; Butler & Haser, 2006;
Langer et al., 2002; Peckham et al., 1988). Butler and Haser (2006) provided a summary
of the effects of cancer treatment on the neurocognitive functioning of childhood cance
survivors of ALL and brain tumors. Treatments associated with these types @fscanc
have been found to injure brain tissues (e.g., cerebral white matter). This damage
hypothesized to play a role in the neurocognitive problems seen in childhood cancer
survivors. Intensive treatments were found to be associated with a morgewrapact
on neurocognitive functioning (e.g., cranial radiation therapy). Additionally, nevere
deficits have been associated with younger age at treatieatlemic difficulties also
have been found in reading and math for children and adolescents (Kaemingk, Carey,
Moore, Herzer, & Hutter, 2004; Peckham et al., 1988; Upton & Eiser, 2006). Delays in

academic functioning may not be seen until years later (Bessell, 200bhaReekal.,
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1988). A decline in grades also has been found among children and adolescents who
were diagnosed with a brain tumor before 16 years of age when compared to matched
controls (Lahteenmaéki et al., 2007). Additionally, it has been found that academic
performance significantly predicted social skill functioning and psychcdbgdjustment
among school-aged cancer survivors with poor academic functioning being teskocia
with greater risk of social and adjustment problems (Newby, Brown, Pawletkd, &
Whitt, 2000). Findings such as these underscore the potentially significaritable t
academic achievement plays in the psychosocial adjustment of child and ewlolesc
cancer survivors.

Behavioral and socio-emotional functioningance and Eiser (2002) reviewed
19 studies related to the impact of cancer on the classroom behavior of children and
adolescents aged eight to 15 years. Results indicated that there is mixadesalutzut
whether children and adolescents have significant behavioral problems in school
compared to control groups. Different measures have been used across studies which
may contribute to these mixed findings. However, research has found that teachers
caregivers have rated the behavior of children and adolescents with caheer in t
normative range (Gartstein, Short, Vannatta, & Noll, 1999; Noll et al., 1999). Regarding
socio-emotional functioning, research also has shown mixed results. Howewver, man
studies have found that cancer patients and survivors generally have few significa
problems with social functioning and continue to adjust into long-term survivorship
(Newby et al., 2000; Kupst et al., 1995).

Noll and colleagues (1990, 1991, 1993, 1997, 1999) conducted a series of studies

to investigate the perceptions of teachers, peers, and caregivers aboubteensbdional
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functioning of child and adolescent cancer patients and survivors. One of the initial
studies found that teachers perceived children and adolescents with cancerfaged eig
18 years to be less sociable, more socially withdrawn, and having limitatisosial

skills when compared to other healthy students in the classroom (Noll, Bukowski,
Rogosch, LeRoy, & Kulkarni, 1990). Another study indicated that peers rated cancer
patients aged eight to 18 years as more socially isolated as compared to ayooumixol
however there were no significant differences in regards to overall popularity, naimbe
mutual friends, social competencies, loneliness, or self-concept (Nolbyl &rkowski,
Rogosch, & Kulkarni, 1991). Noll, Bukowski, Davies, Koontz, & kari (1993)
investigated self-report, teacher, and peer ratings on indices of @odipkychological
functioning among adolescent cancer survivors and matched controls acroggeartwo
period. Findings indicated that adolescent cancer survivors continued to be jgeaseive
socially isolated but no significant differences were found among other sodial a
psychology functioning domains (e.g., popularity, friendship, self-repor&dicde of
loneliness and depression).

Another study examined the behavioral adjustment and social functioning of
school-aged survivors of acute lymphoblastic leukemia (ALL) 48 months atiémeat
completion based on parent and teacher ratings (Noll et al., 1997). Findings thdicate
that parents reported greater somatic complaints as compared to measisremthe
Child Behavior Checklist but no significant differences in areas such as academi
problems, behavioral concerns, or a relationship between treatment indeasity
behavioral problems. Lastly, Noll et al. (1999) found that teachers perceiveckchil

and adolescents with cancer aged eight to 15 years to be more sociable, and both peers
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and teachers perceived them as less aggressive or disruptive. Furthtnsstady

revealed that children and adolescents did not score significantly difeereneéasures of
depression, anxiety, loneliness, and self-concept as compared to healthpoigssecs.
However, they reported lower satisfaction with their athletic competédtteer research
suggests that type of cancer and treatment may play a role in socio-ehmiicoaes.

For example, children and adolescents aged four to 16 years with CNS tumors and bone
marrow transplants were found to be at a high risk for social competence anzhamoti
problems (Carpentieri, Mulhern, Douglas, Hanna, & Fairclough, 1993; Vannattr, Zell
Noll, & Koontz, 1998).

Regarding the impact of cancer treatment on social functioning of cancer
survivors, Reiter-Purtill, Vannatta, Gerhardt, Correll, and Noll (2003) investigat
whether child and adolescent cancer survivors would have more social problems as
compared to those who did not have a chronic iliness and whether greater treatment
intensity predicted more social difficulties over time. Participardisided cancer
survivors with non-central nervous system malignancies between the ages wf hv
years who were 17 months post-treatment on average and in remission. The findings
indicated that cancer survivors did not have significantly more social proakems
compared to the control group. It also was found that cancer survivors perceived
themselves as more prosocial than the control group reported about themsehses. Ca
survivors’ prosocial views of themselves were significantly more stable iove{dn and
off treatment) as compared to the control group’s self-ratings. Additiphadighers and
peers rated the cancer survivors as significantly less aggressive conopareeddntrol

group. Regarding treatment intensity, results indicated that those survivors who had
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more intense treatment regimes were perceived by their peers aprosmeial and less
aggressive yet as having fewer best friends. Overall, the authors cahttlatieancer
and associated treatments may not have a significant adverse impact orsganeers
social functioning in the school setting. Of note, the participants included in this study
received coordinated psychosocial care during their treatment which rmagitizer
prevented or minimized difficulties in social functioning post-treatménher studies
also have found that school-aged cancer survivors generally demonstrate adeigiate s
skills and have few internalizing or externalizing behavioral problems when cahtpare
a control group (Madan-Swain et al. 1994; Newby et al., 2000; Spirito et al., 1990).
Peer relationships A significant source of daily stress for many of these children
and adolescents includes interacting with peers at school (Benner & Marlow, 2394)
result of cancer and associated treatments, they may experieragpbhbsences from
school and are challenged to re-establish peer relationships upon their return. @ne stud
found that peers perceived school-aged cancer survivors as significantly ckore si
fatigued, and absent from school when compared to other children who did not have a
chronic iliness; however, peer perceptions of being ill and school absencesdppea
improve as time off treatment increased whereas perceptions of the samvbeors as
fatigued did not (Reiter-Purtill et al., 2003).

Other peer related difficulties may include difficultly identifyingrelating with
peers as school-aged cancer patients and survivors have faced tremendous hardship and
have established a renewed sense of self and/or outlook on life (Labay et al., 2004).
Teasing and harassment from peers may occur at school as well (MgC2008).

Children and adolescents also can experience feelings of isolation and loneloaesse be

49



peers may not understand cancer and reject them at school (Prevatt et al., 20@0). Thes
are important implications to address as research has found that social sopppedrs
is associated with positive psychological adjustment more so than support frons parent
teachers for children and adolescents (Varni, Katz, Colegrove, & Dolgin, 1994).
Furthermore, peer acceptance has been found to play an important role atifagilit
school re-entry (Haase & Rostad, 1994).

Educational outcomesBrown et al. (1998) examined cognitive and academic
late effects of treatment for 47 child and adolescent survivors of ALL aged five to 22
years. These survivors were off treatment from two to seven years. Demodgiatghic
indicated that approximately 36% received part-time special educatiocese 7% were
in self-contained special education classrooms, and 24% had repeated &Kgrzale
Crhistakis, Alderfer, and Coiro (1994) found that adolescent cancer survivors aged 10 to
15 years who received special education services were at grdater adjustment
problems. Other studies have shown that child and adolescent cancer survivors were at
risk for retention (Bessell, 2001; Mulhern et al., 1989; Peckham et al., 1988).

Mitby et al. (2003) investigated utilization of special education servicesaal |
of educational attainment among 12,340 survivors of childhood cancer and 3,410 sibling
controls. Data were obtained through a self-report questionnaire. Survivors ranged i
age from six to 47 years with a median of 23 years at the time they completed the
guestionnaire. Caregivers completed the questionnaire for participants unaige thfe
18 years. Results indicated that 23% of survivors reported they utilized specati@duc
services sometime during grades kindergarten through 12, whereas 8% of siblings

indicated receiving such services. Younger age, female gender, and rercgraihgcal
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methotrexate (i.e., chemotherapy) and/or cranial radiation treatmenfactors
associated with a greater likelihood of utilizing special education sstviearticipants
also were asked to provide reasons for their placement in special education. Survivor
diagnosed between birth and 15 years identified missed school days and loarésst sc
as reasons for their placement. Those survivors diagnosed with cancer ajer e
remained in special education programs for a longer period of time. When treaimeent ty
was examined, data indicated that survivors who received high doses of craniaradiat
remained in special education the longest. Regarding educational attainment, survivor
of leukemia, CNS tumors, non-Hodgkin’s lymphoma, and neuroblastoma were found to
be less likely to complete high school when compared with siblings. All survivors (no
matter what type of treatment received) were significantly lkslylto finish high school
as compared to control siblings. Survivors of CNS tumors as well as those who received
both cranial radiation and special education services were less likely ptetemollege
than siblings.

In summary, the effects of cancer and treatment can impact school Eeréerm
and potentially result in negative educational outcomes. Children and adolescents mus
cope with both physical and psychosocial effects of treatment while navigja¢isghool
experience. Consequences of cancer and its treatment include increasetmsnsent
lack of access to quality academic instruction, comprised cognitive fumgigroor
academic performance, and negative educational outcomes. These potential
consequences illustrate the need for proactive transitional care planniniggiailn
among health-care and school professionals, and educating key stakeholders about the

impact of cancer in the school setting (e.g., parents, teachers, and peers).
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School Reintegration Concerns of Children, Adolescents, Caregivers, and Teachers

In addition to recognizing the potential widespread impact of cancer in the school
setting, it also is important to examine the concerns of those who are involved in school
reintegration process. Knowledge and identification of these concerns care freaith
care professionals and school personnel to better meet the needs of childreceridoles
and families as well as improve the school reintegration planning processartic€t
al. (1998) conducted a qualitative study investigating school reintegration cooté&fhs
children and adolescents diagnosed with cancer, 10 mothers, and nine teachers. Children
and adolescents were between the ages of five and 13 years with a meangige of ei
years. They were Caucasian and resided in rural settings. All partscypanrd recruited
from an outpatient cancer treatment center located in the Midwest region afited U
States. Data collection methods included individual semi-structured intemidws
children, adolescents, mothers, and teachers.

Results indicated that mothers were concerned about their child/adolescent’s
physical well-being and the possibility that they would get an infection ordrave
accident at school. They also expressed fears that other students wouldet@ase t
Mothers reported being knowledgeable about cancer but did not feel comfortalbig shari
this information with school personnel. Teachers were primarily concerned about the
child/adolescent’s adjustment to his/her peers and how they would react atiaetreat
student. They shared that they lacked of knowledge about cancer and its iomdicat
the classroom, and some believed that medical issues were designated toodhe sc
nurse. Both teachers and parents were less concerned with academics upaoig teturni

school.
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Conversely, children and adolescents were primarily concerned with their
academic performance and keeping up with academic demands and activities. One
participant said, “I was worried with getting caught up with all my wgial’ (p. 148).
Another participant shared, “I was worried that | don’t want to miss out of the fugsthi
they do...like projects and different math things that are neat” (p. 148). Those
individuals over the age of eight worried about their physical appearance and body
image, peers’ reactions to such changes, and whether they would still bedaccepte
Lastly, findings revealed that communication might be limited among paedtschool
personnel. Some mothers and teachers reported difficulty sharing and relaying
information about the child/adolescent’s health status and needs. However, other
mothers indicated that communication was adequate and met their expectations.

Glasson (1995) conducted a descriptive and exploratory pilot study to examine
the school reintegration experiences of five adolescents who received ouipatisgrt
treatment in the United Kingdom. Participants were between the ages of 12 ands16 year
received at least three weeks of instruction in the hospital, and subsequentlsdrébur
the community school setting. Data collection methods included semi-structured
interviews conducted in the outpatient clinic setting. Interview data yi¢hgefbllowing
three themes: (a) “disruption”, (b) “adaptation”, and (c) “normality” (p. 755).

The “disruption” theme revealed that these adolescents experienced both personal
and interpersonal changes in their daily lives at school. They reported fselatgd
(e.g., “all alone™), confused (e.g., “didn’t know where to begin”), and self-conscious
(e.g., “just didn’t feel right”) during school re-entry (p. 756). All of the adolasce

indicated hair loss was a concern that impacted their self-image. Ebejescribed
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how peers and teachers reacted to their return to school. One participant shared,
“teachers couldn’t relate to me and my illness” (p. 756). Although teachersavay

been unable to relate, adolescents perceived relationships with teachgysréant and
beneficial to their adjustment to school. Peers also teased some of thpgrdgic
However, those adolescents whose peers had seen them throughout treatment perceived
fewer peer-related problems at school. Additionally, participants indidzsaéthey were
behind in their schoolwork and being absent from school exacerbated this concern.
Younger adolescents believed that they could catch up with schoolwork whereas older
adolescents did not express this belief. The second theme, “adaptation,” revealed tha
these adolescents made active strides to adapt and cope in the school environment.
Strategies included changing their perception of certain situations‘(egrnt who my

real friends were”) and refusing to give up or give in (e.g., “Just decided to dp.it")

756). The “normality” theme highlighted the need for these adolescents to ceteir t
everyday lives and engage in familiar activities related to school (@mgce*back | went

as much as | could”) (p. 756).

Searle et al. (2003) investigated the experiences of 10 adolescent céiecés pa
who received academic instruction in homebound, hospital-based, and/or community-
based settings using a case study approach. Adolescents were betweendh&3aged
18 years and were in grades ranging from seventh to twelfth. Participenetsecruited
from a cancer center located in the South West region of the United States. Thiy majori
of adolescents received academic instruction in more than one setting. Individual

interviews were conducted with adolescents, caregivers, and teachers.
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Data revealed that some adolescents elected to receive homebound instruction due
to their physical appearance and/or limitations. They did not want to attend community
based school until their hair grew back or when they regained physicalkistreng
However, the majority of adolescents who received homebound instruction felt sad that
they could not participant in regular school activities such as interactihgpegrs and
teachers and attending social events at school. Those participants who received
instruction in the hospital setting were concerned if they would be acadgnpicgiared
to go back to their community-based school. Despite these concerns, the majority of
students found that it was relatively easy to reintegrate back into the commttmty. se
Those students who re-entered their community-based schools after rehesfpitgl
and/or homebound instruction reported that their teachers made academic and
environmental accommodations in the classroom. The nature of these accommodations
was not reported. These adolescents also were concerned about being acdbpted by
friends at school and how people would react to their physical appearance. However,
none of them reported having problems associated with these concerns. Inyact, the
indicated that they received more support from friends and teachers than theyrdiaol prio
their diagnosis.

Additional concerns also were found in the literature. One study found that
adolescent and young adult cancer survivors had difficulty reintegratihgpaers at
school and would have liked more information about school reintegration to guide them
through the process (Duffey-Lind et al., 2006). Another concern is that teachers have
reported feeling unprepared to meet the needs of children with cancer (Baskin et al.

1983; Chekryn, Deegan, & Reid, 1987; Greene, 1975). Greene (1975) highlighted some
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of the potential concerns faced by teachers such as having limited knowlexgeef,
being unsure of the child’s capabilities, and dealing with their own feelingsdawe
child with cancer.

In conclusion, children, adolescents, mothers, and teachers each have their own
unique set of concerns that should be addressed during the school reintegration process.
Many of these concerns were related to physical health, self-iaecagemic
performance, peer and teacher relationships, communication between paolesuisaol
personnel, and informational needs. Major concerns reported by adolescents included
coping with changes in physical appearance, falling behind in acadenkicamdr
navigating peer relationships. Another notable finding was that teacher&depdack
of knowledge about cancer. Additionally, children, adolescents, and mothers identifie
supports that could facilitate the school reintegration process. Supports included
availability of information on school reintegration, supportive relationships eatthers
and peers, and increased communication between home, school, and hospital. Each of
these supports could potentially improve the school reintegration process. The next
section describes steps that have been taken to facilitate the transition dalok int
school setting.

Interventions to Facilitate School Reintegration

School reintegration programs and interventions have been developed and
evaluated in the literature. The literature includes studies on comprehergjkes
(Katz et al., 1988; Katz et al., 1992), workshops for classmates (Benner & Marlow,
1991), workshops for teachers (Baskin et al., 1983), and social skills training (Bztrakat

al., 2003; Varni et al., 1993). Katz et al. (1988) developed one of the first comprehensive

56



school reintegration programs to help children and adolescents with cancer aged five
17 years successfully reintegrate into the school setting. The focus of & prag to
promote collaboration among health care professionals, school personnel, parents, and
patients to facilitate the transition from the hospital to school setting. dokch

intervention package was developed that included the following main components: (a)
preliminary activities to prepare for school reintegration; (b) conferamiteschool
personnel; (c) classroom presentations on cancer; and (d) follow-up servicesss addr
concerns.

Preliminary activities were conducted to better prepare all partiesd@chool
reintegration process. Activities included discussions with parents abougraiiae,
counseling services for parents, patients, and school personnel, help arranging
educational services (e.g., homebound instruction) until the child or adolescentdyas rea
for reintegration, and an assessment of school personnel knowledge of cancer.
Conferences were held with school personnel to provide information about cancer,
treatment, and side effects as well as to address anticipated alm®hspgcial
education needs. Classroom presentations were given to classmates to educate the
about cancer and dispel any myths. Follow-up services also were provided to patients,
parents, and school personnel to assess their progress and problem-solve isguads. Kat
al. (1988) evaluated this program by comparing those children and adolescents who
participated in the intervention to a control group. Results indicated that students in the
intervention group had significantly fewer behavior problems, increases in social
competence and self-esteem, and were less likely to display symptoms of anxiet

depression. Teachers also rated children and adolescents in the intervention group as
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better adjusted. Furthermore, patients, parents, and teachers rated this poliginy
acceptable and found the program to be beneficial in increasing awareness and
knowledge of cancer and its impact in the school setting (Katz et al., 1992).

Prevatt et al. (2000) conducted a review of school reintegration workshops and
programs. Programs included school personnel workshops (n= 4 studies), peer education
programs (n= 4), and comprehensive school reintegration programs (n= 6). The author
concluded that the research on school personnel workshops has shown increases in
knowledge of cancer and its impact in the educational setting. Peer education program
have targeted students in grades kindergarten through high school. Positive results of
these programs included increased knowledge of cancer and interestactimgewith
the child with cancer. Research on comprehensive school reintegration programs
targeted students aged five to 17 years. These programs yielded positiverrelsilitsg
improved attendance and attitude toward school for the student with cancer. Other
positive outcomes for students were improved social and behavioral functioning and
greater adjustment at school. Increases in teacher knowledge and adtyeptdabéd
program by patients, parents, and teachers also were promising outcomes.

Although some positive results have emerged, Prevatt et al. (2000) identified a
number of limitations to this body of research. There is no clear theoretical tmode
guide the development or implementation of these workshops and programs. Regarding
school personnel workshops, follow-up data is lacking to determine if increases in school
personnel knowledge of cancer are sustained over time. Additional researclssanece
to demonstrate if students benefit from these increases in knowledge. Datdonigthe

term effectiveness of peer education programs also is limited. Outcome datang
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on peer retention of knowledge and if increases in knowledge are associated with greate
peer acceptance. Finally, research on comprehensive school programgdskdynit
reliance on anecdotal data to document outcomes. Suzuki and Kato (2003) also reviewed
the literature on school reintegration programs and determined that mocaisigor
research with larger samples sizes is needed to evaluate the effestviethese
programs. Again, it was concluded that much of the existing body of researclomelies
anecdotal evidence to assess program effectiveness. More researsmaésted to
determine which program components are most effective and practical.

Additionally, national cancer organizations have developed cancer school
curricula and school re-entry programs to facilitate this transition and prahdel staff
and peers with user-friendly information about cancer, treatment, and suryivoFsi
example, The Lance Armstrong Foundation in collaboration with Scholasttedrea
“Livestrong at School!” in the spring of 2008 (Ishola, 2009). Livestrong at Schaol is
cancer curriculum available to elementary, middle, and high school teachers on the
internet (http://www.livestrong.org/What-We-Do/Our-Actions/Profesdidimml|s-
Training/For-Educators/LIVESTRONG-at-School-Curriculum). Theiculum meets
national academic standards and can be used across multiple content areas such a
language arts, math, and history. The website provides various learnimgisate
including an overview of the lesson, student learning objectives, academic stahdiards t
each lesson meets, required resources to conduct each lesson, links to worksheets and
informational videos, check for understanding assessments, and extension afciivities
additional learning. Livestrong at School curriculum has been adapted foy askools

across the United States and the world.
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The Leukemia and Lymphoma Society and Lance Armstrong Foundation also
have collaborated to develop th&/elcome Back: Facilitating the Return to School for
Children with Cancér program. This program was designed to help school personnel
and families assist childhood cancer survivors with the transition back to the school
setting. The objectives of this program are to increase school personnellsdgewf
cancer, long-term and late effects, specific challenges of schot@geation and beyond,
laws that protect childhood cancer survivors’ rights, strategies to help@asrgucceed
in the school setting, and helpful resources that can be utilized during the reiontegrat
process (e.g., pamphlets, resource guides). As a part of the programanal nati
curriculum was developed and distributed to all chapters across the country.

Lastly, hospital-based programs have been developed to help meet the school
reintegration needs of childhood cancer patients and survivors. For example, the Dana-
Farber Cancer Institute and Children’s Hospital of Boston created tlok tB&chool
Program” to assist with school reintegration for patients/survivors, faydred a variety
of school personnel (http://www.dana-farber.org/pat/support/back-to-
school/default.html). This program includes services such as individual and family
counseling to prepare for the return back to school, developmentally appropriate
classroom presentations, workshops for school personnel, and ongoing communication
with the school. The Dana-Farber Cancer Institute also provides specialized school
services through the School Liaison Program (http://www.dana-
farber.org/pat/support/school-liaison-program/default.ntml). Children and adotses
with a diagnosis of leukemia or brain cancer who are enrolled in the fid& grdnigher

and have demonstrated learning difficulties as a result of their canceatoreérg are
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eligible to received services through this program. Services includetiedguszhool
personnel about neurocognitive late effects, facilitating neuropsycbalayialuations in
collaboration with the Children’s Hospital of Boston, providing on-going consultation to
school personnel and families, and disseminating information to the community about the
long-term effects of childhood cancer treatments.

In summary, school reintegration is seen as an important process that can help
children and adolescent cancer patients and survivors achieve a sense ofynofimalc
need for school reintegration planning has been recognized by professional o@asizati
and in the research literature. It has been recommended that this plannineglolggin
promote positive outcomes for children and adolescents. Proactive planning is important
because research has shown that cancer and treatment can affect med#tgotelated to
school functioning and performance. Additionally, research has shown that children,
adolescents, mothers, and teachers have unigue concerns related to schoalti@mtegr
that require attention during the school reintegration planning process. Supjmorts als
were identified that could better facilitate the school reintegration prodesdate,
interventions have been designed to promote successful school reintegration for these
children and adolescents. Interventions include comprehensive school reintegration
programs, school personnel workshops, peer education programs, and social skills
training. Preliminary evidence on these interventions yielded some positogereas for
students, parents, and teachers. However, more rigorous research is needed to examine
their effectiveness and sustainability over time. More recent intéowsrdeveloped by
national organizations include childhood cancer survivorship/school reintegration

curricula and hospital-based school programs.
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School Reintegration: Limitations of the Research

Despite the growing body of research showing that the effects ofrcamte
treatment can impact school performance and lead to negative educational outcomes
relatively little research has investigated the school reintegratperiences of children
and adolescents. Some of the existing research has been conducted outside of the United
States which is helpful in understanding aspects of school reintegration bsitheni
generalizability of the findings. Additionally, the existing researchgranmarily focused
on the identification of school reintegration needs and concerns rather than explering t
actual school reintegration process, how a child/adolescent navigatpsoitess, or
indicators and outcomes of successful reintegration. Many school reirgegraigrams
also have been evaluated but with little attention to how variables of thesenpsogra
specifically meet the identified needs and concerns of adolescents to psoictessful
outcomes at school and whether or not the programs demonstrate meaningful, long-term
positive outcomes that improve quality of life. Lastly, very little researas found on
the school reintegration services/supports actually received by chaddeadolescents,
satisfaction with their school reintegration experience, and their bdtietd ehat
specific supports and/or services would have made the transition back to school a
smoother process. Exploration of these topics as well as more in-depth information on
adolescent cancer survivors’ school reintegration experiences can sretigtlexisting
literature base.
Conclusions

Adolescent cancer survivors are a unique group of survivors because they face the

challenge of coping with the impact of cancer in addition to attaining typical
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developmental milestones associated with adolescence. They are considered an
understudied population who warrant attention in both research and practice. One issue
that has been identified in the literature and by national organizations is th@need f
transitional care and planning for these adolescents. The provision of transienal

and planning can help bridge the gap between phases of cancer care and prativete pos
outcomes for adolescent cancer survivors. Transitional care is neededsshreas

shown that transition periods are characterized by feelings of uncertantysion, and
anxiety. Two transitions that have received minimal attention in the liteiativele the
transition from off-treatment to post-treatment and reintegration into fio®lssetting.
Research was reviewed on each of these transitions and limitations soerssdd.

Overall, very few studies have examined these transition experiences from the
perspectives of adolescent cancer survivors. Furthermore, littledle$es investigated
aspects of the transition process including perceived challenges asbadiatdese
transitions and supports and/or services that were or would be helpful during the
transition process. More research is needed to provide an in-depth understanding of these
transition experiences from the perspectives of adolescent cancer survitig study

sought to address the limitations of the research and contribute to the existatgri

base.
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CHAPTER THREE:
METHODS

This study examined the transition from off-treatment to post-treatment and
school reintegration from the perspectives of adolescent cancer survivor&hdjpiisr
describes the methodology that was used to conduct this investigation. A detailed
description of the research paradigm, research design, participants, insttiementa
procedures, ethical considerations, data analysis, limitations, and valedisunes that
were used to address the limitations are presented.
Research Paradigm

Guba and Lincoln (1994) defined a research paradigm as “the basic bebef syst
or worldview that guides the investigator, not only in choice of method but in
ontologically and epistemologically fundamental ways” (p. 105). A reseasdbesic
belief system is based on certain ontological (“what is knowledge”) ane@yoisigical
(“how we know it”) views (Creswell, 2003, p. 6). This belief system guides how
researchers will approach their work and the research process (Gubaok | r#94).
The constructivist paradigm was used to guide this principle investigajah{@ighout
the qualitative research process. This paradigm is espoused by those resedrche
want to gain a greater understanding of a phenomena or topic from the perspectives of
people themselves (Patton, 2002). Within this research paradigm, there i$ thaklie
individuals attempt to make meaning and sense of the world in which they live é@yesw

2003). Individuals actively construct and assign subjective meanings to their
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experiences. According to Schwandt (1994) “constructions are attempts to makefsens
or to interpret experience” (p. 129). These constructions are products of an inthvidual
mind and are largely created through interactions with others and the communiy. The
are subject to change over time as individuals refine or modify their constructions
(Patton, 2002). These constructions may be similar among people (e.g.,\&ilesstin

or an idea held by many), and knowledge is defined as those constructions for which
there is consensus (Guba & Lincoln, 1994). Furthermore, these meanings aretzahst
within social, historical, and cultural contexts. According to Creswell (2003),&ham
engage with their world and make sense of it based on their historical and social
perspective—we are all born into a world of meaning bestowed upon us by our culture”
(p- 9). Thus, it is important to examine not only the meanings that individuals create, but
also the contexts in which they function.

A central tenant of the constructivist paradigm is that there are multiple
constructions of reality, and each individual's perception of reality is considdreéd va
valuable, and worthy of attention (Crotty, 1998; Patton, 2002). There is no pursuit to find
one, accurate reality that exists. Therefore, the researcher isilyrintarested in
understanding and learning about the multiple meanings participants assign to their
experiences, their unique perspectives related to the phenomenon under study, and the
contexts in which people function and live and how they influence and shape those
constructed meanings. Regarding epistemology, knowledge is thought to be created
through the interaction between the researcher and research participantedqge is
co-constructed as the researcher and participant talk with one another. Gubealmd L

(1994) stated, “the investigator and the object of investigation are assumed to be
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interactively linked so that the ‘findings’ aliterally createdas the investigation
proceeds” (p. 111). A research strategy that is often used to learn about the sneaning
participants assign to their experience and the contexts in which they lwdaacsking
open-ended questions. Open-ended questions provide the researcher and paurilsipant
an opportunity to develop and co-construct meanings of a situation or experience
(Creswell, 2003; Guba & Lincoln, 1994). The researcher then attempts to desctibe
interpret those constructions to arrive at a greater understanding of the phenomenon
(Guba & Lincoln, 1994). Notably, this co-creation of knowledge is a dynamic process,
and it is recognized that biases and values will inevitably be introduced intoghectes
process (e.g., interpretation of data is influenced by researcher’ seexqgesr; biases, and
beliefs). Therefore, validity, or trustworthiness, measures (e.g., ditgdliere utilized
to address this issue as well as enhance the quality of this study (Lincoln & Guiba, 198
These measures are described in detail at the end of this chapter.
Research Design

According to Stake (1995), a “case” can be an individual, several individuals, a
program, or an event. The defining feature of a case is that it is a coméar sys
bounded by time and location (Creswell & Maietta, 2002). Stake (1994, 1995) indicated
that a case study is used to obtain an in-depth description and understanding ohd case a
the setting, or context, in which that case functions through data collectomfultiple
sources over time. Stake (1994) identified intrinsic and instrumental typeseof ca
studies. Intrinsic case studies are those that are primarily concathetkscribing and
understanding the case itself. An instrumental case is focused on selectgggthat

will provide insight on a particular problem or phenomenon. The case itself is of
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secondary importance and strategic selection of the case willdtecai better
understanding of the phenomenon.

A specific type of case study that is instrumental in nature is a multigpdestady
(Stake, 2005). Stake (2005) defined a multiple case study as a “smailiooltef
people, activities, policies, strengths, problems, or relationships [thatfliegin detail”

(p- vi). Individual cases that share common characteristics are seladtet/estigated

to gain a greater understanding of a phenomenon or “quintain” (p. 6). Research questions
also are identified across cases to learn more about the quintain. Okenalgih goal

of a multiple case study is to examine cases, identify patterns withircase, and

analyze cross-case findings in order to gain a greater understandnegoofintain.

A multiple case study research design was used to guide this study. More
specifically, the experiences of several adolescent cancer surviemexamined (i.e.,
multiple cases). Each adolescent cancer survivor (i.e., cas@)strasnentalin gaining
more in-depth information on transition processes, challenges faced, and
supports/services needed (i.e., research questions), which directly reltdtedarger
phenomenon or quintain (i.e., adolescent cancer survivorship and specific transitions).
Careful attention was given to selecting cases that yielded thanfogstation and
promoted the greatest understanding of the quintain.

Participants

Cases that were most likely to provide rich information and an in-depth
understanding of the adolescent cancer survivorship and significant transitions were
selected using a purposeful sampling method (Miles & Huberman, 1994; Patton, 2002;

Stake, 2005). According to Patton (2002), “the purpose of purposeful sampling is to
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select information-rich cases whose study will illuminate the questions situdly” (p.

46). The specific type of purposeful sampling that was used to recruit parsonst

criterion sampling. Criterion sampling involves the identification of speaiée p

determined criteria that must be met to participate in the study (Patton, 2@@3). E

participant met the following inclusion criteria: (a) chronological ageden 12 and 17

years (note: initial recruitment was limited to those adolescents who did mdtyears

of age before the study was completed); (b) diagnosis of cancer otherdhatubyror

received during childhood; (c) diagnosis received at age five years or (oldeff

treatment for a minimum of six months and a maximum of five years; (e) dancer

currently in remission (i.e., absence of disease); (f) no history of a re{gpserrently

attending school in the community (e.g., public, private, charter school); (Imgnaitid

able to provide assent; and (i) caregivers willing to provide consent forijpatito.
Exclusion criteria included lack of fluency in English, mental retardation,

adolescents in foster care, diagnosis of a brain tumor, below the age of fvatywadtial

diagnosis, off treatment for less than six months or more than five years,arctiraft

school solely at home (i.e., home schooled) or on the internet (i.e., virtual ctheseg)

the study. Those individuals diagnosed with a brain tumor were excluded becdiese of t

likelihood of cognitive impairment often associated with this type of cancer.esckhts

who were diagnosed prior to five years of age were excluded due to the developmental

concerns that these individuals would not be able to accurately process ananeflect

their experiences related to cancer (Alderfer, Labay, & Kazak, B¥iakat, Alderfer,

& Kazak, 2006). Individuals who completed treatment less than six months ago may not

have enough time to fully reflect on their experience transitioning fromestrhent to
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post-treatment. Alternatively, those adolescents who completed treatreefive years
ago may not recall their experiences as accurately as others who reocemtlgted
treatment. Other research has used a similar criterion when exathi@ipgst-treatment
experiences of adolescent cancer survivors (Duffey-Lind et al., 2006). yi-thake
individuals who were home schooled or taking virtual classes at the time of the study
were excluded because there was an interest in learning more aboutagaortegto the
regular school setting. Therefore, recruitment was limited to thosesadotecancer
survivors between the ages of 12 and 17 years who were in remission, had no hestory of
relapse, and were currently attending school in the community.

Regarding generalizability of the findings, it was not a goal ofdidy to
generate findings that could be generalizable to the greater adolescent survivor
population. Rather, a primary goal was to show trends and convey the experiences of
those adolescents specifically selected for the study. This goal isteohsvith case
study research as there is more emphasis on careful selection of cagetdisanilar
results or patterns than generalizing results to other populations (e.galigabéity).
Therefore, the results of this study may provide insight into future research
guestions/agendas that could potentially be applied to a larger adolescemrsurvi
population.
Instrumentation

Questionnaires.Participants answered a screener questionnaire during the initial
phone contact from the PI (see Appendix A). This questionnaire was used to assess the
pre-established inclusion and exclusion criteria and determine eligfolliparticipation

in the study. The questionnaire took approximately five minutes to administer and
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complete. Participants also completed a demographic questionnaire upon completion of
the interview session. The demographic questionnaire elicited informatbras sex,
ethnicity, educational level, diagnosis, and type of treatment receivedgpendix B).

The demographic variables included on the questionnaire are commonly reported in the
pediatric oncology literature and considered important information to obtain from
research participants. The demographic questionnaire took approximatelywoe to t
minutes for participants to complete. Notably, a few caregivers assisiedtild in
completing these questionnaires. For those adolescents who completed the questionnai
independently, the PI reviewed the responses with at least one parent to toafir
accuracy of the information.

Interview guide.A semi-structured, open-ended interview guide was utilized in
this study (see Appendix C). This type of interview guide allowed the PI to
systematically address topics of interest to the study yet haviexiglity to pursue
other lines of questioning that led to more rich information (Patton, 2002). This semi-
structured interview guide was developed based on recommendations by Carspecken
(1996), Krueger (1998), and Patton (2002). The following components were included in
the interview guide: (a) topic domains; (b) lead-off questions; and (c) probastopic
domains (i.e., experiences and challenges associated with school ramtegrat
supports/services to improve school reintegration, experiences and chalkEsweatad
with the transition from off-treatment to post-treatment, and supports/setwiceprove
the transition from off-treatment to post-treatment) and corresponding lemdteofiew
guestions were developed based on the conceptual framework, research questions, and

overall purpose of the study. Lead-off questions were designed to open up, or introduce
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a topic domain. The lead-off questions developed for this study focused on asking
participants to respond to concrete questions that required them to describe events,
situations, or other instances that they have personally experienced, juadies were
created to obtain more information on the topic of interest and expand on participant
responses. The overall purpose of the semi-structured interview guide pvasitle a
loose structure to the interview session while allowing flexibility to puasidational
topics of interest to the study.

Documents and audiovisual materiddocuments are prepared for personal
reasons and may be either public (e.g., newspapers) or private (e.g., persoslidliarie
nature (Hodder, 1994). Audiovisual material can include artwork, photographs, or films.
For the purposes of this study, participants were asked to share any privateaisc
(e.q., journals, letters, autobiographical writing) and audiovisual miatemgg, artwork)
that they believed expressed their views or feelings related to theiremqes during the
transition from off-treatment to post-treatment and school reintegration.

Procedures

Preliminary activities. The screener and demographic questionnaires as well as
the interview guide underwent expert review to assess the appropriatenastenf,c
quality, and time commitment. Three experts from separate acadaoc medical
institutions reviewed the study materials. These experts were knowlésgepbdiatric
oncology, qualitative methodology, and cancer survivorship issues. Changes were mad
based on the feedback given from the expert reviewers. A pilot test was condticted wi
three adolescent cancer survivors between the ages of 15 and 17 years over tlodé course

one week in December of 2009. The purpose of the pilot test was to assess the utility of
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the semi-structured interview guide, appropriateness of the vignettecameerall
interview process. On the day of the pilot test, approved assent and consent forms
created for the pilot test were verbally reviewed in detail with eacltiparit and their
caregiver(s). Time was allotted for the participants and caregiven@view the forms
and ask questions prior to providing their signature. The following three scenargos we
used in the pilot study: (a) interview with no vignettes and presentation oftegaéier
interview to obtain the participant’s thoughts and opinions (e.g., “what if | told y®u thi
story before | asked you the question?”); (b) interview with vignettes arfdlisoeission
of vignettes after interview; and (c) interview with no vignettes and no discuster.

All participants also were asked a series of questions about the interview to obtai
additional information about their experience (see Appendix D).

Results of the pilot study were consistent across all three particifBased on
the results, it was determined that the interview questions and probes were age-
appropriate and made sense to the respondents and the time allotted for the intasview w
appropriate. Participants recommended reordering the sequence of questions a
beginning the interview with school reintegration questions because theynaste
familiar with school life as opposed to the transition from off-treatment tetpaginent.
They also suggested adding another question at the beginning of the interprewide
more structure to the interview (i.e., give me a timeline of your cancer expe)i They
also suggested adding a question regarding “what they learned” or “got outit of the
cancer experience as well as how they coped with these transitions. Rggaedi
vignettes, participants indicated that they did not find the vignettes aboutspecifi

adolescents beneficial for various reasons including they could not rethgesiories, it
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was difficult to relate to as each person’s experience is unique, and theéeggnet
inadvertently influenced and/or limited their responses (e.g., “kids nekytstivhat you
say”, “take out personality”, “put ideas in someone’s head”). However, panits
reported that they found the support/services vignette to be helpful because it provided
examples of specific services and helped to clarify the question. Laksfgrtatipants
reported that they believed the study was useful and could make an important
contribution to other adolescent cancer survivors. The original interview iguide
presented in Appendix E and may be compared to the modified/final guide in Appendix
C. Due to the changes made to the interview guide, a modification request wasesubmi
to the appropriate Institutional Review Boards (IRB). The results of the gsioivere
not used for data analysis.

Additionally, the PI1 engaged in the following activities to prepare to émeer
field: (@) joined a qualitative research study team and analyzed imatata regarding
oncologists’ perspectives on fertility issues; and (b) participated in anieweto raise
awareness of personal biases and expectations related to the study Kearsi#95).
This interview was conducted and audiotaped by a graduate student in the field of
psychology who is familiar with the qualitative research process. Thentrhaally
referenced the tape throughout the research process and reflected on hovebkamnbias
expectations influenced aspects of the study. Lastly, a personal joumstantad prior
to data collection and maintained throughout the study. The PI used this journal to reflec
on her role in the research study as well as any biases that may have idflletace

collection, analysis, or interpretation. Both the interview and personal jouenal a
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summarized in this document to provide readers with an open and honest appraisal of the
PI's role in the qualitative research process.

Participant recruitmentParticipants were recruited from Johns Hopkins Hospital
in Maryland and The Gathering Place in Ohio. A description of each site andmect
procedures used at each are described below.

Johns Hopkins HospitalParticipants were recruited from the Pediatric Oncology

Outpatient Clinic (POOC) and Long-Term Childhood Cancer Survivors Program

(LCCSP) at Johns Hopkins Hospital. The POOC and LCCSP are run through the

Pediatric Oncology Division of the Sidney Kimmel Comprehensive Cancer

Center (SKCCC) (National Comprehensive Cancer Network,

http://www.nccn.org/ members/Profiles/hopkins.asp). The SKCCC is designated

as a National Cancer Institute Comprehensive Cancer Center. The PQE ser

children and adolescents up to age 21. Each child/adolescent is assigned a

primary pediatric oncology physician, nurse, social work, and physician’s

assistant that follow him/her from diagnosis to long-term follow-up care

(http://www.nccn.org/ members/profiles/hopkinsPediatric.asp). Children and

adolescents may attend scheduled visits to the POOC for either continued

outpatient treatment or monitoring and surveillance once treatment has been
completed. Children and adolescents who are in remission for three to fige year
are able to transfer to the LCCSP. The LCCSP is a multidisciplinagnadgi
resource that was created in 1993 and follows the Children’s Oncology Group

(COG) long-term follow-up care guidelines for survivors of childhood,

adolescent, and young adult cancer (see http://www.survivorshipguidelines.org/
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for more information on these guidelines). There is no defined upper age limit to
attend the clinic but it is recommended that treatment was received befagethe
of 23. The overarching goals of the LCCSP are to promote and maintain the
physical and psychosocial health of childhood cancer survivors and improve
quality of life (http://www.hopkinsmedicine.org/kimmel_cancer_center
/centers/pediatric_oncology/programs/longterm_survivors.html). Specific
activities within the clinic include monitoring and treating long-term
complications and promoting healthy lifestyle behaviors to reduce risksassioc
with cancer and treatment. Before a child/adolescent has his/her first vise
LCCSP, treatment records are reviewed and a treatment history istgdrera
develop an individualized survivorship care plan. During the first visit, the
treatment history is reviewed and discussed with the child/adolescent ahd fami
and a plan for necessary medical tests and follow-up appointments is outlined.
The PI contacted the coordinator of the LCCSP by phone and verbally
provided information on the general purpose of the study as well as the inclusion
and exclusion criteria for participants. The director and coordinator requedted tha
a written description of the proposed study be sent via email to assess the quality
appropriateness, and feasibility of the proposed study (see Appendix F). A face-
to-face meeting also was conducted with the coordinator to further discuss the
study and answer questions. After reviewing all materials, the direxor a
coordinator approved the proposed study and wrote a letter of support on October

8, 2008 (see Appendix G).
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Recruitment began after approval was obtained from the Johns Hopkins
Medicine and University of South Florida Institutional Review Boards (IRB).
Recruitment methods included flyers placed at the check-in desk and nurses’
station in the POOC (see Appendix H) as well as phone and/or clinic contact with
potential participants. The phone contact and clinic-based recruitment method
will be described below. After approval was obtained, the LCCSP coordinator
developed a list of 36 potential participants who met the specified studyacriter
The LCCSP coordinator, a research coordinator in pediatric oncology, and a nurse
who worked in both the LCCSP and POOC contacted potential participants via
phone or email to introduce the study and inquire if they would like to be
contacted by the PI for further information. After these recruitmenttgfia total
of 11 potential participants expressed interest in the study and provided verbal
consent/assent for the PI to contact them in accordance with the Heal#ntesur
Portability and Accountability Act (HIPAA). Regarding the other 25 potential
participants, 21 were contacted via phone or email on multiple occasions but did
not call or email back, one individual was incarcerated, one potential partisipant’
caregiver indicated that although the family was interested in the, $tedy
child’s transition experiences were “too traumatic” to discuss at the ptesent
and two potential participants were deemed ineligible because they would have
turned 18 years-old during the course of the study.

Demographic characteristics for these 25 adolescents are presented
including age, diagnosis, treatment type, and years since treatment completion.

This information was obtained from the Johns Hopkins online patient records
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system and provided to the Pl by the LCCSP research coordinator. Adolescents
ranged from 12-17 years of age with a mean of 14.4 years. Regarding diagnosis,
adolescents were diagnosed with the following types of cancer: leukeri@) (n=
lymphoma (n=6), carcinoma (n=3), sarcoma (n=3), dysplastic lesion of mid-back
(n=1), melanoma (n=1), and spindle cell neoplasm (n=1). Adolescents received a
variety of treatments including chemotherapy only (n=7), surgery only (n=5),
chemotherapy and radiation (n=3), chemotherapy and bone marrow transplant
(BMT) (n=3), chemotherapy, radiation, and surgery (n=2), radiation and BMT
(n=1), chemotherapy and surgery (n=1), and chemotherapy, radiation, and BMT
(n=1). Of note, two treatment histories were not provided. Regarding yeees Si
treatment completion, adolescents were in one of five categories irgchigin

months to one year (n=3), one to two years (n=5), two to three years (n=5), three
to four years (n=7), and four to five years (n=5) post treatment completion.

The Pl then made contact with the 11 potential participants who met study
criteria and agreed to provide their contact information by phone or an in-person
meeting at the POOC/LCCSP. The PI contacted one potential participant’s
caregiver and provided information on the study. The caregiver indicated that she
would ask her child if he was interested in participation as well. The Pl made
multiple attempts to follow-up with this family; however, the adolescent or
caregiver did not return the PI's phone calls. For the remaining 10 potential
participants, the Pl obtained oral consent/assent prior to administering the
screener questionnaire (see Appendix I). The Pl informed each adolescent and

their caregiver(s) that their participation in the phone call or clinic nmgpetas
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completely voluntary, steps were going to be taken to protect their health
information in accordance with HIPAA, and their care at Johns Hopkins Hospital
would not be affected if they chose not to participate. Those adolescents and their
caregivers who verbally granted the Pl permission to ask questions were
administered the screener questionnaire. Caregivers assisted tiseauadle
answering the questions. Once all of the questions were asked, the PI reviewed
each answer to verify that the responses were accurate. Two adaclesdert

meet criteria to participate in the study. One potential participanhoras

schooled during and after treatment completion, the other adolescent was five
years post-treatment completion. The Pl explained to these adolescetsiand t
caregiver(s) why they were ineligible to participate in the studiythanked them

for their time. The Pl informed those adolescents and their caregivers wdo wer
ineligible that all information collected would be destroyed. The Pl subséguent
destroyed all the information associated with that particular individual.

Those eight adolescents and their caregivers who met criteria and
expressed continued interest in participating in the study were informdatehat
information collected from the screener questionnaire would be stored in a
password protected database. All participants provided the Pl consent/agsent t
included in the database. They were told that they could request that their name
and information be removed from the database at any time. Adolescents and their
caregivers were then asked if they would like: (a) to schedule a dayatiche,
location for the interview; (b) additional time to make a decision and have the co-

investigator contact them within a week via phone; or (c) to decline partpati
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Each potential participant and their caregiver(s) was given amplédiask
guestions, voice concerns, and think about whether they would like to participate
in the study. Six adolescents either scheduled a day/time for the interviagy dur
the initial phone call or requested additional time to think about whether they
wanted to participate in the study. For those who requested additional time, the PI
made a follow-up phone call on the date and time requested by each participant
and their caregiver(s). The remaining potential participants agreed toierhall
study during the follow-up phone call. All interviews were scheduled based on
participant and caregiver(s) day, time, and location preferences. Of notepthe tw
other potential participants agreed to be a part of the study but experienced a
relapse prior to scheduling an interview. Therefore, a total of six adolgscent
were recruited from Johns Hopkins.

The six participants were then mailed or emailed an informational packet
that included: (a) an introductory letter that briefly described the pugddke
study and listed all documents in the informational packet (see Appendix J); (b)
consent and assent forms approved by the Johns Hopkins Medicine and
University of South Florida IRB for participant review (see Appendix K and L
and (c) a quick guide for the interview and follow-up meeting (see Appendix M).
If requested, the PI called or emailed participants and their carejyjioegsveek
before their scheduled interview to answer any questions about the informational
packet and provide a reminder about the day, time, and location of the interview.
They also were informed that they needed to review and sign assent and consent

forms before the interview began and complete a demographic questionnaire
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immediately after the interview. Additionally, adolescents were askedhip br

any documents (e.g., journals, letters) and/or audiovisual material (evgngba
other artwork) to the interview session. The Pl informed them that they could
bring documents and/or audiovisual material they already have or create
something if they chose. They also were notified that their documents and/or
audiovisual materials would be collected at the end of the interview sesgioa s

PI could copy/scan them. Adolescents were told that their original itemd woul
be returned to them at the follow-up meeting. In the event that an adolescent was
uncomfortable with leaving original documents and/or audiovisual material in the
possession of the co-investigator, they were given the option to copy/scan these
items themselves and bring them to the interview.

The Gathering PlaceThe Gathering Place is a non-profit cancer organization
and support center located in Ohio. The Gathering Place was established in
January of 2000 with the goal of providing free support, education, and
programming for individuals and families impacted by cancer in the community.
In October of 2008, The Gathering Place opened a second location to reach a
greater number of people. A variety of services are offered by clinafbtest
address social, emotional, physical, and spiritual needs of cancer survivors and
their families. Examples of services include an on-site medicalyiljpablic

lectures by local cancer experts, adult, teen, and child supports groups, cancer
specific groups (e.g., leukemia, myeloma, prostate), exercises|aswl

nutrition/health cooking classes. According their website, The Gathdeng @
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date has served approximately 17,500 individuals within the community
(http://www.touchedbycancer.org/).

The Gathering Place was contacted because recruitment efforts at Johns
Hopkins Hospital were exhausted and more participants were needed to reach
saturation. The PI contacted the volunteer coordinator at The Gathering Place by
phone and verbally provided information on the general purpose of the study as
well as the inclusion and exclusion criteria for participants. The volunteer
coordinator spoke with the director of the volunteer/program staff reggptice
study. The director then requested that a written description of the proposed study
be sent via email to assess the quality, appropriateness, and feasibility of the
proposed study (see Appendix N). A face-to-face meeting was schedthigtiavi
director of volunteer/program staff as well as the director of progmagio
discuss details of the study and recruitment opportunities. The directorsdgrant
approval for the study and referred the PI to speak directly with the tegrapr
facilitator. The PI spoke with the teen program facilitator via phone to further
discuss the study. The teen program facilitator agreed to assist withpaatti
recruitment and wrote a letter of support on March 9, 2010 (see Appendix O).

Recruitment began after approval was obtained from the University of
South Florida Institutional Review Board (IRB). After approval wasinbth the
teen program facilitator presented the study to the teen group. Folldwing t
meeting, the facilitator provided the Pl with a name of a potential parntocid@o
met eligibility criteria and expressed interest in participating irstbdy. This

adolescent then referred the PI to another adolescent in his teen group. The PI
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informed the teen program facilitator of this recommendation, and she cdntacte
that particular adolescent and caregiver(s). For each potential partidigant, t
facilitator obtained verbal consent and assent prior to disclosing contact
information to the PI. An initial phone call was made directly from the Pl to the
two potential participants who met study criteria and agreed to provide their
contact information. All interviews were scheduled based on participant and
caregiver(s) day, time, and location preferences. The remainingtmeent
procedures were the same as those used at Johns Hopkins (see Appendix P, Q, R,
S,and T).
Interview sessionsThe PI conducted all interviews. Seven interviews occurred
at the home residence of the adolescent, and one was completed at Johns Hopkins
Hospital in the LCSSP coordinator’s private office. Interviews rangedeeet\®8
minutes to an hour and 36 minutes and were audiotaped. On the day of the interview, the
IRB approved informed assent and consent forms were verbally reviewed imakstail
each adolescent and their caregiver(s). Time was allotted tinfeefpatticipants and
caregiver(s) to review the forms and ask questions prior to providing theatsig.
Participants were reminded that there were two phases of the studgt@reiew and
follow-up session). Based on recommendations from Carspecken (1996), each individual
was then briefed about the purpose and structure of the interview. Participants we
informed that the interview would be audiotaped so that the Pl could analyze theadata at
later point and that handwritten notes would be taken during the interview. The PI
answered any questions related to this information prior to starting the inter&lew

participants elected to use only their real first name for the purposes alprgseeir
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confidentiality during the taped interview. Caregivers were not present iodirefor
seven of the interviews. The remaining interview was conducted with a @regiv

close proximity to the interview room. This particular adolescent verballyateti that

he was comfortable with the presence of his caregiver and did not perceive the need t
change the interview location. The interview protocol was used to guide eacleimtervi
session. Participants also were permitted to present and describe anyrds@mdéor
audiovisual material during the interview. One participant presented a docdumiegt
their interview. The other adolescents in the study indicated that they did not lave an
documents or audiovisual material that they felt were relevant to the study ofr vetyl

to better describe their experiences. At the end of the interview sessihcthafied

and summarized information shared by the participant and, if necessary, akkedi ol
guestions to clarify and/or elaborate on responses.

After the interview was completed, each participant completed the dgphagra
guestionnaire. Some caregivers assisted their adolescent in completqugestionnaire.
The questionnaire was collected and immediately assigned a number tomthmtai
confidentiality of the participants. This number was used to link the questionndiee to t
interview data. After the demographic questionnaire was collected, the Pl pravided a
opportunity to debrief about the session (Carspecken, 1996). Each participant and their
caregiver(s) were given the opportunity to ask questions about their inte&xperience.
For those patrticipants and caregivers who requested, the Pl provided more detailed
information about the study and reviewed confidentiality. Of note, none of the
participants requested to stop the interview due to distress or discomfortfoldiere

there was not a need to provide any participant with psychological servieealref
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information. Hand-written notes also were taken during and after eachant¢o
document salient quotes and/or key phrases from participants, non-verbal actdvity, a
thoughts/impressions on interviews, documents, and/or audiovisual material (Patton,
2002). Hand-written notes were formatted and typed into a Microsoft Word document.

Follow-up meetingsParticipants who completed the interview received a phone
call from the PI to schedule a follow-up meeting approximately one month frodatbe
of the initial interview. All eight participants completed a follow-up nmept The day,
time, and location of the follow-up meeting were based on the adolescent’sirefere
and schedule. Three follow-up meetings were conducted in person at the pagicipant
home residence. The remaining follow-up meetings were completed via phone.
Participants were mailed or emailed a summary of their interviehasthtey could
review this information prior to the scheduled follow-up meeting. Caregivenes w
allowed to assist with the review of this information if necessary. Thevelaped an
individualized list of follow-up questions to guide the follow-up meeting. Of note, two of
the eight participants received both the transcript and interview summairygtine
follow-up meeting. All remaining participants received the transcript #fe follow-up
meeting was completed due to delays in receiving transcribed documenthdérom
transcriptionist.

During the follow-up meeting, findings were presented to the participants.
Participants were given the opportunity to verify the accuracy of the istesummary
as well as share their thoughts and comments. The Pl also asked anyfotioestions
after the interview summary was discussed. The duration of the follow-upgeeeti

ranged from 10 to 38 minutes. The PI took hand-written notes during and after the
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meeting. These notes were formatted and typed into a Microsoft Word document. Of
note, one participant offered to share a document with the PI during the follow-up
meeting. The participant mailed a copy of the document to the PI's home residence
Once the document was received, the Pl contacted this participant to scheltuhe a

call to discuss the document. The meeting was scheduled within a few weekiseaft
follow-up meeting with permission from both the adolescent and caregiveralDver
there were three formal contacts with seven of the participants that inthedscreener
phone call, interview session, and follow-up meeting. For the remaining participant,
there were four contacts because an additional meeting was scheduled waliscus
document.

Caregiver participation.Although caregiver perspectives were not the focus of
the study, some caregivers informally shared information about their ctaldter
experience and/or provided their perspectives on the topics under investigation. The PI
documented the caregivers’ thoughts and comments in a Word document. These data
were informative to the study and also provided a rich opportunity for triarggu(ate.,
obtaining multiple perspectives to facilitate a deeper understanding ohtisgion from
off-treatment to post-treatment and school reintegration).

Compensation for participationParticipants were given a $10 gift card for their
participation in the interview and another $10 gift card for participation ifotloav-up
meeting. Therefore, participants received up to $20 for their participatiomeRawas
disbursed at the end of each session. Pilot test participants were given fa §4@l ¢or

their participation.
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Ethical Considerations

Several steps were taken to protect the privacy of participants throughout the
entire qualitative research process (Kvale, 1996). First, the Pl obtaimealo
conduct the study from the University of South Florida and Johns Hopkins Medicine
IRB. No data were collected until IRB approval was obtained. Second, parscgmaht
their caregiver(s) were required to review and sign assent/conserst ffrior to the
interview. These forms were given to participants and their careglivergdvance so
they had the opportunity to review them. The consent and assent forms included
information on the overall purpose of study, research design, possible risks and benefit
of participation, procedures employed to maintain confidentiality, and the rights of
participants to withdrawal from the study at any time. These formsralsmed the PI's
contact information so participants and caregivers could ask any questions ar@dor voi
concerns at any time.

Steps to ensure confidentiality were taken. Participants were assigoele
number as soon as they signed assent and consent forms. This number was used
throughout data collection, analysis, and reporting. Screener and demographic
guestionnaires, notes, audiotapes, transcripts, and documents were labelddsusnutpt
number to protect the confidentiality of each participant. All information us#tkeipeer
review process included the code number as well. Randomly selected pseudorg/ms we
used when writing up the results of the study. The PI maintained a list of the
participants’ names, corresponding code number, and assigned pseudonyms in a locked
file cabinet at her residence. All the information that was colleciedtprthe interviews

(i.e., contact information provided by directors, screener questionnaire) and dering t
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data collection process (i.e., signed consent/assent forms, notes, audicapesbéed
interviews, and documents) was kept in the locked file cabinet as welken8cnd
demographic questionnaire items stored in Excel files as well as notes, pgrgors
entries, and transcribed interviews in Word files were stored in passwoedtprbfiles
on the PI's computer. These documents were saved on a CD as a backup. This CD was
stored in the locked file cabinet as well. Only the Pl had access to the |deksabfnet
and computer. Lastly, only participants’ first names were used in eonagspondence
during the study. Data collected from six of the participants under the Johns Hopkins
IRB will be retained until the participants reach the age of 23. After they28 years of
age, all data associated with these participants will be destroyea.c@daicted from the
remaining two participants under the University of South Florida IRB will pé fee
five years and then destroyed.
Data Analysis

The use of multiple data sources to arrive at a greater understanding cfetbe ca
research questions, and quintain is a central feature of case studies (Stak20Q995
Yin, 2008). Therefore, data were generated through five sources: (apgnasgs; (b)
typed notes taken during and after the interviews and follow-up meetingsinegribed
interviews and follow-up meetings; (d) documents; and (e) parent feedbaeke data
were collected from February to September of 2010. To guide the analysiseofitiia,
a combination of a template organizing style, immersion/crystallizatiGh gpproach,
and a multiple case study approach were used (Borkan, 1999; Crabtree & Miller, 1999

Stake, 2005; Yin, 2008).
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The template organizing style is used to develop codes and a codebook to
organize the data as well as apply the codes to segments of data and sort tlibse code
segments into similar categories (Crabtree & Miller, 1999; Milesu&étman, 1994).

The primary purpose of this approach is to reduce the amount of raw data (i.e., data
reduction) and prepare the data to be analyzed (Miles & Huberman, 1994). Onda the da
are organized, the I/C approach can be used to analyze the coded segments of data.
According to Borkan (1999), the I/C approach requires the iRirterseherself in the

data by conducting multiple, in-depth examinations of the data over a prolonged period of
time. Crystallizationoccurs when the PI disconnects from being immersed in the data to
reflect on her analysis experience and attempt to identify themes. Thesetessps

(i.e., immersion and crystallization) occur throughout data collection and anahygiall

the data are analyzed and meaningful patterns emerge. Key featuresapptbech

include prolonged engagement with the data and the use intuition and/or the research
literature to develop insights on the phenomenon under study. This particular approach is
deemed appropriate when the goal of the research is to understand the expafriences
others and little research exists on the topic because it allows the hes¢anemain

open and intimately involved with the data yielded from participants’ storidke(\i

Crabtree, 1994). The I/C approach occurs throughout the entire research. process
Additionally, a multiple case study approach is used to examine individualasases|

as commonalities and differences among cases (i.e., cross-castsamalyrder to arrive

at a greater understanding of a phenomenon (i.e., quintain) (Yin, 2008). A focus is
placed on cross case analysis to formulate assertions about the phenomenomng\ssert

are findings about the quintain, which must be based on evidence from individual cases.
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This method of data analysis is considered appropriate if the goal is to learabuote
general phenomenon while still attending to the uniqueness and importance of individual
case contributions. Figure 1 illustrates this analytic process (Yin, 2008). Qtheted

solid line in the figure illustrates the “feedback loop” (p. 56), which represdm@s w
pertinent discovery arises during data collection and requires the invastaat

reconsider or redefine the conceptual framework used to guide the study.

The next section includes details on the use of the template organizing Gtyle, I/
approach, and cross-case analysis used in this study. Prior to this discussion, it is
important to note that data analysis was conducted throughout the data collectios proces
(Huberman & Miles, 1994; Patton, 2002). Data analysis is considered a cyclicgdgroc
during which data are continually collected, reflected upon, and analyzed tolamsess
the research process is progressing and whether new topics surfaceuihat req
exploration (Creswell, 1998).

First, the data were prepared for analysis (Miles & Huberman, 1994). Imsrvie
and follow-up meetings were audiotaped and transcribed verbatim by aiptosist.
Steps to maintain and preserve participant confidentiality were taken darsgription.
The PI stated the participant’s unique code number at the beginning of the interview and
follow-up meeting. Additionally, only the participant’s first name was usdbea
recordings. Therefore, the transcriptionist had no knowledge of any facet of the
participant expect their code number and first name. The transcriptionist’s sole
responsibility was to transcribe the interviews and follow-up meetingpsitner and
return the documents directly to the PI. Each transcribed interview and folloveetpm

was then reviewed multiple times by the PI to ensure accuracy.
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Figure 2. Case study method. Adapted from “Multiple Case Study Analysis,” by Robertke, $t&. Copyright 2005 by
The Guilford Press.
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Transcribed interviews and follow-up meetings as well as notes wereitgpadford
documents. The one participant who shared a document elected to make a copy and send
the copy to the PI. Of note, receipt of transcribed interviews and follow-upngreet
from the transcriptionist was at times delayed over the course of the stutdy due
logistical and time management concerns. As a result, it was not alaaysddo
analyze transcribed data immediately after collection. It wassisthat the data
collection and analysis process continue. Therefore, the Pl listened to audiotdpes
examined notes, documents, and questionnaires when transcripts were not available. This
allowed the PI to stay actively engaged in the data collection and analyisis the Pl
was able to make modifications and/or changes to the interview guide, farmulat
additional questions to ask during follow-up meetings, and assess how well the data were
answering the research question

To begin data analysis, interview and follow-up meeting transcriptss,note
documents, questionnaires, and parent feedback for each individual case werealreviewe
multiple times throughout the study to obtain a general sense of the data and become
familiar with the overall content. Notes were written to record generaessjans,
ideas, and themes (i.e., reading and memoing) (Creswell, 1998). Once a genem@ sens
the data were obtained and documented, the template organizing stytg/ girate
development of codes and a codebook to organize data) was utilized to describe and
classify data (Crabtree & Miller, 1999; Miles & Huberman, 1994). Stake (1994)
indicated that if research questions derived from the literature are knodwanca, then
the researcher might take advantage of a deductive coding approach (i.engap@yi

established codes to data). A deductive coding approach was used in this study because
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the research questions were already identified based on the literatuteerirore, the
semi-structured interview protocol included topic domains and corresponding questions
that were developed to address each research question. The interview protocol and, more
specifically, the topic domains, were used to develop broad, “start-up” codes. This
approach “forces the analyst to tie research questions or conceptualsrdesssty to
the data” (Miles & Huberman, 1994, p. 65). An inductive coding approach also was used
as new information was yielded from the data that required new codes to adequately
capture the experiences of the participants.

A codebook was developed by the Pl and a graduate student who was familiar
with qualitative data analysis to organize participant responses intoaodleategories
that corresponded with the interview protocol and research questions. Based on
recommendations from Miles and Huberman (1994), the Pl and peer randomlydselecte
two interview transcripts to begin developing the codebook using the interview protocol
as a guide. The Pl and peer independently read the two transcripts, assigedgtatode
best captured the meaning of text segments, and developed a preliminaigtcotieel
Pl used a hand coding method, and the peer utilized computer-based coding method (i.e
track changes in Word) to select segments of text and assign codes to segraxhts.

The Pl and peer then had an in-person meeting to share and discuss their
respective code lists as well as cross-check and validate the cods® cbdes were
merged to develop the working codebook. The Pl and peer coded another randomly
selected transcript together to make sure they had a mutual understarttagaes.
Once a mutual understanding of the working codebook was achieved, the Pl and peer

named codes and developed operational definitions for each code. The Pl and peer
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independently coded the remaining transcripts and continued to refine the codebook.
When there was a disagreement, the Pl and peer re-assessed the Setgixtearia
discussed it in-depth until consensus was reached on the code that best rbttected t
segment of text. Inter-rater reliability was calculated for @meaining interview
transcripts (n=5) (Miles & Huberman, 1994). The Pl randomly selected fous page
text and tallied each line as either an agreement or disagreement. Agewere
divided by the total number of lines on all four pages and then multiplied by 100. Inter-
rater reliability ranged from 80% to 90%. Ultimately, each transcriptdiszsissed at
length during the meetings and 100% agreement was reached on all transcript

The PI1 applied the codebook to the follow-up transcripts, typed notes,
guestionnaires, documents, and parent feedback. As data were coded, the Pl manually
cut and pasted text segments and placed them under their designated category in a Word
document. This strategy allowed the PI to review all coded text segmentsfiirceent
and organized fashion, which facilitated more in-depth data analysit, thie Pl
completed a case report worksheet for each case to summarize informedtied from
each case (e.g., observations, unique context of the case) (Stake, 2005; see Appendix U
Special attention was given to examining whether data converged or trigorgulat
occurred within each case.

The PI then utilized the 1/C process to review the individual case studys,epo
identify and “crystallize” themes, and establish relationships amongthtrat were
relevant to the research questions. Of note, the peer coder also was involved in this
process as the PI often shared insights and discussed her thought processtiilgain a

perspective on the data. Fiste Pl immersed herself and engaged in an intensive and

93



prolonged examination of data using a regimented process (Borkan, 1999). During those
weeks when data were available, the Pl examined data yielded from onigguatrfar

two consecutive hours. Next, the Pl distanced herself from the data for twarhours

order to allow “crystallization” of emerging insights, ideas, and new and/aereént of
themes to occurJournal notes were then taken by the PI during these distancing periods
to document insights and other salient thoughts. This process was repeatedtiatzy.

The same process was conducted the next day, however, individual case data was
compared with data collected from other participants to obtain a greateio$éasethe
individual case data related to the overall multiple case study analyses.ti@wourse

of the studythe process of categorical aggregation occurred during these prolonged
periods of immersion as meaningful instances found in the data accumulated and led to
the development of a theme (Stake, 1998)e development of themes waased on the

PI's own views, peer coder’s perspective and feedback, and research &t€saalke,

1994). The I/C process continued until thematic saturation was reached (Lincoln &
Guba, 1985).

The PI strived to achievanalytic generalization” which is defined as when “a
previously developed theory is used as a template with which to compare thieampir
results of the case study [or studies]” (Yin, 2008, p. 38). Therafata,were interpreted
relative to the conceptual framework and research literature to devedwpaassor
overarching findings. These assertions and their relationship with the themeethen
presented in a graphic illustration that built upon the existing conceptual fraknesear
for the study. Areffort was made to provide the reader with the most accurate and

cogent explanation of the findings (Johnson & Christensen, 2004).
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Throughout the data collection and analysis process, member-checking was
conducted with participants during follow-up meetings. The PI shared interview
summaries with the participants to determine if they believed it aetyrapresented
their experiences. Participants were asked additional questions and/or to offer
clarification on interview responses and were also encouraged to share any other
comments or perspectives. Participants identified some discrepanciesniethiew
summaries. The Pl and participant discussed these discrepancies and resmlved the
during the follow-up meeting. In many instances, clarification was gaineé@dditional
guestions yielded additional information that was useful in answering g cas
guestions.

Findings also were discussed with one professional in the psychology field and
one doctoral committee member who were familiar with the qualitativandsprocess
but not directly involved in the study. Conference calls were held with each individual to
gain their perspectives and insights on the findings. The primary task of tleese tw
reviewers was to challenge the Pl and require her to discuss and justigcison-
making process as well as analysis and interpretation of the data (Johnsonté&nGénis
2004). As aresult, the PI re-evaluated some of her findings based on reviewer feedback
and reviewed the data again. The conferences with the reviewers promoted a greater
understanding of the data and facilitated the “crystallization” process.

Validity Measures
The following strategies were used to enhance the validity of the study

(Carspecken, 1996; Johnson & Christensen, 2004; Merrick, 1999; Patton, 2002): (a)
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reflexivity; (b) data recording; (c) methods triangulation; (d) membecking; (e) peer
review; (f) negative-case sampling; (g) audit trail; and (h) low-@érfee descriptors.

Reflexivity. The Pl engaged in critical self-reflection to assess her own biases,
expectations, and past experiences that may have influenced the qualisztarehre
process. First, a peer familiar with the qualitative research prooedscted an
interview with the PI to raise awareness of biases and expectatiors tel#e study.
Second, the PI reflected and documented observations about herself, her role in the
research, and insights on the research process in a personal journal. lofoghleained
from these two reflective exercises was meant to provide readerswitinast and open
description of the PI's role throughout the entire research process (Patton, 2002).

Data recording. Steps were taken to accurately describe what happened and what
was said during participant interviews and follow-up meetings. The Pl apdoball
interviews and follow-up meetings as well as took notes during and immeditigsly
each session. Additionally, a qualified transcriptionist transcribed #iews and
follow-up meetings verbatim. The PI thoroughly reviewed all transcdbedments to
assess accuracy.

Detailed description of the methodologyased on the recommendations of
Johnson and Christensen (2004), the PI provided a detailed description of the methods
used in the study. This information will provide readers with a step-by-stegmteon
of the methodology for those who may want to replicate the study.

Methods triangulation.The study incorporated the use of multiple data collection
methods to improve the credibility of the findings. Data collection methods incloded i

depth individual interviews and follow-up meetings, notes taken during and after the
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interviews and follow-up meetings, documents, parent feedback, and questionnaire. The
Pl compared these data and determined that the information yielded by thiske m
data sources was consistent (Patton, 2002).

Member checkingFollow-up meetings were used to conduct member checks
with each participant. Participants were mailed or emailed a summésiointerview
so they could review the information prior to the scheduled meeting. Adolescents
reviewed the summary, and they had an opportunity to provide feedback and determine
whether they believed their perspectives were accurately and &prigsented in the
summary. The main purposes of the member check included confirmation of
demographic information, data error reduction, and verification of accafdog
interview data.

Peer review.Peer review sessions were conducted with two professionals who
were familiar with the qualitative research process but not directiyesoh the
research study. Conference calls were held with each reviewer to gaipettspiectives,
insights, and feedback on the findings. Each session was used to discuss and challenge
the PI's findings as well as resolve any disagreements betweBhdhe reviewer. The
purpose of these sessions was to recognize and address any researakevdilass
obtain another perspective on the interpretation of the data (Onwuegbuzie, 2002; Teddlie
& Tashakkori, 2003).

Negative case samplingPatton (2002) indicated that there are no established
rules for searching for deviant cases but recommended that researchéystitesd
cases and discuss possible reasons for these discrepant data in the final document.

Therefore, the PI actively searched for cases that disconfirmexectations or did not
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fit the observed patterns in the data. The Pl examined these deviant casesdetelibs
and provided descriptions of the case(s) in the results section.

Audit trail. An audit trail was left for one of the peer reviewers to review and
determine if the reported findings could be traced back to their original datasoitte
Pl left an audit trail consisting of various types of data (e.g., notes, codedants,
documents, personal journal entries) and an explanation of data analysis procedures
(Lincoln & Guba, 1985, Stake, 2005). These data were made available to the peer
reviewer (while maintaining the confidentiality of each participant)e/she could
determine how the PI arrived at the findings.

Low-inference descriptordirect quotations, a type of low-inference descriptor
(i.e., descriptive information that requires minimal interpretation or a |gnredeof
subjectivity by the reader), were used to highlight themes. The goal ofdisaoy
guotations was to allow the reader to experience the perspectives and unique veewpoint
directly from the participants (Johnson & Christensen, 2004). This strategyasso
used to minimize bias in the reporting of the findings.

Organization of Results Section

The results section includes a brief description of each individual case in table
format and an in-depth synthesis of findings yielded from the cross cagsis(@take,
2005, Yin, 2008). Findings are organized according to each research question. Themes
found across cases are discussed, and direct quotes from the participants are used t
illustrate a particular theme. Furthermore, preliminary assertiond baseross-case

findings are discussed. Graphic illustrations are included to assist in samgtre
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cross-case findings and to depict how the findings of the study expand on the conceptual

framework utilized in this study (Miles & Huberman, 1994; Stake, 2005).
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CHAPTER FOUR:
RESULTS
The purpose of this chapter is to present the results of this multiple case study
according to each research question delineated in Chapter Three. The gatdanal
represent information provided by eight adolescent survivors of childhood cansgy. Fir
demographic information on all the participants in the study is provided. Second, a
description of each participant’s cancer history is provided. Third, the therndedyie
from the cross-case analysis are presented relative to each reseation thetsincludes
representative quotes from participants. Fourth, tentative assertions ardqudmsed
on the cross-case analysis. Lastly, a summary of the principle investd®) personal
journal is provided for the reader to gain an understanding of the PI's role in thechese
process. These data were analyzed using a combination of strategies intéuning
coding methods, word processing to organize and categorize data, case sksthgeis
and strategies adapted from Stake (2005) and Yin (2008), and multiple reflective
discussions with qualified peer reviewers within the immersion/crystadiz (I/C) data
analysis method.
Participant Demographic Characteristics
A total of eight adolescent cancer survivors participated in the study. This
particular sample size yielded rich information that helped answer tleckspiestions
(Guest, Bunce, & Johnson, 2006; Patton, 2002). Furthermore, thematic saturation was

reached with the given sample size. Thematic saturation occurs when #remes
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repeated or become redundant and subsequent interviews/other data collection methods
do not reveal any new information or themes (Lincoln & Guba, 1985; Morse, 1994).

Demographic characteristics for each participant are reported in Tabte 2
These data were collected from the demographic survey that each patriicsa
required to complete following the interview. The sample consisted of five mle a
three female adolescent survivors of childhood cancer. Participants wererbétere
ages of 14 and 17 years and were all from Caucasian, non-Hispanic backgrounds.
Although questionnaire data were not specifically collected on SES retaiablles,
subjective observational data such as caregiver educational attainmatinloé
residence, and receipt of educational and social resources suggestedithaamarwere
from higher SES (n=4), middle SES (n=3), and lower SES (n=1) backgrounds. Five
adolescents were diagnosed with leukemia, and the remaining participaivsdece
diagnosis of lymphoma. Four participants received chemotherapy only, three had a
combination of chemotherapy and radiation, and one had chemotherapy and a bone
marrow transplant (BMT). For the purposes of providing context, a brief description of
each type of cancer that is represented in this study is provided below frontitre&Na
Cancer Institute website (http://www.cancer.gov/dictionary/).

Acute lymphoblastic leukemia (ALLJAN aggressive (fast-growing) type of
leukemia (blood cancer) in which too many lymphoblasts (immature white blosyl cell
are found in the blood and bone marrow. Also called acute lymphoblastic leukemia and
acute lymphocytic leukemia.”

Acute myeloid leukemia (AML)Anh aggressive (fast-growing) disease in which

too many myeloblasts (immature white blood cells that are not lymphoblastsyade
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in the bone marrow and blood. Also called acute myeloblastic leukemia, acute
myelogenous leukemia, acute myeloid leukemia, acute nonlymphocytic leukathia, a
ANLL.”

Hodgkin lymphoma: A cancer of the immune system that is marked by the
presence of a type of cell called the Reed-Sternberg cell. The two magsrafylodgkin
lymphoma are classical Hodgkin lymphoma and nodular lymphocyte-predominant
Hodgkin lymphoma. Symptoms include the painless enlargement of lymph nodes, spleen,
or other immune tissue. Other symptoms include fever, weight loss, fatiguehor nig
sweats. Also called Hodgkin disease.”

Burkitt ymphoma: ‘An aggressive (fast-growing) type of B-cell non-Hodgkin
lymphoma that occurs most often in children and young adults. The disease may affect
the jaw, central nervous system, bowel, kidneys, ovaries, or other organs. Thereeare thre
main types of Burkitt lymphoma (sporadic, endemic, and immunodeficiency nelated

At the time of the study, all of the participants attended high school and were in
grades ranging from ninth through™L.2The participants had varied educational
experiences during treatment and post-treatment including hospital-baseehdmsmade
public school, and private school placements. These placements were primatiggdicta
by a combination of factors including type of cancer diagnosis, treatmemte,eqi
treatment side effects, and medical team recommendation.

Participant Descriptions
Descriptions for each of the eight adolescent cancer survivors are provided below

These descriptions include information that was gathered from the screener and
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demographic questionnaires as well as transcribed interview and follow-up dosument
Pseudonyms are used to protect the adolescents’ identities.

Drew. Drew is a 16-year-old White male who lives in a rural community. He is
in 10" grade at a public high school. Drew has two brothers ages eight and six. Drew
resides with his mother and stepfather and has frequent contact with his bioktbieal f
His primary symptom prior to being admitted to the hospital included swelling in the
nose. He was diagnosed with acute lymphoblastic leukemia (ALL) in April of 2007 at
the age of 13. Drew’s treatment began immediately after diagnosis amdkidcl
chemotherapy and radiation over the course of two years. Drew shared that he
experienced “the whole nine yards” (Drew, Interview line 40) and had treagie
effects such as body aches and pain, nausea, vomiting, and hair loss. He completed
treatment in April of 2009 at the age of 15, is currently in remission, and has never
experienced a relapse to date.

Regarding his school history, Drew did not return to the seventh grade after his
diagnosis and missed the entire eighth grade school year. He was |phgwiag from
the regular school setting for approximately one and a half years. Duringréjtiiew
received tutoring services at home. He returned to public school on the first day of ninth
grade and attended on a fairly regular basis with the exception of missoa dae to
two bouts of pneumonia in the winter. While in the school setting, he did not receive
special education services as a result of cancer or treatment (e.gl, esphecadion,

school health services).
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Table 1

Characteristics of Individual Cases (N=8)

Pseudonym  Gender Age Ethnicity Race Grade Diagnosis  Treativedt ReceSchool History
Drew Male 16 Non-Hispanic White ™10 ALL ChemoRadiation  DT: Home
PT: Public school
CP: Public school
John Male 14 Non-Hispanic ~ White 9th ALL Chemo DT: Public school,
Home
PT: Public school
CP: Public school
Alexis Female 17 Non-Hispanic White 11th Hodgkin Chemo, Radiabdn Private school
Lymphoma PT: Private school
CP: Private school
Luke Male 16 Non-Hispanic White ™10 AML Chemo DT: Private school,

Hospital, Home
PT: Private school
CP: Private school

Note. Chemo= chemotherapy, BMT= bone marrow transplant, ALL= acute lympholtgagiemia, AML= acute myeloid leukemia,
DT= during treatment school placement, PT= post treatment school placemeyr@?t school placement.
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Table 1

Characteristics of Individual Cases (N=8) Continued

Pseudonym Gender Age Ethnicity Race Grade Diagnosis Treatwvedt Rec School History

Mark Male 17 Non-Hispanic White ™12 ALL Chemo DT: Private school
PT: Private school
CP: Private school

Grace Female 17 Non-Hispanic White ™ 12Burkitt Chemo DT: Home, Internet
Lymphoma PT: Public school

CP: Public school

Kendall Female 17 Non-Hispanic White ™ 12Hodgkin Chemo, Radiation DT: Private school
Lymphoma PT: Private school

CP: Private school

Justin Male 15 Non-Hispanic White ™0 AML Chemo, BMT DT: Hospital, Home
PT: Home, Public
school
CP: Public school

Note. Chemo= chemotherapy, BMT= bone marrow transplant, ALL= acute lympholdagiemia, AML= acute myeloid leukemia,
DT= during treatment school placement, PT= post treatment school placemeyr@?t school placement.
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John. John is a 14-year-old White male who lives in an urban community. He is
in the ninth grade at a public high school that specializes in preparing studeai®érs c
in the science, math, and health care fields. John resides with his mother, fayjlesar-16-
old sister, and 17-year-old half brother. He also has a 20-year-old half brother and 19
year-old half sister. He has never met his half sister. His primary agmptor to
being admitted to the hospital included stomach pain on the evening of Halloween. John
was diagnosed with acute lymphoblastic leukemia (ALL) in November of 2004 ag¢he
of nine. John received chemotherapy over the course of approximately two and a half
years. Some of his treatment side effects included decreased energyrand, sta
dizziness, nausea, and hair loss. He completed treatment in May of 2007 at the age of 11,
is currently in remission, and has never experienced a relapse to date.

Regarding his school history, John did not return to the school setting after
receiving his diagnosis. He missed two months of school during his fourth grade year
due to receiving treatment in the hospital. Subsequently, he returned to school and
attended “on” and “off” throughout the course of treatment (John, screener
guestionnaire). John did not receive any formal Home/Hospital services when he was
unable to physically attend school. However, John received tutoring services at home
during the middle of his treatment. He also received school health serviceowhil
treatment (i.e., medication administration from the school nurse). He attendedmsthool
a regular basis iseventh grade.

Alexis Alexis is a 17-year-old White female who lives in an affluent urban
community. She is in igrade at a private high school. Alexis has an older brother

who is 22 years old and attends college. She resides with her mother and father. Her
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symptoms, which included a cough and fever, appeared the day before school started.
Her fever did not resolve and her primary care physician referred her to th@aho&pit
the hospital, it was determined that Alexis had pneumonia and that she had a malignant
tumor. Alexis was diagnosed with Hodgkin’s lymphoma in September of 2006 at the age
of 13. She missed the week of school following her diagnosis. Alexis’'s medital tea
indicated that it was not urgent for her to start treatment right away. Tlegrafexis
chose to attend a school trip and began treatment when she returned. Alexis started
treatment approximately one month after her diagnosis in early Octob@d®f Her
treatment included chemotherapy and radiation after chemotherapy fooraecative
months. She was on treatment for approximately five months. Some of her treatment
side effects included fatigue, weight loss, pale skin, minimal nausea, irtteggssite,
and hair loss. Alexis described her side effects as not that “drastic’igAlleterview
lines 113-115). She completed treatment in February of 2007 at the age of 14 and is
currently in remission as evidenced by a sufficient shrinkage in her tumorSieehas
never experienced a relapse to date.

Regarding school history, Alexis missed a week of school after her diagnosis but
regularly attended during her eighth grade year throughout treatment. Siukcpéyi
was absent from school secondary to hospital-based treatments but overall digsnot mi
many days of school. She indicated that her side effects were minimal arfietdat s
not feel very sick, therefore, she “didn’t feel the need to miss” school (Aleigsview
line 109). Alexis did not receive special education services at school as afesniter

or treatment.
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Luke. Luke is a 16-year-old Caucasian male who lives in a suburban community.
He is in 18’ grade at a private high school. Luke has three older siblings including a 21-
year-old sister and 20-year-old twin brother and sister who all attend collegesides
with his mother and father. Luke’s symptoms appeared during the first fevg wikis
ninth grade school year. His primary symptom included physical exhaustia, whi
impacted his school activities such as completing homework and running cross~countr
Luke was diagnosed with acute myeloid leukemia (AML) in October of 2008 at the age
of 14. His treatment included chemotherapy, which started the day after he was
diagnosed. Some of his treatment side effects included weight gain, hair loss, and
memory impairment. Luke received his last chemotherapy treatmentilroApo09 at
the age of 15. He was kept in the hospital after treatment was completed seanndary t
neurtopenia and was formally discharged from the hospital in May of 2009. Luke is
currently in remission and has never experienced a relapse to date.

Regarding school history, Luke attended the first month of his ninth grade year.
After Luke was diagnosed, he missed the following month and a half of school secondary
to receiving treatment in the hospital. Following this initial hospitalizatioke
attended a few days of school each month. He estimated that he physicadlgdtte
school 12 days of his ninth grade school year while on treatment. Luke received-hospita
based tutoring services during treatment. He did not return to school after tnneitrea
was completed because there were only finals exams remaining for theysarod_uke
received home-based tutoring from his school teachers during the summer. He then
returned to the 0grade and attended on a regular basis. He did not receive special

education services at school as a result of cancer or treatment.
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Mark. Mark is a 17-year-old White male who lives in a suburban community. He
is in 12" grade at a private high school. Mark has two younger brothers who are nine and
15 years old. He resides with his mother, father, and two brothers. His sympsims fir
appeared in late June/early July of 2005 and included fatigue, feeling “drained”,
pale/yellowish skin color, and changes in his eye appearance (Mark, Intenesv@{i
10). Mark also had two bloody noses in early August which he indicated was détell ta
sign that something was not right (Mark, Interview lines 16-18). Mark wascpudrsty
diagnosed with acute lymphoblastic leukemia (ALL) in August of 2005 at the age of 13.
He received his diagnosis approximately two and a half weeks before the hiart of
eighth grade school year. Mark received chemotherapy the day aftes logagaosed.

His treatment lasted a little over three years. Some of his treatdemffacts included

loss of appetite, pale skin completion, moodiness, weight loss, and hair loss. Mark was
considered in remission in May of 2006; however, he continued to take chemotherapy in
pill form until November of 2008. He officially completed treatment at this &inte

was 16-years-old. Mark is currently in remission and has never experiencapsa ftel

date.

Regarding school history, Mark attempted to go to the first day of eighth grade;
however, he was only able to attend for 15 minutes because he became ill. He did not
return to school until mid-September and attended when he was physically capable
throughout treatment. By the end of the school year, Mark was able to attend school on a
regular basis. He reported missing 96.5 days of school that year. He did notaegeive

special education services at school as a result of cancer or treatment.
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Grace. Grace is a 17-year-old White female who lives in a suburban community.
She is in the f?grade at a public high school. Grace is an only child and resides with
her mother and father. Her symptoms appeared in the beginning of October of 2007 and
included a persistent dry throat, swollen tonsils, and a bump on her throat. Grace was
subsequently diagnosed with Burkitt lymphoma in mid-October at the age of 15. She
started chemotherapy the day after she was diagnosed. Grace receivetthetragm for
six months during her f0grade school year. Some of her treatment side effects included
feeling sick, hair loss, and dry skin on her hands. She completed treatment in April of
2008 at the age of 15. Grace is currently in remission and has never experienced a
relapse to date.

Regarding school history, Grace did not physically attend school during
treatment. However, she was enrolled in the Home-Hospital program and had a home-
based tutor. She also elected to take an online course. Grace returned footiaeld
the beginning of May 2008. She did not receive any special education services at school
as a result of cancer or treatment.

Kendall Kendall is a 17-year-old White female who lives in an urban
community. She is in the T2jrade at a private high school. Kendall has two older
brothers and resides with her mother, father, and one brother. Her primary symptom
prior to diagnosis included lumps in her neck that went down to her neckline and into her
arm. Kendall was diagnosed with Hodgkin’s lymphoma in September of 2007 at the age
of 14. She started treatment two weeks after her diagnosis. Kendali'edra included
chemotherapy over the course of three months followed by radiation for 10 days. Her

side effects from chemotherapy included weight gain, negative emotiotesirela

110



weight gain, loss of appetite, and hair loss. Radiation side effects included lasgght
vomiting, and loss of all taste in her mouth. Kendall completed treatment in Febfuary
2008 at the age of 14. She is currently in remission and has never experienced a relapse
to date.

Regarding school history, Kendall returned to the ninth grade a week after she
was diagnosed. She attended school when she did not have treatments and/or
appointments and was physically capable. After Kendall completed treasherstill
missed many school days that year secondary to appointments and continued $&le effec
of treatment such as fatigue. Overall, Kendall reported that she missed 76 sghool da
during her ninth grade year. She began attending school on a regular basis th the 10
grade. Kendall did not receive any special education services at schooals afre
cancer or treatment.

Justin. Justin is a 15-year-old White male who lives in a suburban community.

He is in 10" grade at a public high school. Justin has an older brother who attends
college and a younger sister. He resides with his mother, father, and Hister.
experienced symptoms during the summer afterhigréde school year. Some of his
symptoms prior to diagnosis included headaches, nausea, vomiting, decreased appetite
urge but inability to belch, bruising, and pale skin. He was diagnosed with acute
myeloid leukemia (AML) in September of 2007 at the age of 12. Justin started
chemotherapy immediately after his diagnosis and stayed in the hospited foronths

to receive treatment. Some of his treatment side effects included nausiggyom

physical weakness, and loss of stamina. He also participated in a ¢hiaicahd

experienced additional side effects. Justin received a bone marrow transpldomtiary-e
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of 2008 and subsequently was discharged to hospital/respite housing near the hospital.
He was discharged from the hospital/respite house and returned home in March 2008 at
the age of 12. Justin is currently in remission and has never experiencedeateelaps

date.

Regarding school history, Justin attended school every other day during the first
week of seventh grade prior to receiving his diagnosis. After his diagnosis, he was
unable to return to the school setting secondary to his intense treatment regime. Jus
received hospital-based tutoring services throughout treatment. Per niealical
decision, he was not allowed to attend the remaining three months of seventh grade due
to his weakened immune system and risk of infection. Therefore, Justin received home
based tutoring during those three months. Justin physically returned to the stthiapl se
on a regular basis during his eighth grade year. He did not receive sgaciti@n
services at school as a result of cancer or treatment.

Cross-case Analysis

Data were generated through five sources: (a) questionnaires; (tnytes
taken during and after the interviews and follow-up meetings; (c) transcniteedews
and follow-up meetings; (d) documents; and (e) parent feedback. Data anadysis wa
conducted using a combination of a template organizing style, immersion/agstadl
(I/C) approach, and a multiple case study approach (Borkan, 1999; Crabtree & Mille
1999, Stake, 2005; Yin, 2008). A cross-case analysis was conducted and results are
presented relative to the six research questions. A specific goal durssgcase
analysis was to treat each individual case fairly and honor the contributicashodase

to the analysis (Yin, 2008). Cross-case themes related to each researdmsjaesti
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discussed below, and participants’ direct quotes and documents are used to illndtrate a
clarify a particular theme. All data were catalogued and are citedghout the cross-
case analysis findings. The terms “few” (one to two participants), “s@mek to four),
“many” (five to six), and “majority” (seven to eight) are used to commumilcatv many
adolescents endorsed a particular concept or topic. Lastly, the words “normal”
“normalcy” and “normality” are placed in quotations to respect and honor each
adolescent’s personal definition.

Research Question 1: How do adolescent survivors of childhood cancer perceive their

transition from off-treatment to post-treatment?

The following four themes were associated with the adolescents’ perception of
their transition from off-treatment to post-treatment: (@) it's not aitranslet’s get
back to “normal”, (b) my approach to life after treatment, (c) signs that I'kingany
way back to “normal”, and (d) feeling more comfortable with time.

Theme 1: It's not a transition, let's get back to “normal”

All of the adolescents in the study perceived the completion of treatment a&s a tim
of mixed emotions. For example, two adolescents referred to completing treasria
double-edged sword” (Mark, Interview line 967) and “bittersweet” (Luke, Irderline
666). These adolescents experienced positive feelings such as happiness (n=4),
excitement (n=3), and relief (n=2). They were looking forward to moving on wath lif
(n=8), feeling physically better (n=4), having less restrictions (re#&) gaining more
freedom/independence (n=2). On the other hand, adolescents also described feeling
uncomfortable emotions such as uncertainty and nervousness to return to “noemal” lif

(n=4), sadness due to loss of health care team relationships (n=3), disappointment in no
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longer experiencing the benefits of hospital life such as having amelérfre and not
following a set daily schedule (n=2), and vulnerability due to removal of treaf{nrehjt
One adolescent described a variety of feelings and thoughts he experiteickd a
completed treatment.
Um it was a nice feeling. | mean | don’t know it’s like a bad way to
describe it cause it's not very explicit or anything. But it was kinda like
just it was like a nice feeling. | was like, “Alright, I'm really donelwi
this.” Uh it was also a closure in a way. It was like, “Alright, | can move
on in away. This chapter is over and now we can just forget about all that
and go on from there. Um so that was definitely one big positive thing
that came out of it. 1 mean while on one hand it was kind of scary in a
way cause like you sorta felt vulnerable without the drugs and stuff to help
you like and keep you safe. On the other hand it was kinda like you didn’t
feel like you felt like you could do it on your own. It was a feeling of
independence (Mark, Interview lines 931-941).
Another participant also described his state of mixed emotions during this time.
| was, it was kind of giddy. Um | was leaving it behind me, and | was
happy that that was done with. And | was sort of happy for what'’s to
come and a little bit nervous cause with school and everything else
(Justin, Interview lines 1083-1085).
As illustrated by these quotes, treatment completion was not necessardivee as a
cut and dry, straightforward event but rather a time characterized by mix¢idresrand

thoughts. The majority of adolescents in this study also had various types df forma
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events to celebrate their treatment completion and signify that this phthse atncer

care had ended. The meaning and significance of these celebratory everdd diff

among adolescents and was impacted by factors such as duration of treatment, how

treatment ended (e.qg., taking pills at home by oneself versus having last rainednof

in hospital), and the degree of personalization of the celebration (e.g., shaake\aitt

two other cancer survivors versus a party at home with friends and family).
Furthermore, none of the adolescents in the study necessarily perceivedithei

from off-treatment to post-treatment as a “transition.” Most adoles¢en6) indicated

that the word “transition” was not applicable because the word represented a more

significant change than what actually happened in their lives. In fasty pdrticipants

(n=2) suggested that a “transition” would be more like transferring fromeglry or

middle school to high school rather than the shift from off-treatment to post-ér@atm

Adolescents described this shift in a variety of ways including closing@ehand

moving on (n=2), moving on to the next stage (n=1), stepping back into the story or page

of a book (n=1), and continuation of the journey (n=1). This shift from off-treatment to

post-treatment was defined more in terms of ending treatment, looking daiavar

moving on with life, and returning to “normalcy.” It was not necessarily pesgeas a

huge change and the primary goal was to return to their lives as soon as possible. The

main focus was not placed on all the potential challenges or worries that they could have

faced but rather a goal-directed stance was taken to minimize confusioraginuzea

control by making efforts to get back to “normal” after treatment. Fam@ke, one

adolescent described his approach to life after treatment: “It was alssugecin a way.

It was like alright | can move on in a way this chapter is over and now we can gegt for
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about all that and go on from there” (Mark, Interview lines 935-937). Another adolescent
shared her perception of her shift from off-treatment to post-treatment.
Like a good word to describe | don’'t know | mean it really was just, it
wasn’t transition because it was kind of like the same thing | had been
doing before and so I didn'’t feel like | had to transition back into my life.
| feel like that would be weird. And so | feel like it was just kind of like
stepping back into it like I like kind of stepped out of the story for a little
bit and then 1 just kind of stepped back...like stepping back into like the
page of a book or something (Grace, Interview lines 1380-1384, 1387).
Additionally, younger adolescents tended to provide less detailed and abstract
descriptions of the shift from off treatment to post-treatment whereasaaldscents
demonstrated greater insight and assigned more vivid, abstract meartmgs to
transition.

The majority of adolescents (n=7) described their participation in some type of
familiar activity during treatment. For example, adolescents niagitaome level of
contact with friends (n=7), completed school work (n=7), attended school when possible
(n=4), actively maintained a schedule/routine outside of school (n=3), and engaged
alternative or modified activities (n=2). Modified participation in theswities kept
adolescents actively engaged in age-appropriate activities duringerdand appeared
to facilitate the shift from off-treatment to post-treatment. For exgnyteadolescents
who played sports prior to their diagnoses made significant efforts to ramalaad in
their respective sports. One adolescent who played soccer decided to join a gym during

treatment so she could remain physically active. She said that ratherdlvag $erry
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for herself, she made an active decision to get up and move in order to stay healthy.
After treatment she was able to start running and eventually rejoined her cagamuni
based and school soccer teams.

As previously stated, the majority (n=7) of adolescents in this study petceive
some sort of change during the shift from off-treatment to post-treatment. However
there was one adolescent who did not share the same experience. This adolescent, who
was diagnosed with Hodgkin lymphoma, was keenly aware that her treatmeriddiffer
intensity and duration as compared to other cancer patients’ diagnoses andeassocia
treatment (e.g., leukemia). She expressed that her particular treatgieat ceupled
with her family-adopted strategy of keeping things as close to “normal” aiblposs
during treatment created the optimal situation for a quick return back to “ndifaal”
after treatment completion. This adolescent cited specific reasonsewhifgldid not
significantly change as a result of cancer and treatment.

Um it did in some ways. | guess not really just because a lot of stuff
wasn't that different like after my family got over the shock like | wais s
going to school. 1 still went to ballet a lot. Um my parents like they were
still like, “You're not allowed to be rude or whatever.” So it wasn't like |
got treated specially. It was just like um | guess everything wasahor
mostly or as close to normal as we could make it just cause | mean like |
could walk and everything. But it wasn’t like there was a need for
anything to be different. So we mostly kept everything the same like
everything that was possible to stay the same it just automatically went

back to that (Alexis, Interview lines 158-164).
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Interestingly, a few adolescents (n=2) also were aware of the difesén the intensity
and duration of certain diagnoses and associated treatment regimens. Theseradole
had the ability to not only compare themselves to others but to understand how these
differences could have a distinct impact on life during and after treadttagipletion.

Overall, these adolescents experienced a variety of emotions at the time of
treatment completion. The majority of adolescents did not think a great deal about what
life would be like after they completed treatment or make a specifidqiahne future.
They focused more on the concrete goal of finishing treatment rather thahdyowere
going to face the future and life as a cancer survivor. They tended to take thingy one d
at a time and did not perceive this shift from off-treatment to post-treatmartinas of
significant change.
Theme 2: My approach to life after treatment

The majority of adolescents (n=5) described how they approached returning to
“normalcy” after treatment. They did not specifically endorse the word 6éappf as it
suggested something more formal and deliberate in nature. These adolescemgslindica
that they handled things as they came and did not necessarily think aheadadfdine
what life would be like after treatment or how they were planning to get back to
“normalcy.” Rather, these adolescents faced challenges as they came and &iek one
at a time. There was an emphasis on getting through the present with hopes afe¢he fut
but not necessarily specific ideas or plans on how to get back to “normalcy.” One
participant described how he did not plan or look too far into the future.

| think um it was probably the majority of just taking it as it comes really.

| think that describes me better. | mean | thought about it a little bit. But |
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mean | don’'t know it wasn’t on my mind too much. | thought a lot about
the day that | would get out. | thought about that day and that was always
sort of I'd focus on that. But | mean | had never really thought too far past
that and stuff. So | mean it was just a lot of you know taking it as it
comes and stuff like that (Luke, Interview lines 852-857).
Another adolescent also took things as they came and waited for certain oppsertanitie
present themselves that would help him return to “normalcy.” This particulasadat
was not overly worried about whether or not things would be back to normal and took a
more laid back approach to shifting from off treatment to post-treatment.
But | knew it was going to happen but | didn’t really think much. |
figured it would go back to normal. And | knew that | wasn’t going to be
in school the next year, so | sort of figured it would be like summer, like a
long summer instead of school and everything else for a while. And
besides that | didn’t think too much about it cause it was just like, “You'll
be done and I'll go back to school and life will be normal.” (Justin,
Interview lines 83-87)
One adolescent took a different approach than the other adolescents and actively
planned ahead to help facilitate her shift from off-treatment to post-treatimest
particular adolescent thought about when she would complete treatment sosheafter
was diagnosed, planned out each week of treatment, and estimated when she would
physically return to her school setting. She then set short-term (i.e., completing
work/courses at home) and long-term academic goals (i.e., take exams atlsabed|)

on this information. She tracked her progress throughout treatment and eventually
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accomplished all of these goals. She indicated that this planning helped to keep her on
track during treatment and also made her transition to school and life adterens
smoother. She was able to return to her normal school activities with minimal idisrupt

Overall, the majority of adolescents in the study did not engage in a tremendous
amount of forethought or planning about what life would be like after they completed
treatment. Instead, these adolescents tended to focus on more tangiblés evects
such as the event of completing treatment before shifting their focus to theedntllife
after treatment. Notably, one adolescent engaged in more preventativeasneabich
reflect the presence of individual differences among approaches to thfeoshitiff-
treatment to post-treatment.

Theme 3: Signs that I'm making my way back to “normal”

One important goal for all of the adolescents was to make their way back to
“normalcy”. Therefore, the question becomes how one knows whether they are making
progress or not as they shift from off-treatment to post-treatment. Thetyajori
adolescents in this study (n=7) described signs or indicators that they wesging@and
making it one step closer to achieving their definition of “normality.” The imprewnem
or absence of treatment residuals as well as re-engagement in actidtieses (which
were facilitated by improvement/absence of treatment residual€dsas signs or
indicators that life was getting back to “normal.” The presence of theseadogsthe
post-treatment journey was common among these adolescents; however, there we
individual differences in the types of signs that were reported. Adolescertsppens
of “I'm getting back to normal” were unique and influenced by their personaéstsgr

motivations, and cancer history and treatment. These signs provided important
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information regarding their progress toward achieving a more balanced, fhbfena

The signs provided feedback that helped these adolescents gauge thesspndren
some cases, modify their approach in order to move in a more positive direction. The
signs were important milestones or individual markers that provided evidence of
regaining “normalcy.”

Adolescents reported improvements in and/or absence of treatment residuals in
areas such as decreased frequency and length of follow-up appointments (nF8hdesse
or disappearance of treatment side effects (n=7), and port removal (n=7). loratditi
treatment residuals, adolescents also described activity-based stdifie thas getting
back to “normal” including returning to school on a more regular basis (n=7), re-
establishing social relationships and roles (n=7), returning to previous academic
performance (n=6), and participating in extracurricular activine®). Examples for the
seven adolescents will be provided below to help gain a sense of each individual’'s signs
or indicators. Drew shared that he was able to re-engage in his daily routinas, soci
activities, and work on the farm. He also noted that he no longer had to manage
treatment side effects and go through medical-related procedures.

| saw my friends. | mean | could finally get back to a daily routine of life.

Not have to be all wouldn’t have to feel mixed up anymore, get back into
my routine (Drew, Interview lines 237-238).

Um well | don’t do sports that much, but I've played them with my friends
occasionally or stuff like that. I'm just glad to be back to the farm again.

I’'m glad to be working again, picking corn, packing it, putting it up on a
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pallet which is how | got a little bit stronger. Not a lot just a little and
that’s basically it (Drew, Interview lines 773-776).
All the side effects were gone. | didn’t have any more to deal with. |
wouldn’t have to worry about the needles sticking anymore (Drew,
Interview lines 538-539).
John indicated that improvement in his energy level enabled him to engage in aofariety
activities that he previously enjoyed prior to treatment.
Um | decided that to go back to my regular life | could have my energy
back and everything. Um it really made me happy that | could go out and
hang with my friends again, stay at their houses and stuff. So we could go
out and play basketball or like any kind of sport and everything (John,
Interview lines 513-516)
Yeah. Well now I'm able to go to walk places either by myself or with
someone else. Um I'm able to walk to the place where all my friends used
to be. The school | used to go to, and I'm able to walk over there. I'm
able to ride everywhere without getting sick and everything (John,
Interview lines 299-301).
Luke shared that he was able to return to family, peer, and extracurrictildres. He
also described how his follow-up appointments became farther apart and hislphysica
status improved to the point where he now feels very close to “normal.”
They were all home during the summer so we were all back together again
you know four siblings and stuff like that. So it was you know still a

really fun summer. | was still able to do a lot of stuff and hang out with
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friends and all that. | wasn't just locked inside all summer. So um you
know it was just really good. My family you know we all got back on
track and all that (Luke, Interview lines 797-801).
| mean | had a couple kids over over the summer had some parties and
stuff. But uh for the most part then | just started getting back into the
swing of things and then started summer cross country in the summer. So
| got back with all those guys and then got back into school in the fall
(Luke, Interview lines 338-341).
Yeah, definitely think it's much closer to normal now. | mean like my
monthly appointments are spread out to two months, and I'm not on any
more medications or anything stuff like that. I'm physically able to do
anything so | mean | think it's pretty much normal now (Luke, Follow-up
meeting lines 16-18).
Mark shared how his high school attendance was no longer significantly disrupted by
cancer and treatment.
Luckily, by the time | entered high school all the big drugs and treatments
and all that they were gone. They ended in May with remission and stuff.
| still went to the clinic at that point once at that point | think it may have
been once, once every two weeks. But | mean after my last in-hospital
stay was actually April of my eighth grade year. So | never had ® mis
any school for like an extended in the hospital stay during high school,
which was really nice. It shocked the doctors. They couldn’t believe it. It

was different (Mark, Interview lines 565-570.)
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Grace shared her experience returning to social and extracurricitérescand the

sense of excitement and relief that those particular events brought to .her life
| was so excited. | was like, “Yes, | can finally like walk down to my
friend’s house and like see her.” Like cause | used to like live there and |
then like | 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 | don’'t know it was like a big sigh of relief | guess (Grace,
Interview lines 1039-1043).
Cause | was already like back in school and | was back to um | don’t know
skating. Like | remember my first skating lesson back was like thie bes
day ever like | was so excited to be back on the ice (Grace, Interview lines
979-981).

Kendall expressed that one of her biggest signs that she was returning to “powaalc

when her hair grew back. Although she experienced positive feelings ass et

completing treatment, this was not necessarily a defining moment that eadiodter

that “normalcy” was soon to follow. Instead, growing her hair back was thresiggai or

indicator that her life was getting back to “normal.”
Yeah, like once | found out | was done yeah | was like relieved. | was
excited like | felt like | just felt like one, one like chapter was over. & wa
just another chapter was getting my hair back and then normalcy would

come back (Kendall, Interview lines 1179-1181).
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| guess like | never really felt like | moved forward because | donl't fee
like I could move forward until I had my hair back. So | never, | don’t
think even though | was done with treatment, | was just going to school
more. But | wasn't like playing soccer, like | wasn't really myseilf. sl
couldn’t go to the mall anytime and just hang out with my friends cause |
looked different so. 1 still would rather just be at home. So | don’t think |
ever just moved forward until like once | started getting my hair back
that’'s when like once my hair got long enough (Kendall, Interview lines
1169-1174).

Lastly, Justin shared that improvement in his physical status lead him te tbalihe

was able to move on with his life. He also described how returning to school was a big

indicator that life was returning to “normal.”
...but when | started not feeling sick, | started realizing | was kind of done
and that | could move on to the next stage of my life and everything else
which was nice (Justin, Interview lines 966-967).
Um | don’t think it was like intentional like | wasn't really desperately
trying to get back into normality. But it happened pretty quick like it was
from getting out of the hospital it would seem gradually but what really
happened was it basically stayed the same until school started. Then as
soon as school started it went back to reality (Justin, Interview lines 1302-
1305).

Notably, many adolescents (n=5) described their port removal as a siginefieant in

their lives. In fact, some of the adolescents (n=3) identified port removal as mor
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memorable than completing treatment. For these adolescents port removal provided a
sense of relief that treatment was really over and freedom as it allbessiddolescents
to participate more fully in physical activities.

Overall, the majority of adolescents in this study had signs or indicators that
provided information and feedback that they were on their way to achieving a sense of
“normalcy.” These adolescents described a variety of observable aahdityancer-
related signs/indicators that enabled them to continue to move forward as wéll as ga
sense of mastery and “normalcy.”

Theme 4: Feeling more comfortable with time

All of the adolescents (n=8) expressed feeling more comfortable with tivesmise
as time since treatment completion increased. These adolescents dkaalapareness
that aspects of their life were improving and that they were on their wajutming to
“normalcy.” This growing awareness developed at different points in time fa# the
adolescents. Each adolescent experienced his/her own unique signs/indicatibes that |
was starting to return to “normal” and, as a result, increased feelingsgfdoenfortable
with oneself. One adolescent shared how successfully participating in ice eahp
and returning to school promoted a sense of comfort.

| did not sit out of anything that entire week and so that was when | really
started feeling like comfortable with myself. And then we like beginning
of the fall season and winter season, | really started to pick it up and back
to normal and like. | guess when | started school was when everything

started like really back to normal so (Grace, Interview lines 1210-1214).
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A few adolescents (n=2) also shared that they developed greater imslgjeraeral

comfort with their status as time progressed. One adolescent described hamewer t

realized that physical symptoms experienced after treatment are nedardgendicative

of cancer.
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,
people that doesn’t mean that something is going wrong and things like
that (Luke, Interview lines 894-897).

Some adolescents (n=3) also described increased comfort over timecapgcelated to

attending follow-up appointments and having scans. One adolescent shared how she

became increasingly comfortable with her follow-up appointments over time.
Um like the first few ones were kind of like nerve-racking for the fact like,
“Oh, what if they find something?” But then as things started like to
become clearer it was more like, | liked going because | got to see people
that | haven’t seen in a while. And then even like even more it just got to
be like so routine. So now it’s like go get blood drawn, everything is fine,
and leave (Grace, Follow-up meeting lines 185-188).

Overall, these adolescents described feeling increasingly comfastadsléme as
they were able to re-engage in familiar activities, observe improvemeisir physical
appearance, develop insight about their physical status, and realize that follow-up
appointments were becoming more manageable. The passage of time #giaheg wi

presence of positive signs/indicators helped these adolescents become mor@abtanf
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with themselves as well as facilitated meaningful movement during thdrehif off-
treatment to post-treatment.
Research Question 2: What are the challenges faced by adolescent survivors of

childhood cancer during the transition from off-treatment to post-treatment?

The following two themes were related to the adolescents’ perception of the
challenges faced during the transition from off-treatment to post-treatr(e signs that
life is not back to “normal” just yet, and (b) it is not the focus of life but the idea of
relapse is there.
Theme 1: Signs that life is not back to “normal” just yet

Although ending treatment signified an important accomplishment, the majority
of adolescents (n=7) expressed awareness that their journey was not ovey as ma
reported dealing with residuals of treatment such as continued disruption in tlyeir da
schedule due to follow-up appointments as well as lasting physical effecatofiént.
The presence of treatment residuals served as signs or indicatoife thasInot quite
back to “normal.” They were not necessarily perceived or labeled as “challdngine
adolescents. The difficulties they faced were often times dealt with inter robtact
manner. These adolescents perceived that the end of treatment was not heitessari
“end all be all.” One participant illustrated this idea: “I was the |ty out of the
hospital | was really excited about it. But then it sort of it went from béwedappy
and I'm free but it still had like a lot of restrictions around it, a lot of um fine amels
yellow tape” (Justin, Interview lines 1110-1112). There were a variety oflffias and
yellow tape” that these adolescents faced while moving away from a life of

hospitalizations, treatment, side effects, and general unpredictabihiythér adolescent
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was very aware that her life was not back to “normal” as her physical appeard

ability to participate in activities was still comprised after tresit completion. Another

adolescent shared the idea that even though treatment was over, she still haditb deal w

the possibility of relapse and monitor her health.
It was um like along with the whole, the celebration of being done it was
also the talk about like, “Okay, now there’s still a 20% chance remember
that this could come back.” But so | had to be like mindful of what | was
doing and like paying attention to my body to make sure nothing was
changing or if | was getting sick or something (Grace, Follow-up nggetin
lines 165-169).

Despite excitement for the future and moving on with life, the majority of
adolescents (n=7) were challenged to juggle a complex combination of physical
limitations and continued disruption in their daily lives. They shared that continued
disruption, although on a more minor level, was still present in their lives. These
adolescents provided examples of how their physical limitations secondary éo aadc
treatment limited their lives in various ways. Specific examples ohtegdtresiduals
endorsed by adolescents included comprised immune function (n=4), decreased energy,
endurance, and stamina (n=5), presence of port (n=7), attending appointments/having
procedures (n=3), continuing to feel sick secondary to treatment side effewtslical
procedures performed post-treatment (n=3) (e.g., scans, spinal taps), and “cliafmo br
(n=1), which is a phenomenon thought to reflect deficits in memory, attention,herd ot
cognitive functions (Staat & Segatore, 2005). The majority of adolescemts (n=

experienced some type of restrictions in their activities of intereshdary to these
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particular treatment residuals. One adolescent commented on how her schedule and
routine was still not back to “normal” after treatment was completed.
Um I’'m not quite sure. | know I still missed a lot because although | was
finished um like the treatments and stuff. | still had to go for like PT scans
and CT scans and all like the other tests after that and | was still &de tir
and stuff. So I still missed a lot of days like | never really got into a
routine of going back to school like every single day for like a week
straight (Kendall, Interview lines 114-117).
Although these restrictions were not permanent for any of these adolesoeints
presence required them to adapt and seek out alternative or modified activitieedbtoug
the shift from off-treatment to post-treatment. Notably, one adolescent did negdisc
any specific treatment residuals. This particular adolescent was thieluadiipreviously
mentioned who described her diagnosis and associated treatment regime as not
significantly impacting her day-to-day life. Therefore, she peedethat her life after
treatment was fairly close to normal and no treatment residuals or cleslieege noted.
One adolescent’s viewpoint on life after treatment is noteworthy. Thisydarti
adolescent discussed the fact that just because treatment is over, it doesmibiatne
cancer is completely out of someone’s life. In fact, she indicated that iofies dther
people have a tendency (not deliberately or intentionally) to forget that treseeial
still must cope and live with residual effects of cancer and treatment.
No now like they forget like the stuff you have to live with that doesn’t
ever really go away. Like | guess memories and like the things you miss

out on like. It's just like for people that only see that you lose your hair
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and that you gone through treatment at the time. But like after you still
like face a lot of problems like, like how it just like it affects like how I

was saying how it affects when you go get to choose a college well at my
age like it affects that but no one really sees that it affects other things
down the road...It's not like it's their fault because it’s just normal. But
like it's just something that like affects kind of, it's like inside yourself

that only like you can’t expect other people to think about it cause it’s just
like other stuff that has nothing to do with you being sick at all (Kendall,
Follow-up meeting lines 77-82, 94-96).

Overall, these adolescents were aware that they faced a varietylehgés after
treatment was completed. They faced physical limitations, actestyictions, and
continued disruption in their daily schedules. These challenges provided signs that life
was not back to “normal” just yet and that more time was needed to overcome these
challenges. These types of signs or indicators also provided the adolestieats wi
important source of feedback on their progress in achieving “normalcy.”

Theme 2: It is not the focus of life, but the idea of relapse is there

All of the adolescents who were asked about relapse (n=6) expressed concerns
related to potential relapse and the need for some reassurance that they veirenayt
to “normalcy.” Although thoughts associated with relapse were presentetiggd not
to be a central focus in their lives. Rather, the primary focus was on engaging in
activities that would promote a sense of “normalcy” and an eventual return todlorm
life. One adolescent described his outlook on relapse and his focus on living a “normal”

life.
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| mean it's always going to cross your mind occasionally but for the most
part it really doesn’t. And | mean it's you know it's not how | want to live
my life. | don’t want to plan to have that ever happen again you know. |
mean just you know | think everything is going to be fine. I'm just gonna
go out and live a totally normal life. I'm not gonna have that affect me at
all. I mean | obviously took lessons from the situation that happened but
I’'m not gonna say you know...not going to dwell on the fact that it could
happen again (Luke, Interview lines 905-911).

For these adolescents, thoughts and concerns associated with potential relapse
tended to be greater when treatment ended and lessened over time. Concerns were
related to a variety of topics such as waiting to hear test results fanuehtieassurance
(n=3), hoping that the cancer does not return (n=3), suspicion of symptoms post-
treatment may be indicative of relapse (n=1), having a relapse and goindithroug
treatment all over again (n=1), and being vulnerable due to removal of treatniBnt (n=
One adolescent spoke about his suspicion of symptoms after treatment wasezbmplet
“It's always...l wouldn't say it's a big worry or anything but sometinteaking 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”
(Luke, Interview lines 890-893). Another adolescent shared some of her thoughts when
she would wait for test results.

Well, | would always think, “Oh my god, I’'m gonna have to go through
chemo.” And then like everything would play through my head of chemao.

Like I could just see myself laying there getting chemo and losing my hair
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again and then doing all that stuff all over again. Or just nothing ever
worked and just keep going and going and going. | guess you just sit there
and think the worse (Kendall, Interview lines 1382-1386).

Some adolescents adopted coping strategies such as avoiding excessive thoughts
of relapse (n=3), citing positive information from the medical team or pbesnof peers
who have survived (n=2), and avoiding cancer-related information that might induce
anxiety (n=1). For example, one adolescent described his peers’ positive cutcwme
how this made him have a more favorable outlook on his own future.

Um but uh the other people that | knew um every person that had done
well and that had never relapsed was kinda like something I that held onto
cause it was one more thing on my side. It was one more number that
was positive in my favor (Mark, Interview lines 1004-1007).

Notably, one adolescent expressed significant worry about test results and
possible relapse as compared to the other adolescents. This particular adolescent
identified feelings of distress, worry, and nervousness related to waititestaesults.

She experienced many negative thoughts and pondered possible worst-case scenarios
during these waiting periods, which sometimes impeded her daily functioningn@.
attending school). Although she indicated that these feeling and thoughts haveedecreas
over time, she occasionally is reminded of her treatment experience dulang tpl
appointments and scans.

Um well, as time goes like | guess | forget, | try to forget aboutduer

like the chemo and like losing my hair again until like when | have a scan.

| guess sometimes when | go to get a scan if I'm sitting in the ¢feaar t
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that's what | think about and it just replays in my head over and over
again...But like if you get a scan and it's a scare like they think it's
something, then it's really, really bad. Like if they think they see
something and they have to do like a bigger scan. Like for instance, | had
to do like um, | had a CT scan they thought they saw something and then |
had to a PT scan three months later or | think it was three weeks later.
That whole three weeks was like kinda like a living hell cause | would go
to the nur...I would just go to school and then go right to the nurse’s
office and just sit in there like still it was actually this year. Andust |
go sit with her and like talk to her and just miss class so (Kendall,
Interview lines 1394-1397, 1402-1400).
Overall, adolescents expressed concerns related to relapse and expearienced
variety of thoughts and emotions related to this possibility. There was someliiiabi
the degree to which adolescents were concerned with relapse. Although thege fee
and thoughts tended to lessen with time, they are still present in the minds of these
adolescents. However, they actively chose not to let the fear of relapse mige¢lar
consume an inordinate amount of their time. As previously noted, the primary focus of
these adolescents is to move on with their lives and return to “normalcy.”
Research Question 3: What are the beliefs of adolescent survivors of childhood cancer
about the supports and/or services that were or would be beneficial during the transition
from off-treatment to post-treatment?
The following four themes emerged that were associated with adolescerts beli

about what supports and services would be beneficial during the transition from off-
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treatment to post-treatment: (a) my need for supports and/or servicdsafbypwhealth
care team told me, (c) it is beneficial to know others who have been through what | have
been through, and (d) my advice on how to navigate the shift from off-treatment to post-
treatment. Of note, the Pl incorporated a question asking adolescents to provade advi
on how to manage the shift from off-treatment to post-treatment. The hope wiae that
responses to these questions would yield relevant and relatable advice for other
adolescents who may be experiencing similar situations.
Theme 1. My need for supports and/or services
The adolescents in this study varied in their perceived need for support as they
made the shift from off-treatment to post-treatment. Some adolescentsvgls8ined
the support they received and thought it was helpful and adequate whereas others (n=3)
did not perceive a great need for support and preferred to make the shift on their own.
One adolescent expressed how he thought the information provided by his health care
team was helpful: “Yeah, | mean it was helpful. | mean I'm sure...| ddfirafgpreciate
that they told me that stuff that they gave me that advice” (Justin, intelvies 1062-
1063). In an example of the latter case, the adolescent wanted to get on witd Wasa
not interested in hearing a great deal of information about potential latesefteit
would have created unnecessary anxiety.
Um | didn’t want to hear those...Um | guess | 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. | guess that’s why...Yeah, they would just probably cause

me to worry...Yeah, but | never wanted to hear like any side effects or any
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of that kind of stuff (Kendall, Interview lines 1461, 1468-1470, 1474,
1482).
Another adolescent expressed that she was glad that there were no specific

discussions about life after treatment because it suggested to her thatitineiddi not

be a significant change. She indicated,
People might have been like, “Do you need to be part of a support group
or something?” They offered that a lot. Um like stuff like that and | don’t
really think | took anybody up on that offer. Um | don't, | don’t really
think anyone ever asked. And cause they didn’t ask, | just didn't really
think there would be that much of a change. Just cause like it was implied
that there wouldn’t be just cause no one was really saying anything about
it (Alexis, Interview lines 846-850).

She expanded on this comment during the follow-up meeting.
Um | think like you said it made it seem like it was not like not as big of a
deal like the whole thing wasn’t um like it just wasn’t something that |
needed to be like concerned about or anything and also | was very ready to
be done with it and going back to life being normal and everything. So it
was just like the sooner the better (Alexis, Follow-up meeting lines 100-
103).

Another adolescent described her minimal need for discussion about the shift from off-

treatment to post-treatment due to her pre-existing personality and|gep@@ach to

facing challenges in life. She commented,
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| feel like | was just the type of person that was just going to do it. ILike
like they would start bringing it up and I'd be like, “Yeah, I'm fine we
don’t need, like why are we...” | don’t know. It wasn't, | feel like my
doctors knew me well enough at that point that they knew it really wasn’t
an issue. And that like try not to get phased by it | guess. 1 just like tried
to just go back to normal life (Grace, Interview lines 1366-1370).
Overall, adolescents indicated that they were content with the type and amount of
information provided to them (or lack of information if that was their prefererideje
of the adolescents voiced concerns that they did not receive adequate information or
support from their health care team.
Theme 2: What my health care team told me
Of the adolescents who were asked about this topic (n=6), all of them shared
what type of information was given to them by their health care team litetacihe shift
from off-treatment to post-treatment. Information was conveyed verbalgdiescents
and in one case hard copy materials were provided on survivorship. Physicians, nurses,
and child life specialists were identified as those who provided informationudlisas
pertained to topics including physical capabilities/limitations to be awfgrest-
treatment (n=3), engaging in healthy lifestyle behaviors like eteg; sleeping well,
and minimizing risk of infection (n=3), pacing oneself during activities (n=8pvi-up
schedule details (n=3), odds of relapse (n=2), and to have fun and enjoy life (h=1). As
previously noted, adolescents had different perspectives about the necessity anfl value
such recommendations. Notably, two adolescents specifically cited agipresiben

medical team members were “straight with me” and “honest and open” whentpgse
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information (Luke, Interview line 596; Mark, Interview line 1048). A notable instance

occurred when one adolescent received information from a physician who was also a

cancer survivor. It appeared that receiving this information from a soulc¢hege

specific characteristics created a meaningful and relevant oppoffiumdigcussion

about life as a survivor. This adolescent shared,
Yeah. The doctors did, uh but | didn’t have anybody that had
personally...well no actually | did there was...no...I'm just thinking about
it now there was one doctor who was doing a fellowship there who's
actually a cancer survivor. And uh he wasn’t my doctor or anything but
he’d gotten in touch with me. Uh we just kinda hit it off and got along
really well for the previous year and a half before that and as the ¢dime g
closer | mean | expressed a couple of concerns to him about everything
and he’d talk to me. And he was good because he didn't...there were a
couple doctors and | think this is part of being a doctor for some people is
they try to sugar coat things a little too much. And he | mean | remember
talking to him and he gave it to me straight really and he said listen, “Yeah
this could happen” um he said, “We don’t | mean doctors in general we
don'’t like to give a number um because it's just a number. | 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, um but on the flip side there’s also a chance

that it doesn’t. That is the better chance right now.” Um so he was good
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because he was really honest and open with me about everything and that
really helped and he was talking from personal experience, which made it
a lot easier. Cause | mean there are a lot of doctors who could just sit
there and tell you whatever but they’d never gone through it. 1 mean
indirectly they had with their own patients, but they personally had never
experienced it. But for a doctor who obviously knows more about my
situation than | do even and knows it from a personal level too that
was...that was invaluable really (Mark, Interview lines 1033-1054).
As previously noted, one adolescent received hard copy materials to assist in
facilitating the shift from off -treatment to post-treatment (Justireddiobservation
notes, lines 48-52). This adolescent and his mother shared that they were givem a Lanc
Armstrong Foundation binder packed full with all types of cancer survivorship
information. The adolescent and his mother indicated that he “used” the binder for
school. The PI quickly surmised that there was a twist to the word “used” and inquired
about the real use of this binder. He then went on to share that he never actudtly read t
material inside and ended up using the binder to hold school-related materials. The
binder essentially became a useful school supply rather than a helpful cancershii
resource. This is no surprise as they described this resource as cumbersome and not
adolescent user friendly. This was a very telling example of how resourcdsemay
perceived as helpful and developed with all the best intentions but in actuality they do not
provide a true benefit to the adolescent cancer survivor.
These adolescents indicated that their respective medical teams prowidied a

range of information in hopes of facilitating the shift from off-treatmeuast-
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treatment. Some of this information was perceived as useful while othersddéeme
unnecessary or unwanted. Physician interpersonal characteristicsringeer as
desirable include being open, honest, and providing up front information.
Theme 3: It is beneficial to know others who have been through what | have been
through

The majority of adolescents (n=6) indicated that a source of support during life
after treatment included fellow cancer survivors. Cancer survivors wesssact
through a variety of ways including cancer camps (n=4), non-profit cancer
organizations/adolescent support groups (n=2), at school (n=2), through relationships
established during treatment (n=1), and reading about other cancer survivoes’ stori
(n=1). Those two adolescents who did not endorse relationships with cancer survivors
focused more on returning to their general peer group. One benefit identifiezsby th
adolescents was having the opportunity to share common life experiences and to talk to
someone who has actually lived through cancer. Although sharing experiencseEewas
as beneficial, these adolescents described many other non-cancer relatézlagreds
participating in fun activities and just hanging out and talking about “normal’ydaer
topics. Those adolescents who attended camp indicated that they enjoyed pagitipati
the variety of activities offered, seeing the same friends yearyafe, having
opportunities to talk about cancer and non-cancer related topics, helping peers iwho are
treatment, escaping from everyday life, and being surrounded by people who umdersta
their situation. They indicated that these camps offered a fun, supportive environment

where they could feel at ease and relaxed.
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One adolescent shared her cancer scrapbook with the PI that included pages
devoted to describing her camp cancer experiences. She told her camp stotyttieoug
use of pictures of friends and words such as “great friends”, “fun”, “lifepiray and
the quote by Frank Crane, “a friend is someone with whom you dare to be yourself”
(Kendall, Document pages 20-21). She indicated that camp provided her the opportunity
to make close, lasting friendships with other people her age who shared a common
experience. Based on the discussion between the Pl and adolescent as well as the
document review, it appeared that camp was a significant and meaningful aspect of t
adolescent’s life and was something that she looked forward to year afteCgeap
provided a consistent source of social support well after treatment was taimple

Those adolescents who attend the non-profit organization support group shared
that it is beneficial to have a close-knit group of people who understand wherer¢ghere a
coming from and are supportive of each other. One adolescent described how he began
to attend the support group and his view on the benefits of participation.

We...I'm not sure how but this senior at my school, X student, um he had
cancer. Um I'm not sure how | met him. | don’t know. But uh his mom |
think his mom and my mom had been talking before | even met him. And
so she said that he said that to tell me to come there and that it's really
cool. Even if you don't like it, you don’t have to come back and stuff. So
| was like “ugh” is like going to be like a sad, depressing group where
everyone sorta tells all their sad cancer stories and stuff like that. And it’
just like totally the opposite. We all are sorta the same way. | mean if

there is something going on in your life, we definitely want to be there and
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talk about it. But if there’s not, there’s nothing that you know we have to
talk about unless you want to. Unless you want to share your experiences
or what you had experienced, or what you still are experiencing and stuff
like that. It's just really good because other people no matter how close to
you they are, there’s always a level that they won’t understand. That
people who have gone through the same thing it's really good to have
them. That's definitely a key that uh...that's really good | think between
cancer patients is...that’s really one of the best thing just knowing stuff
like that they're going through the same thing (Luke, Interview lines 1001-
1015).

In fact, another adolescent also referenced the importance of not focusing ancad ¢

stories. He shared the following story about his first cancer camp attempt.
Well | went to at one point | went to this camp that was a cancer camp
that’s local and it was like a friends weekend to test out the camp. For a
while it took me a long time to be persuaded to do any cancer camp
because it sounds really depressing. Like it sounds like it's a bunch of
people moping around saying, “Oh, you know | had cancer. Do you want
to know about my experiences?” So | didn’t want to go. And then the
camp that I did, went to for like a weekend was like that and it was really
bad camp and | didn't like it at all. And then this Jewish cancer camp
tried to contact me. And | thought the same idea about the other camp that
| thought which it turned out to be right. But before that I'd been

contacted by this Jewish cancer camp. And so | said you know, “No”
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cause | thought it was going to be like it was. And then after that I still
didn’t want to go the next year cause in between that time | had gone to
the depressing camp. But then they were like, “Okay, we have this
Orlando trip coming up. Do you want to come?” And what kind of kid
says "No" to going to like Disney World and what not (Justin, Interview
lines 1412-1423).

Overall, support from other cancer survivors was and continues to be a positive
aspect of these adolescents’ lives. The primary focus was placed on fasteamggful
relationships, engaging in fun activities, and being present in a comfortable erentonm
that did not solely focus on cancer. These relationships provided an opportunity for these
adolescents to be themselves and find comfort and support in knowing that there are
others who can meaningfully relate to their experiences.

Theme 4: My advice on how to navigate the shift from off-treatment to post-treatment

All of the adolescents readily shared their advice related to navigatinkifthe s
from off-treatment to post-treatment. Their advice derived from their pérsona
experiences and perceptions of what would be important for others to know who are
about to make this shift. Much of the advice was related to having a positive outlook on
life after treatment, enjoying/living life, and dealing with thingshes/tcome as opposed
to worrying about things out of one’s control. One adolescent specifically nesoded
it is beneficial to be aware that it may take some time to get back to egalar
activities due to treatment side effects but that eventually thingsetitiegter. Another
topic of advice included regaining control over one’s life by learning to adapt to

limitations that present themselves post-treatment and not being afraid tckgo ba
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previous situations and activities with confidence. Lastly, one adolescenghtgtlihe

importance of exercising in order to begin regaining physical strength and meelura

Examples of advice in these areas are presented below.
I'd say like just stay positive. Uh | mean everyday that you're
not...everyday that something bad happens is automatically a good day. |
mean so if you wake up the next day and you're still feeling fine don’t
worry then automatically about what if tomorrow is a bad...tomorrow is
the day that something bad happens. | mean don’t cause if you do that
you’re just going to drive yourself nuts and you’re not going to be able to
enjoy anything. So if something happens you cross that bridge when you
come to it but don't sit there and tell yourself something bad is going to
happen. | mean part of it is it's on your mind and it's going to be. | mean
I’'m not going to lie and say well get it off your mind because you're just
not going to be able to do that (Mark, Interview lines 1072-1080).
Well, basically the way that you get back to everyday life. It might take
time to get back to, like get back all your energy and stuff. But when you
start getting it back you feel better and everything. You'll be able to go
wrestle, or play around, or play sports, or hang out with all your friends
again and everything without having to be at home feeling sick and
everything (John, Interview lines 582-585).
Um | guess to not be afraid because then you're just gonna like miss out
on all the stuff. And like to take like every day for what it is and like be

excited about...l don’'t know. | tried to be so like every morning | was
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excited to do something different and like to be out there in the world
again. And like no to be afraid to go back to the situations because you're
afraid of what people would think or things like that. I feel like you just
gotta go for it and like have the confidence and then people won't be like,
“Oh, she’s just like she was before” like there’s no big deal (Grace,
Interview lines 1417-1423).
And then once you get to go out, I'd give some advice like to if you want
to you probably should start exercising a lot more. | know | didn’t and so
like | never thought much about it. But now I'm stuck trying to get my
stamina back to where it used to be and be a little stronger and stuff. And
so | think that if you exercise like right out of the hospital and get cause |
know a lot of kids are bedridden most of the time. So they lose a lot of
muscle and stuff. So | think that it is good to go back into exercise really
quick and sort of gain back anything that you lost. You'll definitely notice
it. It's not unnoticeable (Justin, Follow-up meeting lines 109-115).
Collectively, these adolescents were more than happy to provide advice to others
who may want to hear from someone who has experienced and lived through cancer.
They were candid and thoughtful in their responses to this additional question presented
by the PI. Advice centered around remaining confident that things will get lesigte
of lingering effects of treatment, attempting to regain some sense of cantiol

attending to physical health.
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Research Question 4: How do adolescent survivors of childhood cancer perceive their
school reintegration experience?

The following three themes were associated with adolescents’ perceptiorr of thei
school reintegration experience: (a) going back to school provided a sense of
“normalcy”, (b) here is what | was anticipating before going back to schwbl,c
taking a matter of fact approach to going to school. The nature of school r¢iotegra
varied among these adolescents. Adolescents fell into one of two categories: (a
adolescent did not attend school during treatment and reintegrated on a full enéalf ti
basis after treatment was completed with clearance from medica(ried or (b)
adolescent was cleared by medical team to attend school during treatteadgdon an
irregular basis, and returned to school for a full or half day after treatnasntampleted
(n=5). Notably, one of the adolescents in the latter category did not perceivé degiea
of change in her daily school life secondary to the nature of her cancer an@étteatm
regime. Therefore, this particular adolescent attended school on a more bagidas
compared to other adolescents in the study. These differences will be notedhifitréo
the theme under discussion.

Theme 1: Going back to school provided a sense of “normalcy”

For the majority of the adolescents in this study (n=7), attending school provided
some sense of “normalcy” to their lives. In the midst of the unpredictability and
decreased control over aspects of their lives, school was a familiar i@gaed(ess of
whether the adolescent enjoyed attending school or not) that they could return to either
during throughout treatment or after treatment completion. School attendanae was

important activity that provided an environment and avenue to begin to return to
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“normal”, feel “normal,” and (for those who attended school during treatmentyemnga
social interactions that reaffirmed that there was still “normalitgsent in their lives.

Many of these adolescents (n=5) specifically noted that there watedetareturn to
school for the social aspects such as being around their friends, teachers, and other
familiar school staff members. One adolescent who sporadically attended chatiog!
his eighth grade year shared how returning to the social aspects of schihoblifghout
his treatment provided him with a sense of “normalcy”

Oh yeah! | mean it was...it was being around my classmates and friends
and stuff that's what really put everything back on the right track. 1 mean
| sat there and | kinda felt like alright things are okay things are
completely normal in a way (Mark, Interview lines 527-529).

Other adolescents (n=3) indicated that they were looking forward to returning to a
“normal” routine at school. However, these adolescents’ reasons varied depending on
their particular situation. One of these three adolescents attended soboghtut
treatment and shared that staying in her school routine helped her to “continue living”
(Kendall, Interview lines, 163-164). She explained reasons why she beliewes it w
beneficial that she continued to attend school throughout treatment.

Well, | think that it kinda helped me think that | was still living a normal life
maybe. | mean although | hated every minute of getting up and going. | mean
| would’ve rather had some like a person come to the house, but | think that it
just helped me be around people and just continue living | guess (Kendall,

Interview lines 161-164).
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The other two adolescents did not attend school during treatment and returned after
treatment completion. They experienced a prolonged period of time awayh&om t
school setting (i.e., one year to one and a half years of school missed). Theseat$oles
expressed that attending school facilitated their return to normalcy and prdedethie
opportunity to get back on track with their lives.

Overall, attending school was perceived as a primarily positive activity wi
benefits such as reintegration into social activities/interactions arydrdatlnes. School
attendance and reintegration was a catalyst to regaining a sense of néomtilege
adolescents in the face of unpredictability, loss of control, and general adiaruptheir
lives. The school environment presented opportunities for these adolescent to ance agai
engage in developmentally appropriate activities and provide a sense of purpose and
consistency to their daily lives.

Theme 2: Here is what | was anticipating before going back to school

Although this particular theme was not prevalent in all the adolescent’s
experiences, it is notable because it was present in the stories of all thleseeus who
did not physically attend school during treatment (n=3). Each adolescent’®situas
unique and influenced by his/her academic re-entry point. More specifically, one
adolescent was entering middle school for the first time in eighth grade afte
approximately one year out of school, one was returning to high schod! grade after
about an eight month hiatus, and the other was entering high school for the first time in
ninth grade after a year and a half absence. These adolescents shapsdantici
thoughts and feelings that they had prior to school re-entry. These thoughts anyd feeli

were positive, neutral, and more challenging (not necessarily negativajure. These

148



adolescents were generally concerned with getting back into their school radtemes

their prolonged absence. Other primary concerns included performance iniacadem
subjects and the impact of physical side effects in the school settindhéerdoss, less
stamina). One of these adolescents specifically referenced worry abosthooV

teachers and peers would react to her return to school. She did not want to be treated
differently and did not know if people would look at her or say things about her. Another
adolescent expressed concerns, which were indirectly related to hes aaddreatment.

He was concerned about entering a new high school setting and not being fathiliar w
the environment. Despite these concerns voiced by the adolescents, the oversdhse
about returning to school was happiness, excitement, and sense of comfort in returning t
a familiar routine. For example, one of these adolescents was excited tmieldie

school because he would be able to switch classes for the first time.

Overall, these adolescents had anticipatory thoughts and mixed feelings prior t
school re-entry. Notably, the content of many of these thoughts and feelings was
associated with their particular academic re-entry points. These addtesese
concerned about cancer and non-cancer related factors that could potentiattytirapa
in their respective school environments. However, these adolescents conveyed &n overal
positive attitude and approach to school reintegration as it played an important part in
facilitating their way back to “normalcy.”

Theme 3: Taking a matter of fact approach to going to school

The majority of adolescents (n=7) in this study did not describe any spedaifsc pla

or strategies to facilitate school reintegration. Despite noted antigyghbughts, mixed

emotions, and specific challenges (as described in research question fivg thedow
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overall approach to returning to school was a matter of fact in nature with an esrgphasi
taking things as they came. As with the shift from off treatment to postaeagtthese
adolescents did not necessarily describe going back to school as a transiti@vekow
they recognized that returning to school was a change from their previous Status
example, adolescents were aware that their school attendance would be ettenddry

to treatment, or they acknowledged that their upcoming reintegration after a prolong
absence from the school setting would be a change in routine and expectations. The
magnitude of returning back to school was not necessarily perceived as camateens
with a transition. Rather, adolescents placed more of a focus on the idea that school
would provide a sense of “normalcy” and that they would be required to return and re-
acclimate to school-related activities with peers and other school istif gjde effects

and other cancer-related variables. They were aware of the potentialldiid rea
challenges but did not let that stand in the way of going back to school. One adolescent
described that returning back to school after a year and a half was a “shingt’cate to

a new high school environment and routines (Drew, Interview line, 299). However, he
said that he dealt with school-related challenges and “just kinda went in heag it fa
like a rock” (Drew, Interview line 164).

Another adolescent attended a very limited number of school days in ninth grade
during treatment but returned full-time to théhmade after treatment completion. He
shared that going back to school was challenging because he had to catch uproit acade
work and get back into a routine. However, he took things one thing at a time and was

eventually able to get re-accustomed to school life and demands.

150



But um it was yeah I'm not | really don’t know how | handled all that. 1
mean | guess | just sorta plugged through it all at once. You know | never
really stopped to think about it all the stuff | was doing. Just took it one
thing at a time. You know got all of it done...l mean that’'s definitely sort
of a cancer patient motto like one thing at a time, one day at a time, just
gotta get through this moment you know stuff like that (Luke, Interview
lines 471-474, 484-485).
One adolescent described his overall attitude to school re-entry as “nonchathaid
not have any specific expectations regarding school (Justin, Interview linesH& 3)
indicated that he wanted to get through the school year like any other school year
Another adolescent who attended school during treatment indicated that her ratilirn to f
time school status after treatment completion was relatively smooth hagheen
going to school all along and had exposure to some sense of “normality.”
One adolescent who was previously mentioned created short- and long-term
academic goals during treatment to help facilitate her return back to s¢h@aldition
to her planning and goal setting, this adolescent took a matter of fact approach i
returning to school so she could meet her long-term goal (i.e., take exams withrler pee
She expressed concerns about returning to school and taking exams. However, she faced
them head on and was able to successfully achieve her goal. She described how setting
and achieving academic goals facilitated a successful (ratmestiiessful) return back to
school.
And it was great because like when | went back to school I just fit

right in. So it wasn’t like | was missing something or falling behind.
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And so it gave me something that was like | don’t know motivating me
in a way so that | wouldn’t be like, “Oh, that's the girl that didn’t go to
school. Where was she? And now she’s behind.” Like | wasn’t that
girl. I'was like fine. 1 just kinda like fell right back in (Grace,
Interview lines 480-484).
Notably, another factor that contributed to her successful school reintegratioieesper
was attending school for a half day. This decision was made based on existinglphysic
side effects that would impact her in the school setting (e.g., decreasey) esesgll as
the desire to gradually reintegrate into school and save some energy fauttice
activities. She perceived that this was a beneficial decision because siidevassee
her friends at school and complete academic work while not becoming too tirechor wor
out.

Adolescents also differed in the amount of time they perceived that it took to
return to “normal” at school. For example, one adolescent shared that it took him a few
days to adjust to his school routine and approximately one month to feel back to
“normal” and comfortable at school. On the other hand, some adolescents (n=3) reported
that they regained a sense of “normalcy” at school within approximatetyaixhs to a
year. Multiple factors such as length of absence from the school settingf, rate
improvement/absence of treatment residuals (e.g., physical sidesgféex supports
received prior to school reintegration (e.g., academic tutoring) contributedivalual
differences in length of time to return to “normalcy” at school.

Overall, the adolescents in this study perceived their return to the scha astti

a primarily positive experience that brought a sense of “normalcy” to thes. lISome
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adolescents who were physically away from the school setting for an extenidedoper

time expressed thoughts and feelings in anticipation to returning to the school. The

majority of adolescents also took a matter of fact approach to school restiigya

faced academic and social tasks in stride and focused on returning to “normatey.” O

adolescent specifically adopted a proactive planning strategy that helped ¢teete a

personal goals as well as take control over her school reintegration experience
Research Question 5: What are the challenges faced by adolescent survivors of

childhood cancer during school reintegration?

The following three themes were related to the adolescents’ perception of the
challenges faced during school reintegration: (@) disruption of my schodbl)ifiety
academic concerns, and (c) my social life concerns.

Theme 1: Disruption of my school life

The majority of adolescents (n=7) experienced significant disruption of their
typical school schedule and routine. As previously noted, three adolescents did not return
to school after their diagnosis secondary to their intense treatment regimes. One
adolescent who was diagnosed with ALL missed his seventh and eighth grade school
years. Another adolescent with AML missed the majority of his seventh gradelyide
the other adolescent with Burkitt lymphoma was absent for approximately seven months
of her 18" grade year. Those adolescents who were able to attend school (n=4) attended
on an irregular basis secondary to hospitalizations, treatment, side, effettew
immune function. Attendance was unpredictable and sporadic. To illustrate, some
adolescents recalled the number of school days they missed which includetesstima

76, 96.5, and 140 days. One adolescent indicated that his attendance was spotty from
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grades four through six. These adolescents attempted to go to school as musiblkes pos
but faced numerous limitations and barriers. A few adolescents (n=2) sharéeyhat t
would arrive late and/or leave early to receive treatment or because tleeyavézeling
well. One adolescent shared his daily struggles with school attendance.
...now all of a sudden it’s like oh, you’re not going to be there as much
anymore. So the atmosphere was going to be a little different. Like |
would wake up and | should be in school, no I'm just at home again. Some
days even when | would feel fine, my blood counts wouldn’t be ok. So I'd
feel physically fine enough to go to school, but my blood counts wouldn’t
let me go to school or out in public for that matter. There were some days
where it was like yeah you're fine to go and | just felt like there was no
way | was going that day. So it was really irregular. One day | wake up
and everything is fine and ready to go and I'd last the whole day and it's
great and the next day I just crashed. Um so that was really different
(Mark, Interview lines 102-110).
Notably, one adolescent in this study indicated that she did not experience significa
disruption in her daily school life. She attributed various factors to her particular
situation such as her type of diagnosis (e.g., Hodgkin lymphoma) as well agtreatm
regime, intensity, and duration.
Um no actually like | obviously wouldn’t go when | had chemo. But | was
never like, “Oh, | feel so sick” or anything like | never really felt sitk.
think | threw up like once the whole time. So | really like it wasn't that

dramatic how I felt um so | would only miss when | had chemo and other
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than that | didn’t really miss...Yeah, so like | didn't really feel sick. So |
just didn’t feel the need to miss (Alexis, Interview lines 102-105, 109).

Overall, the majority of these adolescents’ daily lives were significaltered as
a result of cancer and treatment. Their schedules, routines, and roles weredifsrngt
prolonged period of time, which made it difficult for them to continue to regularly
participate in developmentally appropriate activities such as school ana¢pandyiwith
friends. This disruption created a state of disequilibrium that these adoleseents
challenged to manage and cope with on a daily basis. Even after treatment was
completed, these adolescents still faced some level of disruption due to follow-up
appointments, procedures, and unanticipated illnesses/hospitalizations.
Theme 2: My academic concerns

Adolescents expressed the following academic concerns: (a) falling
behind/catching up with work (n=6), (b) motivation to do work (n=5), and (c) readjusting
to school demands and routines (n=4). Adolescents who were at home as well as those
who were able to attend school expressed concerns about falling behind and/or catching
up with schoolwork. Irregular school attendance secondary to treatment playgel a la
role in their inability to keep up with schoolwork. For example, one adolescent who
inconsistently attended school from grades four through six indicated thatdiffiadt
to stay on track: “Yeah, um | mean it was really hard trying to get to undersidmnuth a
um trying to get to understand most of the stuff that | missed” (John, InterviesvlBO-
131). He acknowledged that missing work and instructional time in the classroom had a
long-term impact as he now has difficulty with high school academic work. sde al

shared that he wishes he could go back and re-learn some of the materiakde miss
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during treatment. To further complicate his situation, he was challenged to itope w

intrusive thoughts during school that would at times impede his productivity.
Well um | was thinking about like that | could die from everything. And
like, like that | could have had seizures or just like pass out and all kind of
stuff...Well yeah, sometimes it would make me | mean | was so like
basically daydreaming that | wouldn’t get my work done and sometimes
when | started feeling bad and | thought something was going to happen, |
would go to the nurse’s office...Well, it wasn’t daily, but it was like
whenever | thought about having cancer. | would think about it.
Sometimes | would think about that stuff and sometimes | would just think
about like how did I get into this stuff like that (John, Follow-up lines 8-9,
22-24, 29-31).

These adolescents were aware that they were not on par with their cdsssmat
However, they varied in the degree to which this was a concern. For example, some
adolescents felt overwhelmed or stressed and never felt like they would catcHeup whi
others were aware that they were behind their peers but did not perceive this as a
overwhelming situation. Some of this variability may be attributed to fastmts as
type and quality of academic support received, grade level content standdridw,eh of
difficulty of the academic content area. After his treatment was ctedplene
adolescent made up work over the summer in an attempt to catch up to his peers. He
finished his entire second semester of ninth grade over the summer. He eXpiaine

Latin was a difficult subject for him to catch up in over the summer.
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So I mean over the summer like one of the classes that really | got
crammed in on was Latin. Like that one got really condensed. So | mean
| was really shaky going into this year with Latin. That was prgbailyl
hardest transition subject. But | mean um there’s definitely a dip you
know catching back up still first semester of this year for sure (Luke,
Interview lines 406-410).
Another adolescent who attended school during treatment described how she never felt
caught up in one of her hardest classes, Western Civilization.
And for sixth period | kind, | missed sixth period a lot cause I, | guess |
just hated going to that class so much because | guess because when you
have something and you can’t get caught up instead of going there and
like, trying like cause you're so, you're so lost like you feel like you're
never going to be caught up. Like it's kinda like, | can’t really explain
how it is. | guess when you're like, you're trying to get into something
you have no idea what you're learning about. And it's kinda just, it's
easier just to sit there in the nurse’s office and try to catch up on work
from the past and then keep getting further behind because you're doing
work in September although it's November instead of going there and
doing November’s work, | was trying to do all September’s work but then
| was getting behind on November’s work. So like | was always like
trying to catch up for that class (Kendall, Interview lines 516-525).
Notably, some of these adolescents (n=3) took active steps to catch up with their

academic work. For example, some catch up strategies included stayischaibéto
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complete work, meeting with a teacher to better understanding acadeteiamar
seeking out additional tutoring services.

Many adolescents (n=5) also cited lack of motivation as a challenge during
treatment in the home and/or hospital setting. These adolescents indicatieéeytladiten
times felt tired, sick, and just wanted to rest. They said it was difficuthastto gain
the motivation to do work as they were facing so many physical limitations. O
adolescent candidly shared that it was tempting to take advantage of the lenhigrecy
teachers and just not do the work. This particular adolescent expressed thisaemptat
and what he had to tell himself to get past those thoughts.

Staying motivated. That would be the biggest. There were a lot of points
where | went against myself, um and | kinda went against my own will.
Because | mean I'm lying in a hospital bed and I'm tired, and it’s five in
the afternoon and my friend just walked in and gave me work, | could
have very easily been like screw this. I'm not going back, I'm not going
back to school for the next week anyway, why would | waste my time
doing this. The teacher they'll just discredit the assignment anyway, and |
won't have to worry about it, so why would | even bother doing it. Uh
that was my mentality and then I'd have to be like yeah or you could try to
make yourself like another student there and stop sucking on this and
really kinda | mean just kinda suck it up and do it anyway (Mark,
Interview lines 799-808.)

An additional concern noted by some of the adolescents (n=4) included

readjusting to their school demands and routines. These adolescents experileacad ei
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significant disruption in their school attendance during treatment or did not atteow s
during treatment. Again, adolescents reported varying lengths of timetthak them to
make this readjustment (i.e., ranging from a couple days to a year). Concerdshyoice
these adolescents included adjusting to increased homework and in school work
demands, having assignment deadlines, multi-tasking, and the physical achgfgetti
early and going to school. Notably, one adolescent indicated that the grade osie leave
and re-enters school is an important factor related to adjustment.
| mean | was a little stressed out cause the homework level goes up a lot
from being like having a tutor to like middle school. And that's cause
with like cause with the last school that | had, had which was like the
elementary school. You're given one piece of homework maybe once a
week or twice a week. Well there you getting like you have seven classes
SO you're getting maybe five pieces of homework from five different
classes every week. So that at the first couple weeks that’s like oh you
know really stressful and stuff but then I just realized that’'s how it is
(Justin, Interview lines 885-891).

Overall, these adolescents experienced a variety of academedreltatilenges
across home, hospital, and school settings. There was variability observed laenong t
adolescents’ perceptions of the intensity and duration of these challenges sohbelr
life. Although it was difficult to manage and complete academic work, all of these
adolescents maintained some level of involvement in these activities and &tvedpe

perceived a benefit in continuing to engage in educational tasks durimgeneat
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Theme 3: My social life concerns

The adolescents in this study faced challenges related to the impact afazahce
treatment on different aspects of their social lives. Adolescents coped wsgh the
challenges in and outside of the school setting. They had to manage various peker relate
situations including peer questioning (n=8), general peer discomfort/awkwarghret),
and peer reactions to physical side effects (n=3). Many adolescentieatsibed how
cancer and treatment impacted their ability to participate in socigiti@sti(n=5).

All of the adolescents shared that they answered questions posed by their peers
and in some instances younger children in the community. Some of the more common
guestions included those related to treatment (n= 6) (e.qg.., “What'’s treaitte@t |
“What's chemo like?”), physical side effects (n=4) (e.g., “When do youlstang your
hair?”, “Why are you wearing a mask?”), school attendance (n=5) (e.g., “Wdgowar
coming back to school?”, “How much are you going to be in school?”), and mortality
(e.g., “Are you going to die?”, “Did you die?”). Many adolescents (n=5)esged that
they were open and willing to answer questions and understood that their peers may be
curious. In fact, these adolescents perceived benefits of telling otherstradbout t
situation and candidly answering questions. They adapted and managed these questions
despite having to repeatedly answer the same questions or respond to awkward questions.
Some of the adolescents (n=3) perceived that it was beneficial to get intormatiin
the open to minimize misinformation and potential rumors. Conversely, one adolescent
who did not attend school during treatment preferred that minimal information was
provided to school staff and classmates in order to protect her privacy and prevent

unwanted attention. Adolescents reported directly answering peer questiogs duri
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informal conversations at school (n=4) and classroom-based discussions (n=1). Peer
guestions also were addressed through formal presentations and/or announcements
conducted by principals and teachers such as school-wide announcements by the
principal/teacher (n=3) and a letter distributed to the school (n=1). Additipnally
caregivers provided information to peers and managed questions for some of the
adolescents (n=3).

The majority of adolescents did not mention any negative repercussions of
answering and managing peer questions. As previously stated, they took questions as
they came and managed them to the best of their abilities. However, one adolescent
reported an additional challenge related to answering peer questions. This atlolesce
indicated that responding to questions elicited some negative feelings and thoughts.

| mean it felt...it was okay to me, but it also hurt me and everything so...It
made me feel like kinda depressed and everything so...Well, when I like it
just made me think of a lot of stuff that I'd been though and everything. So
it made me feel like depressed or something or sad, because | would have
to remember all that by explaining it to them (John, Interview lines 196,
200, 204-206).
He shared that answering peer questions sparked difficult memories and served as
reminders of what he had been through with cancer and treatment. Questiond require
him to, in some sense, relive moments or events that in turn conjured up uncomfortable
emotions. This adolescent’s experience provided a reminder that although one may be
open to answering questions, they can trigger difficult memories and affinpnebence

of lingering psychological side effects.
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Another adolescent described her experience with peer questioning and
management, which differed from the other adolescents. This particular adblesc
shared that information about her diagnosis and treatment was conveyed by word of
mouth during a high school social event and questions/comments were displayed on
social networking sites. Peers at her high school were not sensitive taiagoisiand
would often times ask intrusive and inappropriate questions over the Internet. The
adolescent described much of this communication and information as gossip. She
specifically noted that she was new to the high school, received her diagnbsis at t
beginning of the school year, and did not have time to establish a network of friends.
Consequently, there was no one at the school or on the Internet to “have her back” or
assist in appropriately conveying accurate information to peers. Althougbship
eventually subsided, this adolescent shared how difficult it was to manage peengquest
and comments posted on the Internet. On the other hand, information was conveyed to
peers at her former school in a more controlled fashion. Her mother went to the school
and informed the school staff who then shared information with the students. She
indicated that she had pre-established relationships with her former school as she
attended from grades kindergarten through eighth. She indicated that she would have
liked information about her cancer and treatment to be conveyed to her high school peers
in a more appropriate way such as having the principal make an announcement.

Some adolescents (n=4) also were required to manage peer discomfort and/or
awkwardness. They described peers at school as “touchy”, “scared”, “nerands’on
edge” when they attempted to approach them and ask questions related to their cancer,

treatment, or side effects. These adolescents were aware of this peerfaiisand
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attributed this behavior to the peer maybe not knowing how to handle or approach the
situation. Generally, these adolescents were aware of this discomfort amotexdit¢o
adjust accordingly by reassuring the peer that they were open to anssergtigns and
did not mind explaining their particular situation.

Some adolescents (n=3) also managed peer reactions to their treatment side
effects. These reactions were not negative in nature but rather out of curiqssty or
general commentary. These adolescents reported some looks and comatedtsore
their physical side effects such as hair loss and port scars. One of theseausleven
noted a positive peer reaction to her wig. This peer asked the adolescent when she was
going to lose her hair; however, the adolescent told her that she already et hed
was wearing a wig. She shared that this interaction made her think that hed wig di
fact look realistic. In this instance, this particular peer reaction providéal use
information to the adolescent that most likely instilled some confidence in herappea
at school.

Lastly, many adolescents (n=5) experienced limitations in their sot@ahction
and activities in and outside of the school setting secondary to cancer, treagast r
and side effects. These adolescents readily acknowledged that their gesialdre
altered. For example, some of these adolescents (n=3) expressed fedihgmdwf
the loop with friends due to hospitalizations, sporadic school attendance, or inability to
physically attend school. One of these adolescents shared that she felt sadistiogt
out on social experiences at school. She described how her absence from school left her

feeling out of the social loop when she returned to the school setting.
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Related to school | guess um like | was kind of sad that | would like miss
out. Like people do like talk now about like about a memory in
sophomore year like something about something that happened at school
and I'm like, “Oh yeah, | wasn’t there” like it's kind of weird (Grace,
Interview lines 499-502).

Another adolescent indicated that he could not engage in the fun activities during
treatment that he and his friends once did together. However, he was able to teconnec
with his friends when he attended school. In his case, attending school provided an
important opportunity to engage in social interaction despite inconsistent school
attendance. One adolescent shared that she did not want to hang out in public with her
friends outside of school as much due to her hair loss. This hesitation to hang out and
decline invitations lasted approximately a year and a half. She provided onewbgson
she did not want to go out in public: “How I looked. | didn't like, like I didn't like going
out without hair cause | guess | was at the like you know beginning stages of you know
finding boyfriends and stuff like that” (Kendall, Follow-up lines 199-200). However,
once she thought about this situation in retrospect, she concluded that it may have been
beneficial to explain to her peers why she declined their invitations to hang out.

Um | think if maybe if | would've told them more openly just like the
other friend, like | had told my best friend but to like the other ones like
maybe them understanding could’ve just helped them a little bit. Maybe
like if they were sitting at home thinking like, “She never does anything”,
they would understand maybe inside they were mad but they never

showed it (Kendall, Follow-up lines 214-217).
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This same adolescent also shared the significant social difficultieacdtedt her

all girls high school. As a result of her intermittent school attendance and Il of

established social network at her high school, she shared that it was difficult for he

create lasting friendships. She indicated that peers at school would offer to prédwide he

but not follow through once she returned to school or would provide support but then be

too busy to continue to do so when she came back to school from a prolonged absence.

She shared one particular story about the inconsistent and fleeting help and $gpport s

received at school.
I'd have to say like the people because you unless you expect them to
understand. But like if you would, for instance, | made a friend. She
helped me carry my books like all the time. And then | wasn’t there for
like two weeks and then | came back and she just like abandoned me. And
another friend she, she like, she was my friend in eighth grade, but then in
ninth grade | wasn't there for two weeks, so she was just like, “Well you
haven't been in school for a long time so.” That was like not having
friends was the hardest part (Kendall, Interview lines 595-600).

This adolescent shared that it was difficult not having any close or temel$rat school.

She expressed that she felt betrayed by these peers and did not perceive ¢éaém as r

friends. Even after treatment was completed and she regained a sense atiripsima

indicated that she never made any close friendships or bonds at this parttoabhr sc

The formation of “cliques” further compounded the situation as she expressed that this

was not something she was interested in being a part of at school. This adalsscent

explained how this particular life experience changed her outlook on social life.
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Um | don’t put up with like, I don't, | guess | don't really like, | don’t care
like about drama. Like if my school, like | don't, | guess maybe that’s
why | don't fit in because everyone there...a lot of girls just look for
drama. They thrive on it. And I'm like it's stupid, it's petty. | mean
there’s people, like there’s more serious stuff in life than like your
boyfriend of your love letters you're going to write. So | guess, Iggues
I’'m just, I'm more mature so | guess | just don't feel like 1 fit in witlot |
of my, lot of people my age (Kendall, Interview lines 1200-1205).

In some capacity, all of these adolescents were challenged to managdgteér r
matters during and after treatment completion. They were required to gresver
guestions, adjust to peer discomfort/awkwardness, manage peer reactions to their
physical side effects, and cope with changes in their interactions withgtesetsool and
in the community. Adolescents’ social experiences and the degree to which they were
disrupted or impeded varied among these adolescents.

Research question 6: What are the beliefs of adolescent survivors of childhood

cancer about the supports and/or services that were or would be beneficial during
school reintegration?

The following four themes were associated with adolescents’ beliefs abatt w
supports and services would be beneficial during school reintegration: (a) deyraca
support, (b) my social support, (c) these are the accommodations and modifications the

school provided to me; and (d) my advice on how to navigate school reintegration.
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Theme 1. My academic support

Adolescents received a variety of academic support to facilitatettbelsc
reintegration process. Academic support was provided by teachers, pegys, fam
members, and outside tutors. Depending on the adolescent’s situation, support was
provided during treatment at school (for those adolescents who were still atvétb a
school), during treatment at home, in the hospital, or after school hours (for those who
were unable to attend school), immediately after treatment was complétede (for
those who were unable to attend school), or post-treatment (for those adolescents who
attended school during treatment and those who did not). Academic support was deemed
at some level to be relevant and/or helpful in facilitating school reintegrat@ndiess
of when or in what setting the support was provided. For example, one adolescent in the
study successfully completed treatment but did not attend the remaining thies of
his seventh grade school year. During this time, he received home-based academic
tutoring which helped him feel better prepared to reintegrate into the acastdmool
environment. Therefore, supports provided away from the school setting will be included
in the following discussion due to their direct relevance in facilitating thesesadwits’
school reintegration experiences.

All of the adolescents received some type of academic support and assistance
from teachers at different points in time. Teachers provided support in and outside of the
school setting. Specific types of teacher academic support included gregfésnschool
to review work, teach/explain new material, and provide refresher sessi@)s (n=
meeting during school hours to review work (n=2), recommending outside tutors for

additional help (n=2), providing opportunities to catch up with work/learn new content
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during school hours (n=1), coming to the hospital to drop of assignments (n=1), and
providing one-on-one tutoring to catch up on work (n=1). Overall, these adolescents
described this academic support as helpful and needed as many of them were behind in
their academic coursework as a result of cancer and treatment. Beslsberere
perceived as willing to help and flexible in their ability to provide asssthased on the
adolescent’s physical status. One adolescent commented on her teachegsiastl to
provide academic support and described her scheduling flexibility.
Yeah. It was the English teacher and my Math teacher did that like they
were really helpful with that. What | would do is probably like once a
month | would go back and check up on her like to get things straight and
to make sure | was doing okay. And then like we have the occasional
paper and so what she would do was on a day that | was feeling like we
would scheduled it like for a day we knew | would be okay. And we
would just go in and she would explain it to me so | would know how to
write the paper (Grace, Interview lines 302-307).

Academic support was given through a variety of modes including, written
notes/instructions (n=3), email (n=2), on-line courses (n=1), and audiovisual (n=1). A
notable experience that one adolescent shared was that his teacher vidéasapsdar
him. This adolescent commented that one of the most exciting aspects of the vileotape
classes was being able to see all his fellow classmates who iatenattt him on the
tape. He described his experience in detail.

...they would uh video tape a couple of my classes for me not every day

but they made sure like the important classes stuff like that. They did that.
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A couple teachers audio recorded their classes...Um well it wasn't
webcam. It was just like recorded tape. So, um but | mean it was really,
really helpful and you know....not even just the educational part but just
the social inclusion part of it really and so um like | mean they'd
videotaped a class. The first one the one teacher did he made it sorta like
a feature film. He had like all the things before hand and stuff to make it
sorta fun and like you know he’d walk in and you know he’d talk to the
class for a while and then like talk to the camera and stuff like that and just
like | was there and all that sorta stuff. So | mean it really gave a good
aspect of you know staying with my class and all that. You know all the
kids in the class would be waving at the camera and stuff so...it was really
a good you know fun sort of thing and helped a lot (Luke, Interview lines
82-84, 102-110).

He went on to discuss some of his perceived benefits of the videotaping of classes.
Um it did help me to learn to a degree...But it definitely | would catch a
few helpful hints and stuff on like that on there and like for things like
book discussions and things like that, that definitely gave me a lot of ideas
and helped me know what | should be doing and stuff. So | mean it was
definitely very, very useful tool. If | wouldn’t have had that there I'd
definitely would have been missing a large portion of the
education...Yeabh, it definitely it was just a nice, good, helpful um sort of
really it helped keep me on track (Luke, Interview lines 126, 134-139,

145-146).
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A few adolescents (n=2) communicated with their teacher through email to
receive and send back assignments as well as ask questions. Three adoksszigat
written instructions to complete assignments and notes for quizzes. One adatedcent
an online class while she was on treatment and physically away from the stliogl s
Although she shared that the online teachers weren’t very helpful, she did find numerous
benefits in taking classes in this format. She was able to engage in saldllearning
and follow a structured assignment schedule. She described her online experiegite as w
as long-term benefits of the experience.

Actually | really liked it. | actually ended up taking an online class my
junior year and senior year because of it. Because | had found out, | was
like, “Oh my gosh, there’s more than just what my little school has to
offer.” And so um like taking it | really liked it because it had a pace set.
And | knew what the due date was and knew exactly what was on it and
how long it would take me. And so | could do it however far in advance
or whatever. And | liked that everything was just like in one like the
computer and | just did it all. | type up all my essays. | didn't like the
subject. So that kind of changed my view on that particular course cause
it wasn't really fun for me. It was just a lot of like reading and | don't
really like that. And | didn't really like my teach...like the teachers aren’t
very helpful so if it was a class | would have needed help in, | feel like the
online course wouldn’'t have been a good idea. But it did have or open up
like | found out | was like cause | was looking at the course, like we were

trying to figure out my next year. And they had me set up in this like
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random course that was not going to help me at all and | was like, “Wait a
minute like | can take an online course instead of taking a weird course
through school.” It was like Graphic Design or something like something
that's not what I'm really interested in. And so | actually ended up taking
AP Econ and then this year | took AP Stat and AP Civics online. So | got
yeah so it was like | could take things that my school didn’t offer which
was awesome. So that definitely was a benefit (Grace, Interview lines
415-432).
Adolescents also received academic support from their family memb&samd peers
(n=2). Family members played an important and helpful role in the academioflives
these adolescents. Parents typically transported work to and from school, comedunicat
with teachers, and taught/reviewed academic content.

Lastly, many adolescents (n=5) reported receiving academic support and/or
assistance from outside home (n=5) and/or hospital-based (n=2) tutors. Onecatlolesc
received both home and hospital-based tutoring support from a professional outside of the
school setting. All five adolescents received tutoring during treatment anddeveed
services after treatment was completed. Tutors provided a wide raregeioés such as
transporting work to and from school, teaching academic content, assigning @ind gra
work, and reviewing/reinforcing content learned at school. Notably, tutoringienpes
were highly variable in regard to frequency of receipt and quality. Some posfieasas
of tutoring included learning relevant material to help catch up on missed content,
reviewing/reinforcing content learned at school to promote a greaterstaading and

mastery, and attending to needs/capabilities of the learner (e.g., tedaks wvhen
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needed). Adolescents who cited these positive outcomes perceived their tutors as
gualified and knowledgeable of academic content. The aforementioned adolescent who
completed treatment was unable to return for the remaining three months of seventh
grade. Therefore, he received tutoring for those three months in core subjectrteea
described his tutors as knowledgeable and adaptable as they took the initiative to
introduce eighth grade content to help him be on par with his peers when he returned to
school.
Alternatively, some tutors were not perceived as providing actual tutoring
services. These tutors tended to provide non-academic assistance (sgp/tiray
work, supervising while adolescent completed work independently). The two addescent
who received hospital-based tutoring cited reasons for the lack of quality ohdutori
services. One adolescent shared that the tutor was responsible for providing support to
pediatric patients in grades K through 12 which made it difficult for the tutor to be
knowledgeable in all content areas across all grades.
So and she, | don't think she was like a bad tutor necessatrily. | just think
she wasn’t cause she has to do all sorts of, she has to do like K through 12.
So | mean you can only do so much of seventh grade so (Justin, Interview
lines 242-244).
Another adolescent indicated that his hospital tutor worked primarily with young
children and was not knowledgeable in the content area of Latin in which he needed the
most help.
That one | mean it was just it was just tough to teach when | was in the

hospital and stuff. The guy who did help me a little bit, my tutor, but he
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usually taught younger kids really so it was more me doing work and him
reading a book and drinking his tea... He wasn’t really able to help me
with Latin. He didn’t know it (Luke, Interview lines 415-418, 420).
On a related note, one adolescent was unable to receive the necessary ledme-bas
tutoring services because there was no tutor available who could teach pre-calbigus

particular adolescent was assigned a “tutor” who transferred work esekeol and

her home. In these two cases, there were no tutors who could teach advanced high school

subjects and, as a result, these adolescents did not receive adequate assilance
and support. Additionally, some adolescents (n=3) reported that they engagetiah a |
self-teaching while they were on treatment.

Collectively, adolescents received different types of academic suppart fr
various individuals across home, hospital, and school settings. This support was offered
during treatment and after treatment completion to help these adolescemtspatth
work in hopes of being better prepared to enter the school setting. Tutoringsevere
variable in frequency, quality, and overall helpfulness in facilitating aessbd return to
academic life at school. Notably, these adolescents and their caredjietested to
continue some sort of schooling during treatment suggesting that continuing education
was a priority.
Theme 2: My social support

Adolescents received social support from peers, teachers, and other school staff
that helped to facilitate school reintegration. All of the adolescents (n=5) teinoled
school during treatment received some type of social support from peers in the school

setting. The adolescent males who attended school (n=3) indicated thatehdg fhad
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their back”, helped them answer and manage questions, and looked out for them at
school. They conveyed that their friends served as a consistent and reliablespaésenc
school. One adolescent female shared that her friends were very supportive and made
efforts to make her feel more comfortable when she started losing heiThainther
adolescent female (who as previously mentioned did not have the opportunity to establish
a peer network at her new high school prior to diagnosis) indicated that she had specif
individuals who she could relate to and enjoyed talking to at school. As her pre-existing
network of friends did not attend her high school, she established these intimate peer
relationships with these specific individuals as opposed to having a group of friends.
One of these individuals also was a cancer survivor who provided an opportunity for
meaningful conversation. She described her relationship with these two individuals.
Yeah, it was mainly, yeah well which well the one good part about my
school is you have a big sister that's a senior. Which she was, she was um
her cousin was also a senior at my school and her cousin had cancer when
she was little. And she’s the one who actually told me about camp which
those two which | never really got to see them cause they’re seniors
obviously. Like they um I guess cause they're seniors they skip, they skip
class a lot to go to the nurse’s office just to be in there. But like they
would sit in there and talk to me. So | guess like them two at my school
was like really helpful but no one like, like 1 didn’t really talk to any like
10" and 11" graders cause | don't really know them and they're not really
gonna...but like my grade | didn’t really have anybody but actually having

them two at my school did help (Kendall, Interview lines 696-704).

174



Adolescents who did not attend school during treatment (n=3) all reported that they
received support from peers when the returned back to school. Support consisted of
being generally supportive of their return, helping them make it through school, and
treating them “normal.”

All of the adolescents in the study indicated that their teachers provideld socia
support at school. Adolescents described their teachers as “understanding” (n=5),
“helpful” (n=5), as treating them “normal’/not acting differently towdrdrh (n=4), and
“supportive” (n=2). Specific types of teacher support included offering exprddng.,
making sure the adolescent received missed work) (n=3), being open and avaikdkle to t
(n=2), and serving as a mediator between the adolescent and students to answas questi
(n=1). In addition to teachers at school, some adolescents (n=4) identified bthwr sc
staff as sources of social support including guidance counselors, a princigaboh
nurse, and a cafeteria lady.

Two adolescents specifically noted that some of the most positive aspects of thei
relationships with peers and other school staff included the opportunity to talk about
“normal” topics rather than the chance to discuss specific cancerdretasehool
reintegration concerns. One adolescent highlighted this aspect of his rélatieite his

guidance counselor.

... and he was good too at not making that the only thing that we talked
about. That was his...that might have been his biggest asset really is that |
could go down there and we would avoid....I mean now it really wasn't an
issue...but like when | was first sick and when | was first still transitioning

and we could go down there and avoid anything related to the hospital,
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treatment, cancer, or whatever. We would just talk about how school was
going, family, friends, sports, school work whatever. So that was really
good he was able to...that wasn’t the only thing. It wasn'’t like...and that
made me more comfortable talking to him and talking to others really
because it was like alright there is more to life and there is more inany lif
than just this. Where this doesn’'t have to be the sole focus...granted it was

a big issue, but it wasntheissue (Mark, Interview lines 770-780).

Another adolescent commented on how peers lightened up the mood while she was at

school.

And being in the nurse’s office | actually would like which kinda did help
like if | was around older, like the older girls at my school like | don’t
have any friends. | guess if | would talk to a senior like sometimes they
would like they would talk to me not really about my, not about cancer or
anything just about they would tell me about their drama or their partying
and stuff. And I'd just be there listening there would be like two seniors
and they were talking about their partying and | could just sit there and
just like listen to them be goofballs and stuff which kinda helped other
people being in there talking about funny stuff. (Kendall, Interview lines

760-766).

Although teachers were primarily perceived in a positive light, two ackiés
reported that they were treated somewhat differently by their teachleey emphasized

the importance of being treated “normally” at school and minimizing unnegessa

176



attention to their situation. These adolescents wanted to be viewed as competent
individuals who were capable of participating in school. One adolescent described his

desire to be treated “normally” by his teachers at school.

Uh I mean some of them you could tell in the beginning they were trying
to go out of there way a little. They were kinda almost being like too
helpful. Like they were constantly over my shoulder with, do you need
help with this, can I help you with this, do you understand this. | was like
after a while it was alright shut up back off. | have cancer | didn’t get hit
in the head. I'm perfectly competent to figure this stuff out my own. Um
but | meant by that what | needed the most from them was | needed them
to be there for me. Oh God, how do | put this without sounding selfish?
On my own terms kinda of like when | need something they were there,
but they did not by any stretch of the imagination have to be hovering over
me waiting for me. If | needed something, if I had question they were
there and they were easily accessible and | could go right to them. But
they didn’'t have to be standing there ready and waiting for anything. It
was kinda like if | have something here it is and if | don’t, don’t bring it up

to me and act like | do in a way (Mark, Interview lines 385-397).

He also went on to describe how they figured each other out within the first few ofeeks

school.

In a way they were like kinda in the beginning and it got old and annoying

really fast. Uh so luckily | mean we kinda figured each other out and just
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how they acted after that was really good. It was like they relavibat |
needed and stuff and | realized what | needed from them. And that made
the whole year just really smooth (Mark, Interview lines 411-414).
Lastly, two adolescents indicated that they did not perceive a need for support at school
They believed that the support from other sources (e.g., friends) was sufficient
Overall, adolescents in this study reported receiving social support fros) peer
teachers, and other school staff during school reintegration. Adolescents pkticaive
their friends were consistent, helpful sources of support who treated them Ffiorma
Teachers and a variety of other school staff members were genEsdiybed as helpful
and supportive during and after treatment completion. One valued aspect of these
supportive relationships was that discussions and activities were not abmgned on
cancer-related topics which provided some needed relief and escape frorarnbke int
focus on cancer and treatment. Notably, differences existed among utilizasigppoft
in the school setting as some adolescents communicated with school stafvatieees
did not perceive a great need for support in the school setting beyond their friends.
Theme 3These are the accommodations and modifications the school provided to me
All of the adolescents reported receiving some type of school accommodations
and/or modifications that were offered to facilitate their school reirttegra The most
commonly endorsed accommodations and modifications included reducing the workload
(n=4), sending work/assignments home to complete (n=4), requiring that only the
essential work and not the “filler” work be completed (n=3), giving alterea
modified assignments (e.g., take home exams) (n=3), and modifying or providing

alternative physical activities in gym class (n=3). These accommnsgand
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modifications were offered to these adolescents during treatment anulesfterent
completion. The majority of adolescents (n=7) utilized these accommodations and/or
modifications across school and home settings as perceived them as helpfalwdher
one adolescent who was offered an accommodation but did not feel that it was necessary
or very useful. Overall, these adolescents had a variety of accommodations and/or
modifications available to ease the school reintegration experience and promote
successful school-related outcomes.
Theme 4: My advice on how to navigate school reintegration
Of those adolescents who were asked (n=7), all of them offered advice on how to

successfully navigate the school reintegration process and, more spgcifioailto
“make it at school.” One piece of advice that was given by some adolescedits (
included taking things one day at a time when one returns to school life. These
adolescents expressed that it is important to stay motivated to do work, do as much as one
can, but to take each day at a time so one does not overly stress out or push oneself too
hard or to the point of exhaustion. Some adolescents (n=3) gave related advice to find a
balance between pushing oneself too far and becoming complacent or lazy. Adolescents
who gave advice related to this idea suggested that it is important to attemgeta str
balance and learn what one’s limits are after treatment. For examplelalescant
explained that one’s health should be a priority.

But then also don't kill yourself for it. You are going through a lot. And

so it’s like | mean you need to understand that your health is the bigger

priority. Because you could physically make yourself worse if yogstre

yourself out too much worrying about work and stuff. But then again you
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don’t want to be on the other end of the spectrum and look at the guys who
just don’t care and sit in front of the TV and play Call of Duty all day
long. So kinda have to find that balance between trying to do too much
with your circumstances and then just not doing anything (Mark,
Interview lines 831-837).
These adolescents also recognized that it may be easy to become overwhdimed wit
school work and trying to catch up with work. One adolescent who received tutoring
services after his treatment was completed but before he returned to schotddnitiat
tutors can be very helpful if one is having trouble with a specific academgcsubj
An additional piece of advice endorsed by some adolescents (n=3) included to be
comfortable with oneself and have confidence when returning to school as this can
minimize attention and promote a positive school experience. A related stétrgy
by a few adolescents (n=2) included to be the person one’s always been and keep things
as normal as possible to make returning back to school a smoother process. One of the
adolescents explained why this particular strategy can be helpful.
But | think viewing yourself as or like not constantly thinking that you
have cancer, just being not like pushing it away entirely, pushing the
thought away entirely, but if you just view yourself as like how you
always have been that anything will stay normal. And things stay normal
is...I would say that's what you should aim for. I think it's easier cause
like after your done things don’t change that much if they’ve just stayed

the same the whole time (Alexis, Interview lines 630-634).
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Some adolescents (n=3) also indicated that people at school may not alwaysndderst

the situation which can lead to being treated differently for a period of time. When
providing this advice, these adolescents were empathetic and readily took thetpwerspe

of others. They conveyed an understanding that other people may not be knowledgeable
or just curious about the situation and, as a result, may unintentionally be awkwded or as
many questions. Other advice given by a few adolescents (n=2) was tstay to

positive and maintain a hopeful outlook even in the face of negative or discouraging
situations. It was suggested that an emphasis be placed on trying to make o edast
situation with the knowledge that things will eventually improve over time.

Some adolescents (n=4) also offered advice related to social support at school.
Advice focused on making friends or connecting to an existing peer network so that one
has people who he/she can lean or count on at school. One adolescent described the
importance of finding friends.

Socially um make sure you know find a couple of good friends to be you
know your core you know rock to lean on and stuff. You know make sure
you know you’re around them and stuff and keep communicating with
them though. Friends if they are really your friends will want to hear your
problems and you know stuff that's going on. So if you're having a bad
day let them know and stuff like that (Luke, Interview lines 647-651).
Other social advice included informing others at school of one’s situation so they ca
acquire a better understanding of the situation and one’s capabilities. Intividua
adolescents shared a few more pieces of insightful advice. One adolbéscedttbat

one can take some control over his/her situation at school and take active steps to shape
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the school experience and/or tailor the experience to one’s preferencesdsd fher
example, this adolescent indicated that one can decide who he/she wants or does not want
to provide cancer-related information to and can inform others of his/her pregrenc
(e.g., wanting to talk about cancer versus wanting to keep to oneself). This @adlesc
shared his point of view on the degree of control one can have within the school setting.
Um no | mean you can make it go back to normal as fast or as slow as you
want. You can immediately jump back into what you were doing before
and your friends and everything else and act like nothing happened. Or
you can take the other route and just let what they know be free and tell
them about it if they want to know and stuff like | got asked a lot of
guestions the first few months and so that’s normal. But I'm sure you can
just tell people that you don't like to talk about it or anything. | wanted to
talk about it, so | told people when they asked (Justin, Follow-up meeting
lines 51-56).
Another adolescent who was unable to attend school throughout treatment shared her
view on how never giving up on the possibility of the future can be an important
motivator and something that should not be discounted or dismissed.
...and never | guess never take away the possibility of a future. Like even
if like | feel like | still talked about it | was like, “I'm going to celje”
and I'm still like, I've wanted to go to X college since | was 10 years old.
And that was like my biggest drive. And | feel like still having that goal
and like people would like if someone were to ask me what | want to do

with my life, | mean no one every did cause | feel like everyone thought it
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was a touchy subject. But like where | wanted to go in college when | was
going through it, | still would have answered and I still would have had

like my whole life plan planned out. And I feel like some people may
think about, “Oh well, there may not be a future” but | feel like that's a
terrible way to look at it. | mean there’s always going to be a future no
matter what. And if you just look at it that way, then you’ll get yourself
moving cause you'll have something to look forward to (Grace, Interview
lines 924-935).

Overall, adolescents provided a variety of advice on how to navigate the school
reintegration process and increase the likelihood of having a positive schoaties@er
This advice targeted personal, academic, and social-emotional domains and included
strategies that could be used prior to or during school reintegration.

Additional Themes

Additional themes emerged from the data that are indirectly related testwrch
guestions. These themes are discussed because they provide additional infonatation t
can help to further illuminate the research questions, individual cases, and quih&in. T
first theme that will be discussed is “pre-existing factors” followeddutcome
indicators of a healthy/unhealthy transition process.”

Theme 1: Pre-existing factorsThe majority of adolescents (n=7) described the

presence and/or absence of certain pre-existing factors prior to their cance

diagnosis and treatment. These factors were primarily protective in.nature

Examples of pre-existing factors included pre-established school stafuaiettst

relationships, pre-existing peer support network(s), and pre-morbid
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personality/attitude. One adolescent who attended the same catholic school since

pre-school identified that his relationships with school staff were aliegulgce

prior to having cancer and that his teachers were aware of his acadainic w

ethic.

Luckily for me I'd been pretty involved with the school and the
parish in general for a long time probably, basically my whole life.
So | knew a lot of the teachers before then pretty well and since the
junior high teachers were all the same | knew them all ff8m 7

grade already. So they all knew me. They all knew | was a good
student and hard working and that | liked to get stuff done and if
could anything I could do, | would do (Mark, Interview lines 346-

350).

He also described how the presence of these pre-established teaclosstef=i

was helpful while he attended school during treatment.

So there were all very sympatric and very helpful. Um they made
it easier too because they were always willing to talk and always
there for me or something. Which was that was what | needed
most of all really from them. They were all really good. | accredit
that really to how I'd known them beforehand (Mark, Interview

lines 373-377).

Another adolescent also identified the presence of pre-established student

relationships as something that was helpful. He was already familrasavrite
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of the students at school and had a good grasp on what to expect when he attended
during treatment.
Like | mean | was | was there | was in school for about that first
month, so | had a pretty good base. | knew all my teachers and a
lot of kids in the classes and had the general idea of what was
going on (Luke, Interview lines 74-76).

Two other adolescents also described pre-established school staff and peer
relationships. One of these adolescents had prior relationships with teachers that
significantly influenced her academic course while on treatment and beyond.

This particular adolescent described that those teachers who previously hrad her i
class and were keenly aware of her knowledge and skill level. She described how
these teachers advocated for her academic needs and her ability to take on a
challenging course load during treatment even in the face of doubt and dissention
by other professionals unfamiliar with her background and prior academic
performance. This adolescent indicated that if it were not for these tg€ache

efforts and advocacy she most likely would not have graduated with her class.

The majority of adolescents (n=7) reported having a pre-existing support
network of friends prior to their diagnosis. These relationships were more
intimate in nature and extended beyond acquaintances at school or in the
community. These friendships were deemed as helpful and supportive during and
after treatment. These adolescents were able to utilize these supporksetwor
during school reintegration and the shift from off-treatment to post-treatment. F

example, one adolescent described how he got to know members of his cross-
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country team the summer before his diagnosis and had some of his best friends in
his homeroom. These pre-existing relationships were helpful when he attended
school throughout treatment (e.qg., close friends looked after him at school,
supportive gestures from homeroom classroom) as well as when he returned full
time the following school year (e.g., ran cross country that summer vatia;
able to rejoin friends at school).
Another adolescent who was previously mentioned experienced the impact

of simultaneously having a strong, pre-existing support network and a lack of a
support network. More specifically, this adolescent had a close group of friends
that attended her previous school. She was a grade ahead of her close friends and
just started high school. Therefore, she entered a new school environment while
her close group of friends remained at her former school. She received her
diagnosis at the beginning of her ninth grade year, so she did not have a great deal
of time to establish any close friendships. She described how one of her best
friends who attended her former school helped her throughout treatment. She
wished that this particular friend had attended her high school so that she could be
there to provide support.

And so she could just, and she always like, she always like | guess

she kinda felt like she protected me because people would say like,

“Make sure you're really nice to Kendall and stuff” and she’d be

like, “No, you don't treat her any different. She’s the exact same

person. Don'’t give her...she doesn’t want special treatment. She

doesn’t want that kind of stuff.” And she would, she was always
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like there and she even like came to chemo with me sometimes and
like she always treated me like | was the same exact person. Like
if I was, we would go kick the soccer ball if | could which was

really good. And same with all like all six of them like | was just

the same exact person which it was unfortunate that none of them
went to my school (Kendall, Interview lines 277-285).

She also described how the lack of close relationships at her high school
impacted her overall high school experience including news of her diagnosis
being conveyed via gossip/social networking sites and lack of genuine support
(e.g., peer would agree to help but not follow through on providing support). She
indicated that she never truly formed any close friendships at her high school eve
after she completed treatment. There was a notable difference for tlascaabl
between the absence and presence of a pre-existing support network.

Lastly, some adolescents (n=3) described their personality/attitudeqrior t
receiving their cancer diagnosis. They acknowledged that this is théxeyay t
have always been and that their unique personality characteristics playedna r
how they managed and dealt with their cancer experience. Adolescentseatkscri
themselves as independent, having positive attitude, and focused/goal-oriented.
These personality characteristics were prevalent throughout eachcahble
cancer experience and in some cases reaffirmed to the adolescent that they
possessed a particular characteristic. One adolescent described his positi
attitude and outlook on life in general and how that carried throughout his

diagnosis, treatment, and beyond.
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A positive attitude that was...l mean that’s sort of always been my
nature but this whole experience has almost reassured that. I've
always been a real positive person and even from the time of
diagnosis | was just pretty positive. | mean that'’s just a really big
thing in my life. Always stay positive (Luke, Interview lines 921-
924).

Overall, pre-existing factors were identified in the adolescents’ stamigs
primarily served a protective role or function throughout their cancer experience
These factors were related to social relationships and networks as well as
personality characteristics/attitude. A few adolescents identified Hese fpre-
existing factors were helpful to have in place prior to their cancer diaguusis
treatment.

Theme 2: Outcome indicators of a healthy/unhealthy transition proéess.
described in the conceptual framework used in this study, there may be outcomes
that indicate whether a transition process has been “healthy” or “unhealthy” i
nature. Although this was not a direct research question in the study, it is
noteworthy as some adolescents’ stories revealed examples of such outcomes.
These outcomes differed from process indicators (i.e., signs or markers observed
throughout the transition process as previously described). For the purposes of
this study, outcome indicators were defined as long-term consequences of
healthy/unhealthy transitions processes in which there was evidencastihg |
behavioral change that continued to impact the adolescent’s life beyond diagnosis

and treatment. As process indicators provide the adolescent with evidence or
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feedback on their progress or lack thereof in making a transition, outcome
indicators can provide the adolescent with information that cancer and treatment
has made some significant, lasting change to their lives. In effect, peoakss
outcome indicators are conceptualized as key pieces of feedback that the
adolescent can internalize and use to assess their cancer experience and, more
specifically, their ability to move from one phase of care to another (e.g.,
treatment to survivorship).

One example of a healthy outcome indicator endorsed by four adolescents
in the study was increased strength and cohesion with certain family members
These adolescents shared descriptive stories that illustrated diffengsnthat
family members provided support as well as how being in close proximity
facilitated growth in their relationship. These instances ultimately btdbhg
adolescents and their particular family members(s) closer togetthereated a
meaningful and lasting change in the relationship. Other healthy outcome
indicators included having an appreciation for life and what was learned from the
cancer experience (n=4), having and maintaining a generally positive
outlook/approach to life (n=3), establishing future personal or professional goals
(n=3), making lasting peer relationships at school (n=2), and returning to previous
academic performance (n=2).

A notable outcome was appreciation for life and what was learned from
the cancer experience. To highlight the individuality of each adolescent, each of
the four unique perspectives will be shared. One adolescent shared that he was

appreciative for all those things that he did not lose such as his friends. He also
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expressed that he is grateful for the opportunity to meet new people and for all the
friends he made during his cancer experience. Another adolescent shared the she
has learned what is important in life and does not judge others who may be
different.

Um I think | learned a lot. Like | think you learn more like

important stuff in life because you like it kinda makes you mature

really quickly and like focus on more important things in life than

just, than just like you know girls who are being mean to you or

just starting random drama. | think the biggest thing | learned was

like judging people just like when you look at people and you

judged them like no matter what it is, it's wrong whether they have

a mental disability whether you know anything that’s just different

or unique about them. 1| just don’t think | judge them at all. Like |

just look at them or like I turn my head and don't stare if they have

like one leg or anything about people that’s different. |just don’t

judge people (Kendall, Follow-up meeting, 401-408).
Another adolescent shared that through his cancer experience he realizéel that li
is valuable as a person has only one chance to live life. Therefore, he determined
that life should be lived to the fullest extent possible because it cannot be
reclaimed once it has been lost.

What | pretty much got out of it you only get one chance at life.

You die you don’t come back. So basically what I've learned is

live life to the fullest because if you die, there’s no coming back. |
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mean you might get reincarnated into somebody another human
form but it won’t be you. So I've basically live by live life to the
fullest. So far I've been doing that! (Drew, Interview lines 954-
957).
Lastly, another adolescent expressed that she appreciates thehthgke in life
such as going outside and breathing fresh air, being able to hang out with her
friends with no restrictions, and even her hair as she has learned to take very good
care of it now that it has grown back (Grace, Interview line 1032). She also
shared that she is grateful for the new people she met, relationships she
established with peers and hospital staff, increased closeness betweawh lier a
parents during treatment, and support received from friends, family, and her
school. She described positive memories associated these individuals and
indicated that she would have never had these memories if it were not for her
having cancer.

Notably, one adolescent and his mother expressed a different view on the
appreciation and lessons learned concept. This alternative viewpoint is being
presented because it adds depth and richness to the study and serves as a reminder
that there are multiple perspectives that warrant exploration and discuskien. T
particular adolescent was asked the following question: “What have you learned
or got out of your cancer experience?” He replied that he did not learn anything
in a spiritual or life changing sense as a result of having cancer. Rather
learned technical information about his particular cancer and treatment om hi

medial team.
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Honestly, nothing. | want to be 100% honest. | don't feel like |
really learned anything from it. | mean through getting cancer, |
learned information about other stuff. But I didn’t learn anything
about myself or have any like spiritual awakening or anything like
that. So really that's a one-word answer for me (Justin, Interview
lines, 1504-1507).

Following the interview, a debriefing session was conducted. This
participant and his mother presented their views and thoughts related to this
interview question (Justin, Direct observation notes lines 28-39). They indicated
that these types of questions often times assume that something was or had to be
learned as a result of having cancer. However, this is not always the case as
all cancer survivors have learned something, feel they have gained a geeate
of self, or are more appreciative of life. The PI, participant, and his mother then
discussed how a “culture of cancer” exists in the United States which tends to
emphasize or assume that the patient and family should “fight” and stay strong to
“beat” cancer. Furthermore, this culture also can be perceived as impogding a
may not be appropriate for all types of families. The participant’'s mother
indicated that some individuals and their families may not want to fight cancer at
all and just want to get through it, be done with it, and move on with their lives.
Overall, this family expressed that having and surviving cancer does nosalway
result in some type of learning experience or lesson learned. They sughasted t
to assume that this is the case for all cancer survivors would be misleading a

misrepresent those who may not espouse those views.
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Additionally, some (n=3) adolescents reported unhealthy outcome
indicators. Of note, an unhealthy outcome can be attributed to multiple factors
and should not be accredited to one individual, event, or situation. There is most
likely a complex interplay among factors that lead to these particutaomes.

One adolescent who was a high performing student (i.e., honor roll, excellent
attendance) prior to his cancer diagnosis indicated that he was unable to regain his
academic productivity and performance after treatment completion. His
schooling was disrupted from fourth to sixth grade and was finally able to
regularly attend school in seventh grade. He was keenly aware of this eimange
identified some factors that may have contributed to his academic decline.
Well like in the 4" grade when I finished | missed a lot of stuff that
| really didn't understand. Plus likd'grade when it was all over,
| started playing around and stuff. So since then I've been in high
school all the work that | do is kinda hard and | kinda wish | could
go back to 7 grade so | can actually redo it because | didn’t know
in 7" grade that the high schools look at that more than do look at
the 8" grade. So, it would be better for me to go bacKtgrade
and | could get into like a better school and everything like that
(John, Follow-up lines 122-127).
He provided additional insight into his academic performance.
Well now since ¥ grade, | mean I've been doing ok but | haven't
been doing as much as | could have. That's cause um | think it's

because either | didn’t know how to do the stuff, or | was hanging
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out with the wrong people. But | mean they didn’t do anything
bad. Just most of the time they didn’t do their work or something
and they was talking and everything (John, Interview lines 112-
115).
Another adolescent shared how he did not maintain a healthy level of

physical activity, ate unhealthy foods, and as a result gained weight theing

year following treatment completion. He said that after treatment he didetot

like doing much and had lack of self-discipline and self-control despite the

promise he made to himself that he would get into good shape once treatment was

completed.
Well then that was one thing I told myself even during treatment. |
was like alright and then this really hit me kinda after treatment too
cause when | first got sick | was kinda like alright well I know I'm
not going to be able to do anything now but once I'm finished with
all this I'm just get myself into the best shape | possibly could.
Then, after treatment | did just the opposite. | really didn’t care to
do anything. Then it was a couple of months after treatment where
| kinda looked at myself and | was like alright what are you doing
like that promise you made to yourself three years ago, where is
that (Mark, Interview lines 739-745)?

When asked for reasons why this weight gain occurred, he could not
exactly pinpoint why this occurred but attributed it to a possible “teenage phase”

(Mark, Follow-up line 215). However, he eventually turned this aspect of his life
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around and “snapped out of the phase” as he realized that he was going into his
senior year and wanted to look good and feel confident attending important school
events and eventually college (Mark, Follow-up line 239). He made a concerted
effort to lose weight and now continues to remain conscious of his health and
overall well-being. Lastly, another adolescent shared how some aspleets of
life have been impacted since her cancer diagnosis and treatment. This adolescent
was candid about the changes she experienced and the long-term impact that they
have had on her life and future. For example, this particular adolescent
experienced derailment of her future plans to play soccer in college. Due to her
cancer diagnosis and treatment, she was unable to play soccer for her antire ye
ninth grade year. Therefore, she got a late start with college planning iwhic
turn negatively impacted her chance to be recruited to play soccer at a good
college.

Well like with college planning like college soccer planning. Like

| couldn’t get started college coach like | started last yeartkesta

like after | started treatment. | guess | started back that Fgdruar

stopped treatment then | didn’t get to start back until like

September. So that year | didn’t really email college coaches to

come watch me play cause | didn’'t understand how like, or didn’t

know how good of...I would be ready. So then | just started

emailing them and now it's really late. So that kinda messed me

up with getting a good college (Kendall, Interview lines, 1079-

1084).
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She shared that she continues to feel upset about this missed opportunity
as well as missing out on her high school experience in general: “Umaesdn c
| think it's changed me a lot like with college and stuff just kind of upsetting a lot.
| guess with school like | don't feel like | got a high school experience (Kiendal
Interview lines 1225-1226). This adolescent also experienced social life
challenges that continue to impact her school life. She was the adolescent who
did not have the opportunity to establish peer relationships prior to her diagnosis.
When asked if she was able to make up social ground and establish new,
meaningful friendships after treatment, she said that she has not developed a close
relationship or bond with anyone at her high school. To further compound the
situation, she also expressed that she feels more mature and now finds it difficult
to relate to peers at school.

Lastly, this adolescent also indicated that she and her mother have
observed changes in personality/outlook on life. She shared the following
observation: “Um | don’t think I'm the same person. I'm not the same person as
| was before (Kendall, Interview line 1195). Her mother has observed that she i
at times angrier and more strong-willed than she was prior to her cancer
diagnosis. She did not know exactly what her mother meant but provided some
insight into these observations. She acknowledged that she no longer accepts
certain behaviors (e.g., a person offers help but then does not follow through on
providing it) and feels angry about missed opportunities (e.g., playing college

soccer) and not having a typical high school experience. Notably, she did
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recognize that there are positive and negative aspects to these changes in her

personality.

Overall, adolescents in this study experienced a wide range of haadthy a
unhealthy outcomes associated with their cancer and treatment. Adolescents
reported outcomes related to academic functioning, family and peer relgtgnshi
and personality/outlook on life. This particular theme provides preliminary
information on the long-term outcomes that may result from healthy and
unhealthy transition processes.

Tentative Assertions

Tentative assertions are presented due to the exploratory nature of this study.
These assertions are based on a collective review of the data and reflecaiioin
yielded from the participants in this study. These are statementsflbett ogerarching
main ideas that were constructed based on a holistic view of the findings.

Assertion 1: The shift from off-treatment to post-treatment and school reintegratmn we
not necessarily perceived as transitions or times of significant change.

Generally, adolescents did not identify school reintegration and making the shift
from off-treatment to post-treatment as transition processes. Elemeantiansition
according to the conceptual framework were present as adolescents red¢dlgaizhere
wasmovemenfrom one phase of care to another and reported a sedsegdilibrium
(i.e., facing challenges) during these times. However, they did not perceigelibat
reintegration and the shift from off-treatment to post-treatment waes tof great
confusion, discomfort, or anxiety. In fact, some adolescents commented that the word

“transition” was an inaccurate representation or an exaggeration of wihaheggened.
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They were more apt to describe going from middle to high school as an saséldn.

The main focus was placed on feeling better, returning to “normal” life, antyesgimg

in activities that they once enjoyed with friends and family. The prolongeddta
unpredictability most likely served as an extremely powerful motivation tothgegs

back to the way they were” and to return to age-appropriate tasks and activites

were many signs andicatorsunique to each adolescent that helped them ascertain how
they were progressing toward achieving a “normal” life. Again, thegrgirgoal was to

get back to “normal” as soon as possible and thinking about these times as “trdnsitions
may have created an unnecessary and even maladaptive sense that theteitrosra a
hurdles to overcome or could have made it seem as though “normality” was not quite in
reach.

Assertion 2: Returning to normalcy and regaining control over one’s life and
environment are important goals guiding these “transitions”.

The theme of achieving a sense of “normality” was prevalent throughout the
results of this study. On a more subtle level, adolescents also desiredricarsgase of
control or mastery in the school setting and in their life after treatment. fesuf how
these adolescents gained some control and/or mastery during these “trdnsitladed
re-engaging in or catching up with academic work, meeting short-term and/déetamg
academic goals, re-joining extracurricular activities that they weable to participate in
during treatment, advocating for themselves in school (e.g., determine howathieyl
to present themselves/image at school, seeking out additional academic supgioh-to ¢
up), and making new friends at school. In conjunction with these types of personal

accomplishments, the improvement of treatment residuals also enabled theseeatiole
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to meet these goals. The improvement in physical and psychological treatreent
effects appeared to set the stage for these adolescents to pursue persaatfgwa
reclaim part of their life so they could begin to regain a sense of “normalcydrand/
control.

Assertion 3: The status of treatment residuals serve as signs/indictors which cale provi
feedback about the progression of the “transition” process and success in returning to
“normality.”

The presence, improvement, or absence of treatment residuals served as signs
indicators that these adolescents’ lives were getting back to “normal” oifé¢hats not
back to “normal” just yet. Re-engagement in activities and roles (which aaliéated
by improvement/absence of treatment residuals) also served as signs oolsdnctlife
was returning to “normal.” These observable signs provided adolescents with
information and feedback about their progress toward returning to “normalitgli Ea
adolescent described unique signs and indicators that were related to thaitgvarti
lifestyle, interests, and personal goals. These signs also could be concsphamkach
adolescent’s significant mile markers in their race to achieve “norrhaleyact, many
adolescents were looking forward to meeting personal mile markers suctramgeto
certain activities and/or regaining their physical appearance. Stmigamarathon
runner, the adolescent takes strides and eventually passes each individuarikale m
As each mile marker is passed, this brings a sense of accomplishment fimdsréathe
adolescent that his/her goal is achievable and within reach. The adolesvesmtaghat

he/she is one mile closer to reaching the finish line. He/she pools internattamdke
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resources, continues to persevere through the aches and pain, and faces tige challen
ahead by taking one stride at a time to finish the race.

Assertion 4: Adolescents receive support from multiple sources that indiestlikafe

the progression through these “transitions.”

Notably, adolescents in this study did not report receiving a great deal of advice
or support specifically related to facilitating these transitions.h Wi exception of
medical team advice, support was provided in general sense from family mgembe
friends, and school staff that often times did not involve any direct discussion of ways or
strategies to make these “transitions” smoother. In fact, many of theeeluie believed
that they did not need specific advice related to these “transitions” and in s@se cas
preferred that no discussion take place regarding this topic. Adolescents describe
receiving a variety of support (e.g., friends helping them manage questi@amgingec
encouragement and positive feedback others, teachers providing them additional
academic support) from various people and identified that this was an importantrfac
facilitating their school reintegration and regaining a sense of “norinaifiey treatment
completion. This support appeared to be more valuable and important in promoting a
sense of “normalcy” then the information and advice specifically relateé:se
“transitions.”

Assertion 5: Pre-existing factors play a role in the school reintegration and shift from
off-treatment to post-treatment experience.

Adolescents identified a variety of factors such as pre-establishédnshaps
with teachers and peers at school, pre-existing peer networks, and pre-moxmdlggrs

characteristics/attitude. In the majority of cases, these prengxiattors were
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protective in nature and set the stage for positive cancer and, more spegcificall
“transition” experience. For example, one adolescent’s strong acaderkiethiar
established prior to her cancer diagnosis played a role in her maintaining tbeiomot
to do work during treatment and completing academic goals set during treatmtent, |
this help to facilitate a positive school re-entry experience as she \eda®s ahke and
pass final exams in the school setting and was academically on par with Iser peer
Another example includes one adolescent who attended the same school since
kindergarten and, as a result, had strong pre-established relationships witbHa@sstea
His teachers provided a great deal of support and individualized attention and tailored
their expectations and provision of support based on their knowledge of his prior
academic performance and work ethic. Conversely, for another adolescent the lack of
pre-existing protective factors (e.g., lack of an existing peer netwockably made
certain social aspects of her school reintegration experience more diffitgleneral,
the presence and/or absence of pre-existing factors appeared to have annmolieic
on these “transition” processes. Although this was not a question directly astked by
P1, the majority of the adolescents described these pre-existing fautipia aome cases,
recognized that they had a meaningful impact on their “transition” expesenc
Summary of the Principal Investigator’s Journal

I would like to take this opportunity to share my beliefs, relevant life exp@senc
and expectations with the reader in order to truthfully and candidly share my toig i
research process. Before study conceptualization and data collectionromediree
fellow graduate student interviewed me to promote increased awareness @mdnisi

my potential influence on study conceptualization as well as data catleatialysis, and
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synthesis of findings. The interview revealed that | had numerous life expesi and
strong personal beliefs that were undoubtedly going to impact the study oraeither
conscious or unconscious level. | knew there was no denying the fact that my
perspectives, views, and background would influence the direction of the study. Another
outcome of the interview included an increased openness and excitement to altering
and/or reforming my perspectives. | had a renewed excitement to approatinheith
an open mind, ears, and eyes. | was hoping that | would be thrown for a few loops
because | knew it would result it tremendous personal and professional growth and
insight. To say the least, | was thrown for quite a few loops, twists, and turns, and |
learned a great deal from the adolescents in this study. | am trulfubtaténem for
making me a better researcher, critical thinker, and future psychologis

As | was about to embark on data collection, I continued to identify and reflect on
my own unique perspectives and beliefs. | realized that | possess strofgregheding
health care, quality of life, and programming to meet the needs of pediatric populations
especially childhood cancer survivors. For example, | believe that atemishould
have access to physical and mental health care and that one of my primary
responsibilities as a future professional is to help improve the quality of lifeldfen
and their families with them being major partners in achieving such a geal.résult, |
want to be an advocate for adolescents and their families and help to provide more
seamless school reintegration and survivorship care experiences and s¢éaises.
believe that the voices of childhood cancer survivors and their families should be heard if

they feel comfortable doing so. Therefore, it was a very important goal far astively
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listen to the experiences, viewpoints, and perspectives of the adolescentsvibessel
that | could gain a greater understanding of their lives.

Additionally, | learned that my experiences working in the hospital settang w
extremely influential in conceptualizing the present study. First, | olxbénee
educational experiences of adolescent cancer patients and how they aratities f
navigated this bumpy terrain throughout treatment. One patient and caregiver in
particular struggled to navigate the complex web of home-hospital, onlineg;lassl
public school services. They had tremendous difficulty accessing quality edatati
services thus making school reintegration more difficult. | also worked withemnot
adolescent who was not able to attend school secondary to treatment and assteiated s
effects. | observed the social, academic, and emotional challenges tescadofaced
throughout treatment. | also had the opportunity to work with an adolescent and young
adult who were transitioning back to high school and community college respectively.
These individuals voiced many concerns and questions related to returning to their
academic lives after treatment completion. There were very feveesm supports
available to these individuals despite their expressed need. It quickly bgumaenerd to
me that just because treatment had ended did not mean that their lives returned to
“normal’. In fact, it appeared that for these particular individuals lde presenting new
challenges along with a renewed hope to move forward with life. This also wa$ one
the first times that | realized gaps in service delivery exist wraahhave a lasting
impact on the lives of adolescent cancer survivors. Collectively, these ppoédss

experiences ignited a curiosity that inspired me to ask more questions and talk to
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adolescents themselves about their lives, school experiences, and returrftr life a
treatment.

In addition to my beliefs and professional experiences, | also had expectations
about how the study would unfold and what information | might learn from the
adolescents. For example, | expected that there would be a variety of chdbeegdsy
adolescents during school reintegration and returning to life after treatiresd a
vision of struggle and awkwardness combined with feelings of happiness and ertitem
to return to “normalcy.” Challenges were identified during school reirttegrand
returning to life after treatment; however, they weren’'t necessariyedeas challenges
but rather things that were approached in a matter of fact way. The “challerege
not as overwhelming as | had envisioned or anticipated. The adolescents were quite
resilient and approached many of these “challenges” head on and to the best of their
abilities. Also, the combination of my beliefs and training background created an
assumption that providing assistance and support to adolescent cancer patients and
survivors would be a high priority and play a central role in their experience. | assume
that adolescents would express a need for support and services due to the challenges they
faced. Effective service delivery is a concept that is engrained in my mind a
admittedly this was something that | assumed from the start of the stsdie Atudy
progressed, | realized that my view or perception of what an adolescent cdigrgrqra
survivor may benefit from can be vastly different from what the adolescent ardyfav
him or herself. It became apparent that it was important for me to not assumbevhat t

adolescent would benefit from but rather to remain open to his/her expressed needs. | a
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aware that this may seem obvious, but I think it had to hit me in the face in order for me
to truly hear, understand, and process what the adolescents were telling me.

As a side note, | spoke with a few adolescent cancer survivorship programs across
the country to find out more about their experiences working with this population of
survivors. | spoke with a director from one site who shared his organization’s approach
to meeting the needs of adolescent cancer survivors. The director indicatesl katd
adolescents in his organization mention concerns associated with expesigitas
school reintegration (e.g., “Boy, it sucks that | have to go back to school”). The
organization developed an initial program/support group that was developed primarily
with adult input and focused on talking about cancer experiences and related content. As
the director put it, the program “failed miserably” as the focus of sessions dagemdr
to hit home or appeal to the adolescents (J. Sellar, personal communication, February
2010). The director indicated that they changed their program, and it is now more
focused on fostering social interactions and slowly developing rapport which Imas bee
much more successful than the previous program. A director at a different aiiganiza
stated that adolescents are their own unique population that cannot be defined in child or
adult terms and that they have specific developmental and cancer-speificdKe
Maxwell, personal communication, February 2010). These conversations had an impact
on my beliefs and expectations as well as the study progressed. Thegde¢heal
importance of incorporating the perspectives and needs of the adolescents irgmprog
development. This solidified my belief that the adolescents themselves arktbae

greatest sources of information and insight.

205



Furthermore, | expected that adolescents would perceive the school reiotegrat
and return to their everyday lives as a transition process. Despite myasstieat life
is not straightforward, | found myself conceptualizing transition processesather cut
and dry, rigid manner. | held this view despite my awareness that life is cowifiie
interaction among multiple variables that can yield various outcomes. Asitlye s
unfolded, | realized that the words “transition” and “process” were my chosen thatds
were a reflection of me attempting to impose adult structure and definitions on the
experiences of these adolescents. It quickly became apparent that my adult focus
required a serious check at the front door. As the study progressed, | ecesrand
more open to the language, perspectives, and ideas of the adolescents themselves. |
discovered a great appreciation for actively listening to the perspectitres o
adolescents throughout the study to truly internalize what they were sayirg to m
continuously evaluated my adult views and reminded myself that the goal of the stud
was to acquire an understanding of these adolescents’ experiences and the language
which they chose to describe them. The adolescents’ stories also enabled me to expand
my original, overly simplistic view of a transition process. Their insights and
perspectives undoubtedly served as an eye opener and challenged me to re-evaluate my
perspectives and beliefs.

Overall, my beliefs, relevant life experiences, and expectationsshared with
the reader in hopes of providing an honest appraisal of my role in this researds.proce
My prolonged engagement in this study has yielded a wealth of personal knowledge,
insight, and ultimately a greater perspective of the research prock8weaguestions

under study. | believe it was an extremely valuable exercise to conduetftimesview
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and continually reference it throughout the course of the study. Additionadiynd f
tremendous benefit in maintaining a personal journal as | was able to track mlgtthou
processes in relation to the progression of the study.
Summary

In summary, various sources of data were gathered from eight adolescent cancer
survivors. A combination of a template organizing style, immersion/crystaihiz@/C)
approach, and a multiple case study approach were used to analyze theserkata (B
1999; Crabtree & Miller, 1999, Stake, 2005; Yin, 2008). A cross-case analysis was
conducted and results were organized according to each of the six reseaticmsgjue
Tentative assertions also were developed based on a comprehensive examitiaion of
findings.

Themes related to the first research question included “it's not a transtien, |
get back to ‘normal’, “my approach to life after treatment”, “signg tlma making my
way back to ‘normal”, and “feeling more comfortable with time.” In geneddlescents
perceived the shift from off-treatment to post-treatment as a time ofj€lzenal
disequilibrium but not as a transition. The word transition was not an accurate word to
describe their experiences. Rather, this shift was described in more peesbigaims
that had meaning and significance to each adolescent. Primary goals llesingftt
from off-treatment were to return to a sense of “normalcy” and become ofertable
with oneself. The majority of adolescents did not have a specific approach egysasat
they went from being a cancer patient to survivor and did not necessarily thinkrebout t
specifics of what life would be like or what they were planning to do aftentess

completion. They faced challenges as they were confronted and approachiger life a
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treatment by taking one day at a time. Additionally, improvement and/or &bskenc
treatment residuals as well as re-engagement in activities andeolesl as signs that
life was getting back to “normal.” Adolescents described signs unique to theiu|za
interests and goals. They also expressed feeling increasingly caioiéart their own
skin and more confident in their ability to cope with life as a cancer survivor ower tim
Lastly, these adolescents developed awareness that aspects of thenelif@pveving
and that they were making progress toward achieving a sense of “normality.”

Two themes were associated with the second research question including “signs
that life is not back to “normal” just yet and “it is not the focus of life, but theaflea
relapse is there.” The presence of treatment residuals functioned asrsigtisators
that life was not quite back to “normal” for these adolescents. These signs agrve
reminders that the effects and impact of cancer and treatment extended beatamehtre
completion. Furthermore, it affirmed the idea that treatment completion does not
necessarily equate to a life free of cancer and associated concertise fajority of
the adolescents, treatment residuals continued to impact their daily livesstiaded
participation in desired activities. They faced these challenges in er wiatact fashion
and adapted to their particular situation to the best of their abilities. Anothatgmev
concern after treatment completion included the fear of relapse. Adoledtaneid a
variety of emotions and thoughts related to the idea of relapse and varialislitygex
among participants degree of concern of this possibility. They readily ieéertiat
relapse was a potential reality but actively chose not to let the thought otretaysol

their lives. These concerns also lessened over time as adolescents becaamghgr
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comfortable with themselves and follow-up appointments. Adolescents were more
concerned with moving on, living life, and returning to “normalcy.”

Themes related to the third research question included “my need for supports
and/or services”, “what my health care team told me”, “it is beneficial to latbers
who have been through what | have been through”, and “my advice on how to navigate
the shift from off-treatment to post-treatment.” Adolescents varied in theeiged
need for services and/or supports specifically related to the shift from atifrieat to
post-treatment. Some adolescents welcomed and were receptive to adaceivens
did not see the necessity of additional information/support. For those adolescents who
reported receiving advice, the majority of advice came from their heaéiieeam. Some
adolescents noted that it was valuable to have health care team members banldonest
open when sharing information and making recommendations. Adolescents also received
support from peer cancer survivors across school, community, hospital, and camp
settings. They found numerous benefits in having these established relationships and
many adolescents continue to stay in contact with friends made duringem¢atastly,
all of the adolescents offered valuable advice about how to successfully mansigé the
from off-treatment to post-treatment.

Three themes were associated with research question four including “gaig b
to school provided a sense of ‘normalcy”, “here is what | was anticipatingebgfang
back to school”, and “taking a matter of fact approach to going to school.” Aduiesce
reported that attending school provided a sense of “normalcy” and allowed theuarrto re
to social activities and get back into a daily routine. They were able to once again

participate in age-appropriate activities with a purpose. Regardless tiewbenot
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adolescents liked attending school, they reported that it was beneficial bécause i
promoted a feeling of “normalcy” and provided the opportunity to be social. Those
adolescents who did not physically attend school during treatment expressedyaofari
anticipatory thoughts and mixed feelings prior to their school re-entry. Thasghts
and feelings were associated with their academic re-entry points andathigint was
related to cancer as well as non-cancer topics. Adolescents also tookreofifaitt
approach to school reintegration despite facing academic and social challenges
Although they acknowledged that going back to school represented a change in their
lives, the majority of them did not have a specific plan of action to re-enter the school
setting. They tended to focus on fitting in, hanging out with their peers, and retiarning
a general sense of “normalcy” at school. Notably, adolescents differed in the afount
time it took them to readjust and feel comfortable at school.

Themes related to research question five included “disruption of my school life,”
“my academic concerns”, and “my social life concerns.” All of the adaksoe the
study experienced some level of disruption in their school life secondary to cadcer a
treatment. The level of disruption varied among adolescents depending upon their
specific diagnosis and treatment regime. The demands of cancer andritéapeeled
these adolescents’ ability to regularly attend school and patrticipate in schboés
which made it difficult for them to maintain involvement in age-appropriate aet\and
tasks. Adolescents continued to experience this interference in their schewekhfafter
treatment was completed as they had to attend follow-up appointments, undergo scans
and other hospital-based procedures, and manage unexpected illnesses. In addition to

coping with unpredictable school attendance, adolescents also were required toananage
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variety of academic and social challenges in home, hospital, and school settings.
Academic concerns included falling behind/catching up with work, maintaining
motivation to do work, and readjusting to school demands and routines. Adolescents
were also required to address peer-related situations such as answelioggjues

adjusting to peer awkwardness/discomfort, and managing peer reactions to thiealphy
side effects. Notably, many adolescents were able to take the perspetiee peers

and expressed an understanding of why their peers may have displayed these lahaviors
school.

Four themes were associated with research question six including “my academ
support”, “my social support”, “these are the accommodations and modifications the
school provided to me”, and “my advice on how to navigate school reintegration.”
Adolescents received many different types of academic and social supmpagt dur
treatment as well as after treatment completion. Teachers, fanmipeng, and peers
provided academic support across home, hospital, and school settings. Teachers were a
particularly important source of academic assistance both in and outsad®ol. s
Academic information was communicated between teachers and adolescents through
different modes such as email, written instruction/notes, videotaping, and timetinte
Some adolescents also reported engaging in a good amount of self-teachinigpng Tutor
was another common type of academic support provided to adolescents. Tutoring
services were highly variable in terms of frequency and quality, and somecetite
readily identified reasons for this variability. The majority of ad@atcalso received a
great deal of social support from teachers, peers, and other school staff mehhieses

sources of support helped adolescents feel increasingly comfortable and readjust t
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school routines. Furthermore, adolescents reported receiving a variety of school
accommodations and modifications to assist in their school reintegration didtéaci
positive academic and social experiences. The majority of adolescanesiuhlese
supports and found them to be beneficial. Lastly, adolescents provided advice on how to
successfully navigate school reintegration.

The two additional themes of “pre-existing factors” and “outcome indicators of a
healthy/unhealthy transition process” were also yielded from the dageexRting
factors that were identified in the adolescents’ stories included preigis¢éabschool
staff and student relationships, pre-existing peer support network(s), and pre-morbid
personality/attitude. These factors were mostly protective in nature padragd to play
a role in facilitating positive “transition” experiences. Additionally,ltirgeand
unhealthy outcome indicators were identified related to academic functiommty, &d
peer relationships, and personality/outlook on life. These outcomes are moshkkely t
result of the interplay among multiple factors both internal and external tddheseent.
Furthermore, tentative assertions were presented based on a compremehsiveepth
review of the data. These assertions are general statements theg¢meprlarger idea or
concept that may provide further insight into the research questions and quintain.
Finally, a summary of the principal investigator’s journal was sumnthnzerder to

provide the reader with an honest appraisal of her role throughout the researsh.proce
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CHAPTER FIVE
DISCUSSION
This chapter begins with a presentation of the findings associated with each
research question. The conceptual framework used to guide this investigatitwe mvilet
discussed, and modifications will be presented that integrate the findings sttithys
This chapter will close with a presentation of the study limitations followed by
suggestions for future research and practical implications.
Research Question 1: How do adolescent survivors of childhood cancer perceive their
transition from off-treatment to post-treatment?
Themes related to the first research question included “it's not a transtien, |
get back to ‘normal’”, “my approach to life after treatment”, “signs timtmaking my
way back to ‘normal”, and “feeling more comfortable with time.” Treatmentpietion
was not perceived as a straightforward, cut and dry time for the adolesctnsssiudy.
Rather, they identified treatment completion as a time of mixed emotions and thought
It was a time of happiness and excitement with the ominous presence of worry and
uncertainty about the future. Numerous studies also have found that adolescent, young
adult, and adult cancer survivors experience a variety of emotions and thoughts at the
time of treatment completion that can persist throughout survivorship (Arnold, 1999;
Cantrell & Conte, 2009; Decker, 2007; Haase & Rostad, 1994; Hewitt et al., 2005;
Karahalios et al., 2007; MacLean et al., 1996; Palmer et al., 2007; Sloper, 2000). For

example, Haase and Rostad (1994) described treatment completion as having “two

213



faces—one of celebration and hope, and one of uncertainty and fear” (p. 1490). This
finding accurately describes the perspectives of the adolescents in the giasdgnt

Regarding the shift from off-treatment to post-treatment, adolescetfis i
current study perceived that change was occurring on some level aft@etieat
completion but did not necessarily define this time as a “transition.” The term
“transition” was not deemed an appropriate descriptor because it signifreg astzale
change that did not accurately capture their actual experiences. Theaptaes
reflected a smaller, subtler change and more attention was given to pursingribaat
a “normal” life. These adolescents wanted to return to a sense of “normiadty” a
capitalize on opportunities to regain some control over one’s life. Overall, thisvame
described in more personalized terms that had meaning and significance to each
adolescent.

The expressed desire to return to a sense of “normalcy” after treatment
completion by adolescents and young adults has been found in the extant research
literature (Duffey et al., 2006; Haase & Rostad, 1994; Miedema, Hamiltoas& ¥,

2007; Weekes & Kagan, 1994). Findings have shown that adolescent cancer survivors
are concerned with moving on with their lives and achieving a sense of “normalcy” but
also are challenged to cope with lingering uncertainty about the futuresiddal

effects of treatment (Adolescent and Young Adult Oncology Review Group, 2006;
Decker et al., 2007; Woodgate, 1999). Although the general goal after treatment is to
return to a “normal” life, research has shown that some adolescent and young adul
cancer survivors desire to return to the lives they had prior to their cancer diaghits

others believe that cancer has significantly altered life to the poirthéatmust
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establish a “new normal” (Cantrell & Conte, 2009; Haase and Rostad, 1994). The
majority of adolescents in the current study wanted to return to their previesa$
soon as possible and did not express a need to reinvent or redefine themselves and
establish a “new normal”. Notably, one adolescent did not perceive the need toareturn t
“normal”’ because she experienced very minimal disruption to her daily life and, as a
result, she was able to stay close to her typical routines and functioning throughout
treatment. Rechner (1990) also found that adolescent cancer patients and sueriors w
primarily concerned with getting back to their normal lives as soon as possilniag D
treatment, they continued to perceive themselves as “normal” and engagedah typi
activities to affirm their normality. Furthermore, some adolescenteped that it was
other people who behaved differently throughout treatment while they continued to be
normal. Based on the findings of past research and the current study, a cahti@a g
adolescent cancer patients and survivors includes returning to a sense of “nérmalcy
These collective findings also suggest that it is important to consider the whichn w
“normality” is defined because some cancer survivors may desire to retineirt prior
activities and functioning while others feel it is necessary to establisiwarforenal.”
Additionally, the majority of adolescents in the current study did not have a
specific approach or strategy as they went from being a cancer patientivois They
did not necessarily think about the specifics of what life would be like or what grey w
planning to do after treatment completion. These adolescents tended to facwgehalle
as they came and approached life after treatment by taking one dayat 4 is
plausible that this particular approach to life after treatment may hexexlses

protection against excessive worry and distress which could have impededttineir re
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back to “normalcy.” Previous research has shown that adolescent cancer patignts’
survivors’ individual perceptions, cognitive appraisals of their situation, and ways of
making meaning have the potential to impact how they approach and managerlife afte
treatment and even long-term psychological well-being (Weekes & Keegan, 1994;
Glasson, 1995; Parry & Chesler, 2005). Thus, strategies employed be the adalescents
the present study such as in the moment thinking, not looking too far ahead in the future,
and focusing on returning to “normalcy” may have been adaptive and promoted a healthy
shift from off-treatment to post-treatment.

The improvement and/or absence of treatment residuals along with re-
engagement in activities and roles also appeared to facilitate the returnnalogdrfor
adolescents in the present study. Treatment residuals and re-engagewtenti@s and
roles served as signs or indicators that life was getting back to “noafted’treatment.

These signs were unique to each adolescent’s particular interests, goaisti@ations.

There was diversity among each adolescent’s individual signs/indicatbrsdtia their

shift from off-treatment to post-treatment qualitatively “look” differantl/or progress at
varying speeds. Research has supported this finding as studies have shown that the post
treatment journey is highly variable among cancer survivors and that resadual

treatment differ in type, severity, and duration (Eiser, 2004). Treatment rescdmal

manifest themselves in various ways over the course of a survivor’s lifespan.

Interestingly, a few adolescents in the present study compared thesrteabtieer cancer
patients and survivors who received more intensive treatments. They exthfudate
differences in diagnoses and treatments received can potentially iefliferafter

treatment and the return to “normalcy.”
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These signs also provided information and feedback to the adolescents in the
current study on their progress in shifting from life as a cancer patienwvtesurThese
adolescents developed awareness that aspects of their life were impnoyitihgit they
were making progress toward achieving a sense of “normality.” The impsmtend/or
absence of treatment residuals, re-engagement in activities and rolgenarnal passage
of time also made adolescents feel increasingly comfortable with themis& hey
developed more confidence in their ability to cope with life as a cancer suovieor
time. Haase and Rostad (1994) also found that the improvement and/or absence of
treatment residuals (e.g., no longer having to take medications, attendikgpchec
appointments that did not involve treatment, increased energy level) strengthened
adolescents’ beliefs that treatment was over. Additionally, the authors$e proait
adolescents actively looked for these signs in order to obtain a greater senséef ahet
not they were on the path to “normalcy.”

For the adolescents in the present study, these signs may serve a variety of
purposes throughout the shift from off-treatment to post-treatment including the
reaffirmation that treatment is over and the realization that progress isrhadegtoward
achieving a “normal” life. It is plausible that this ongoing feedback motivate
adolescents in the present study to continue to move forward with their lives after
treatment and may have provided hope that their lives would continue to improve and
strengthen over time. These signs also could have provided family members,nukers, a
school personnel with information regarding the adolescent’s improving healih sta

following treatment completion. In turn, these individuals could have offered adokescent
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with feedback on their continued progress as well as encouragement to continue to
engage in health promotion behaviors and meet their personal goals.
Research Question 2. What are the challenges faced by adolescent survivors of

childhood cancer during the transition from off-treatment to post-treatment?

Two themes were associated with the second research question including “signs
that life is not back to ‘normal’ just yet” and “it is not the focus of life, but tha afe
relapse is there.” The presence of treatment residuals functioned asrsigtisators
that life was not quite back to “normal” for these adolescents. These signs agrve
reminders that the effects of cancer and treatment extended beyond treatmeletion.
Furthermore, it affirmed the idea that treatment completion does not nédgespaate to
a life free of cancer and associated concerns. For the majority of thecashbée
treatment residuals continued to impact their daily lives and restgatéidipation in
desired activities. They had an awareness of these continued limitations adddende
face them in a matter of fact manner while adapting to the best of tHeiesbi

The idea that the effects of cancer and treatment persist beyoncetrehtm
been widely cited in the research literature and extensively reportedanat&iancer
publications. Research suggests that adolescent cancer survivors are keenlyf dne
presence of long-term treatment side effects and recognize that it eivelggmpact
their life post-treatment (Haase & Rostad, 1994; Palmer et al., 2007; Woodgate &
Degner, 2004). On a national awareness level, cancer is no longer seen esealibmet
event that begins with diagnosis and ends with death and/or the successful completion of
treatment. In fact, the term “trajectory of childhood cancer care” has bedrta

describe the cancer experience and need for care beyond the completamudit
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(Hewitt et al., 2003, p. 37). As one national cancer report stated, “the end of cancer
treatment is not the end of the cancer experience” and “the end of treatankstanmew
phase of life: livingpeyondcancer” (Rueben, 2004, p. 1). It also is plausible that the
presence of treatment residuals and associated limitations in actindiesles

experienced by adolescents in the current study provided information about their lac
progress or difficulties in returning to “normalcy.” This information, in conjamctiith
positive signs, could have provided the adolescents and others in their life with a holisti
picture of their overall progress in returning to “normalcy.”

Adolescents in the current study also expressed a variety of emotions and
thoughts related to the idea of relapse. Specific concerns included a genetakhope
cancer will not come back, waiting for test results, suspicion of symptoms gatstént,
having to go through treatment all over again, and being vulnerable due to removal of
treatment. They identified that relapse was a potential reality but gativebse not to
let the thought of relapse control their lives. They employed coping s&eat&gth as
avoiding excessive thoughts of relapse, citing positive information from the iedica
or examples of peers who have survived, and avoiding cancer-related inforration t
might induce anxiety. These concerns lessened over time as these adolesaamds be
increasingly comfortable with themselves and follow-up appointments.

The fear of relapse also has been a documented concern among adolescent cancer
survivors in the research literature. Studies have shown that adolescensoavigers
experience underlying, recurrent fears that cancer might returngl8al@sstad, 1994;
Palmer et al., 2007). Regarding approaches to coping to with potential relapse, pne stud

found that adolescent cancer survivors preferred not to discuss reoccurren@swhere
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their parents outwardly expressed fear of relapse and had increased vebexy tel
follow-up appointments (Duffey-Lind et al., 2006). Another study revealed that
adolescent cancer survivors either preferred to not think/talk about relapge or fel
comfortable but wanted to limit the amount of time devoted to thinking about the
possibility (Haase & Rostad, 1994).

Adolescent cancer survivors also have been found to use avoidance strategies to
deal with typical adolescent concerns after treatment completion (Bauldl€98).
The concept of “repressive style of adaptation” is a potentially useful and thought-
provoking lens in which to view these findings. A “repressive style of adaptatian” is
type of coping strategy that some pediatric cancer patients and sundeptd@cope
with cancer-related stressors (Phipps & Steele, 2002). This particular sbgang
reflects a tendency to minimize distress, report low levels of anxiety, desira to
present oneself in a favorable light and protect their image while genuimegrnieg
themselves as well-adjusted (Phipps & Steele, 2002). A growing body of rekaarc
suggested that this coping style is adaptive and associated with positive Ipdrydica
psychological outcomes (Phipps, 2007). It is plausible that the strategies edigloy
cope with thoughts of relapse by adolescents in the current study were adaptive and
enabled them to continue to progress through the shift from off-treatment to post-
treatment. Many of these adolescents refused to let the fear of reoccunterfees
with their post-treatment lives and actively chose to think about the positivesaspect

their cancer experience as well as the future.
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Research Question 3: What are the beliefs of adolescent survivors of childhood cancer
about the supports and/or services that were or would be beneficial during the transition
from off-treatment to post-treatment?

Themes related to the third research question included “my need for supports
and/or services”, “what my health care team told me”, “it is beneficial to kitbers
who have been through what | have been through”, and “my advice on how to navigate
the shift from off-treatment to post-treatment.” Adolescents varied in threeiged
need for services and/or supports specifically related to the shift from atifreat to
post-treatment. Some adolescents welcomed and were receptive to adi@csivens
did not see the necessity of additional information or support. Two studies were found
that investigated adolescent and young adult cancer survivors’ and thelvea'eg
informational needs after treatment completion (Duffey-Lind et al., 2006; Patraé,
2007). Findings indicated that survivors and their caregivers believed they were not
provided adequate information about late effects or how to manage this transition, had
few resources to help them navigate life after treatment, and were unsure ahav
where to discuss concerns. Notably, these concerns were primarily endotised b
young adults and caregivers involved in these studies. Young adults and cawrdgovers
were found to have a greater desire for information and to gain knowledge abotg aspec
of cancer survivorship (e.g., late effects).

Conversely, adolescents in the current study did not report any concerns telated t
the information that they were given (or lack thereof) and did not express the need fo
any additional information. They were content with the discussions that did, or in some

cases, did not occur with their health care team. Notably, a few adolescentswighinot
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any information because it would have created unnecessary anxiety or sdgigasthe
transition was a “big deal.” This suggests that these particular adolesegrntsve
wanted to preserve a neutral or positive state of mind as they made the shiftffrom of
treatment to post-treatment. The avoidance or “blunting” of survivorship information
among adolescent cancer survivors has been reported in the literature (&ads, D
Greenfield, Ross, & Eiser, 2005).

Many adolescents in the current study also received informal verbal infmnma
regarding their shift from off-treatment to post-treatment from heald team members.
Discussions with medical team members centered around topics includingesgané
physical limitations and capabilities, physically pacing oneselagament in healthy
promotion behaviors (e.g., sleeping well, exercising), ways to minimize riakegtion,
follow-up schedule details, odds of relapse, and how to enjoy life after treat®eme
adolescents noted that it was valuable to have health care team members bandonest
open when sharing this information and making recommendations. Notably, adolescents
did not report receiving any formal type of support such as a transition conference or
survivorship care plan as described by Beil et al. (2007). There is a chance that
caregivers were the recipients of such information and services. Thd fackal
supports or services to facilitate these adolescents’ shift from offrieeato post-
treatment is not surprising as research has suggested that limit@tbtrahsare
planning and few interventions are typically offered during this time (Labaly, 2004).
One adolescent in the present study received an informational binder on cancer
survivorship. He did not find this particular source of information useful. Numerous

national cancer organizations offer written and audiovisual materials to came®ors
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and their families; however, no research was found on the interest, ease of use, or
efficacy of these survivorship materials. It most likely would be benktai@develop
informational resources that are adapted to the needs and interests of adoldsment
example, information can be presented in a socially engaging and visimiliating
manner using Zicentury technology.

Bradlyn, Beale, and Kato (2003) conducted a systematic review of literature on
pediatric cancer patients’ informational needs and preferred modalitiescive
information. The authors suggested that more research is needed to assess the
effectiveness, acceptability, and patient outcomes related to various modes of
communication and information sharing such as clinical consultations, print media,
video, and interactive computer-based technology. Furthermore, they indicatéti¢hat |
research is available on the impact of print media. Print media is standardizgpes
of meeting the needs of the majority of recipients. However, it is not interactd does
not necessarily have a follow-up component such as discussion about content. Other
avenues for communication and information dissemination may be more appropriate for
adolescents given their developmental level. Interestingly, the authorsnvent
concluded that interactive media holds the most promise due to its potential for
meaningful engagement and active learning. This type of media would seem to be more
applicable and interesting to adolescent cancer populations as opposed to unidirectional,
depersonalized modalities such as pamphlets and informational binders.

In addition to support and information from health care team members, the
majority of adolescents in the present study also received support from pesr canc

survivors across school, community, hospital, and camp settings. These relationships
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provided these adolescents with the opportunity to relate and interact with peers w
have experienced similar cancer-related events. Adolescents also denveahcer
related benefits from these relationships such as hanging out with friends aghg@mnga
fun activities. Many adolescents reported attending cancer camps wheceultebe
themselves, have fun, and make meaningful friendships. Research has documented that
adolescent cancer patients and survivors benefit from and value relationships with peer
cancer survivors (Dunsmore & Quine, 1995; Enskar, Carlsson, Golsater, & Hamrin,
1997). Cancer camp attendance also has been found to yield psychosocial benefits for
adolescents’ cancer patients and survivors in the extant literature (Bluebogoer,
Perkel, & Goertzel, 1991; Meltzer & Rourke, 2005). Meltzer and Rourke (2005) found
that summer camp provided adolescent cancer survivors with an opportunity to make
meaningful social comparisons with other cancer survivors, which promoted grefater sel
competence with their physical appearance, social acceptance, and gjfelvalt.
The authors suggested that attending cancer camp provided these adolattémes
opportunity to continue to be a part of a community that understood their unique situation
of being an adolescent cancer survivor. They also argued that even though the
adolescents in this study had varying diagnoses, treatments, and side bgaigre
able to relate and bond over the general aspects of the cancer expegerazfaging a
life threatening illness and undergoing medical procedures and tests.

Adolescents in the current investigation varied in the types of support they were
interested in receiving after treatment completion. Two adolescents werbars of a
community-based teen group. They both indicated that this group provided a supportive

social atmosphere that was focused on establishing friendships with otherroesr ca
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survivors and did not solely focus on talking about cancer. Other adolescents were
uninterested and even declined participation in cancer-specific peer tiotesaw
activities and returned back to their health peer group. On the other hand, many
adolescents were referred to cancer camps by hospital staff and b bzsedits of
attending camp during and post-treatment. This particular finding speaks to the
importance of recognizing individual differences in support preferences.y,Labif the
adolescents in this study offered valuable advice on how to successfully naveyskdft
from off-treatment to post-treatment. To date, no research studies were faund tha
described advice on this particular topic from the perspectives of adoleacest
survivors.

Research Question 4. How do adolescent survivors of childhood cancer perceive

their school reintegration experience?

Three themes were associated with research question four including “gokng ba
to school provided a sense of ‘normalcy”, “here is what | was anticipatingebgfang
back to school”, and “taking a matter of fact approach to going to school.” Resgadl
whether or not adolescents enjoyed attending school, they reported that gohmpto sc
was beneficial because it provided a sense of “normalcy” and the opportunity to be in a
social climate. They were able to get back into a daily routine and pasiaipage-
appropriate activities with a specific purpose. This finding contributes to istegx
literature base detailing the benefits of school attendance. There is esnaemsg
researchers that attending school provides pediatric cancer patients and switvar
sense of purpose and meaningful opportunities to participate in developmentally

appropriate activities (Cabat & Shafer, 2002; DuHamel et al., 1999; Katz et al., 1988;
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Lansky et al., 1983; Spinetta, 1982). Furthermore, research also has shown that
adolescent cancer patients and survivors perceive school attendance as aingrmali
experience in the midst of unpredictability and uncertainty (Bessell, 200550814995;
Haase & Rostad, 1994; Katz & Madan-Swain, 2006).

Interestingly, some adolescents in the current study were given the option to
discontinue school attendance due to their intense treatment regimes. haef t
adolescents decided (a few with assistance from their caregivers) geengame level
of academic work across home and hospital settings. A few of these adolescents
commented that at the time they did not readily see the benefits of continuing to do
school work but retrospectively perceived a variety of positive outcomes sheings
academically on par with peers upon their return to the school setting and having
something to keep them busy. Those adolescents who attended school throughout
treatment looked forward to the social aspects of going to school because it kejot them
the loop and allowed them to return to a familiar and supportive environment. In general,
attending school and completing schoolwork provided these adolescents with the
opportunity to continue to live their lives and accomplish important developmental tasks.

Those adolescents who did not physically attend school during treatment
expressed a variety of anticipatory thoughts and mixed feelings prior todhedol se-
entry. The nature of these thoughts and feelings were related to cancer andagon-ca
related topics as well as their specific academic re-entry points. Adotssexpressed
cancer-related concerns such as being able to readjust to school routines, keejtimg up w
academic work, and dealing with peer reactions to physical side effeé¢sv A

adolescents also shared non-cancer related concerns such as their aoijigttto the
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differences between middle and high school. Despite these specific coreemsrall
sentiment expressed by these adolescents was excitement and happibessto re
school. One adolescent even shared that he was excited to experience middlgeschool li
for the first time.

Previous research has also found that pediatric cancer patients and survivors have
anticipatory school re-entry concerns related to their academic perfearaadc
readiness, keeping up with academic demands, and others’ reactions to changes in the
physical appearance (McCarthy et al., 1998; Searle et al., 2003). Notablyyonly t
studies were found that examined the anticipatory thoughts and concerns prior to school
re-entry. This is surprising given the numerous calls for preventative tipeoachool
reintegration planning and programming for pediatric cancer patients and ssi\atz
et al., 1988). For example, one adolescent in this study had a party prior to her school re-
entry with family, friends, and school staff in attendance. Party atteadked her
guestions and expressed their excitement that she would be returning to school. This
experience helped to ease her concerns and feelings of uncertainty pricadtuber
school re-entry. Furthermore, the type of school reintegration circumseagce (
attending school during treatment versus reintegrating after a prolonged absence
appeared to play a role in the report of these anticipatory thoughts and feelings.
Adolescents in the current study who attended school throughout treatment did not
express specific anticipatory thoughts or feelings but rather tended toofotius idea
that school attendance would provide a sense of “normalcy.” Some of the adolescents

also were concerned and/or curious about certain aspects of school reintegrati@nehat
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not directly related to cancer (e.g., what is it like going from having onkegeac
elementary school to a group of teachers in middle school?).

Overall, anticipatory thoughts and feelings expressed by the adolescdmss in t
study were not necessarily negative in nature and did not appear to elicicargnif
anxiety or distress. Woodgate (2000) suggested that the presence of uncomfortable
thoughts and/or feelings does not necessarily imply significant distrégfarlties. In
fact, it may be a healthy and necessary part of the adjustment process tbatc
provide an opportunity to acquire practice in managing uncomfortable situations and
emotions.

In general, adolescents in the current study took a matter of fact approach to
school reintegration despite facing academic and social challengbsudt they
acknowledged that going back to school represented a change in their lives, tlitg major
of them did not have a specific plan of action to re-enter the school setting. Thel tende
to focus on fitting in, hanging out with their peers, and returning to a general sense of
“normalcy” at school. This finding suggests that the adolescents approached school
reintegration and the shift from off-treatment to post-treatment inaginvays.

Interestingly, adolescents also differed in the perceived amount of time iterokd
readjust and feel comfortable at school. It appeared that adolescents had unique
perceptions and criteria that they used to determine when school was back to “normal.”

To date, no research studies were found that specifically examined adolescent
cancer patients’ and survivors’ approach to re-entering the school settingvéptle
disability-stress-coping model for pediatric adjustment to chronic dinesy be useful in

contemplating this particular finding (Varni & Wallender, 1988). Central componénts
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this model include risk and resistance factors. Risk factors include distase-r
conditions (e.g., diagnosis, severity of treatment), level of functional independedce, a
psychosocial stressors (e.g., daily struggles, interpersonal problenssjtaRee factors
include intrapersonal (e.g., temperament, problem-solving skills), sociologicféenily
and peer support), and stress-processing (e.g., cognitive appraisal, copagiesirat
factors.

Katz and Madan-Swain (2006) extended this model to reflect the experiences of
pediatric cancer patients and survivors and suggested that school and social pratlems c
be best understood through this framework. The authors indicated that minimizing risk
factors while developing and fostering resistance factors can help to intheosehool
and social experiences of pediatric cancer patients and survivors. StiGESs{IQ
factors are of particular interest to this discussion. Perceived stidsiried as an
individual's cognitive appraisal of stress surrounding a situation or eventr{isaZa
Folkman, 1984 Varni & Wallender, 1988). This concept is rooted in the meaning that an
individual assigns to the situation as well as their perception of the manageabili
unmanageability of that situation. Research has shown that childhood cancer survivors
who perceived higher stress regarding their cancer and treatment hadethcreas
psychological distress and lower self-esteem (Varni et al., 1894 plausible that the
adolescents in the present study perceived school reintegration as eetefalsind
more manageable situation. This type of cognitive appraisal, in addition to thecgerese
of coping strategies (e.g., taking one day at a time), school reintegration qepport
effective tutoring, peer contact prior to reintegration), and demographic tghastacs

(e.g., age, socio-economic status) are all possible factors that mayohévieuted to
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these adolescents’ positive school adjustment. Overall, this model may baruseful
further illuminating the school reintegration experiences, perceptions, and dgsadc
adolescent cancer patients and survivors.

Research Question 5: What are the challenges faced by adolescent survivors of

childhood cancer during school reintegration?

Themes related to research question five included “disruption of my school life,”
“my academic concerns”, and “my social life concerns.” All of the adetgsan the
study experienced some level of disruption in their school life due to the demands
associated with cancer and treatment. The level of disruption varied amongeslesc
depending upon their specific diagnosis and treatment regime. The demands of cancer
and treatment impeded these adolescents’ ability to regularly attend school and
participate in school routines, which made it difficult for them to maintain involvement
age-appropriate activities and tasks. Adolescents continued to experierfeegnterin
their school life even after treatment was completed as they had to attemdupl
appointments, undergo scans and other hospital-based procedures, and manage
unexpected illnesses. This disruption in school attendance and routines has been
documented in the research literature (Larcombe et al., 1990; Prevatt et al., 2000; Upton
& Eiser, 2006). Research has shown that absences are one of the biggest problems
during the year after diagnosis but generally decrease with time atgrogdis (Rynard
et al., 1998). The school attendance of adolescents in the current study generally
improved over time secondary to receiving less intensive or time consumimgenést
(e.q., hospital-based chemotherapy to maintenance therapy at home) andicoroplet

treatment. Additionally, other studies have shown that children and adolescents with
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certain types of cancer and treatments, such as CNS tumors and bone naasplarits
(BMT), have a greater number of absences than other cancer patiemat{&an
Gartstein, Short, & Noll, 1998; Vannatta et al., 1998). This finding highlights the
importance of type of diagnosis and treatment received as it can result inevaciabol
attendance and subsequent outcomes.

Unpredictable school attendance also contributed to a variety of academic
challenges across home, hospital, and school settings for adolescents in titesprdge
Academic concerns included falling behind/catching up with work, maintaining
motivation to do work, and readjusting to school demands and routines. Notably,
adolescents varied in their degree of academic motivation while on treatmesé The
academic-related challenges have been documented in the literaaggo(t;11995;
McCarthy et al., 1998). No research was found that specifically cited lagk of
difficulties maintaining motivation to complete school work among adolescec¢ican
patients and survivors. However, Shaw and McCabe (2007) indicated that children and
adolescents with chronic illness may experience decreased acadaaation as a
result of multiple factors such a poor prognosis, treatment side effects, and othe
mediating factors (e.g., poverty). The authors noted that limited researekamaisied
predictors of academic motivation among chronically ill children and adolescent
populations.

A few interesting findings emerged related to readjustment to school demands and
routines. Adolescents reported varying lengths of time (i.e., a couple daysan &t
were needed to re-adjust to school. Many factors could have contributed to timig findi

including time physically away from the school setting, individual coping stestegnd
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peer/teacher support at school. Additionally, one adolescent indicated that the grade one
leaves and re-enters school can impact adjustment to school routines and demands. This
is an important variable to consider given the different demands and expectations tha
correspond with various grade levels (Waber et al., 2003).

In addition to academic challenges, the literature has shown that some pediatric
cancer populations may experience more severe academic limitations sgtondar
diagnosis and treatment. There is an extensive body of research on the metivecog
deficits seen in patients diagnosed and treated for leukemia, and in particular A
(Raymond-Speden et al., 2000; Upton & Eiser, 2006). Deficits have been observed in
short-term memory, visual memory, auditory memory, attention, concentration,
sequencing tasks, and non-verbal skills (Brown et al., 1998; Butler & Haser, 2006;
Langer et al., 2002; Peckham et al., 1988). Five adolescents in the current study were
diagnosed with leukemia (i.e., two with AML, three with ALL). Notably, one adolescent
who was diagnosed with AML, reported experiencing “chemo brain” aftentest
completion. Chemo brain is a phenomenon believed to reflect deficits in memory,
attention, and other cognitive functions (Staat & Segatore, 2005). This adolescent
reported some changes in memory function that impacted his ability to pedadam
academic tasks such as memorizing information for quizzes and tests. However, he
explained that chemo brain did not significantly impact his overall academicdioimci
and performance. He indicated that his memory function has improved over time.

This particular adolescent and another adolescent diagnosed with ALL shared
their experiences undergoing neuropsychological evaluations post-treatment. The

indicated that they performed well on these tests and did not perceive any Idistitsy e
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of chemotherapy on their academic functioning or performance. Researchsalso ha
shown that not all pediatric cancer patients and survivors experience adverse
neurocognitive deficits secondary to cancer and treatment; however, it shouldde note
that the presence of such deficits and subsequent delays in academinifugpctiay not

be seen until years later (Bessell, 2001; Peckham et al., 1988). Overall, théyrojori
adolescents in the current study faced a variety of academic challdungey treatment
and post-treatment. Notably, adolescents were often times able to adapt and, in some
cases, implemented academic compensation strategies such as adoptayséov
memorize material, staying afterschool to complete work, and meeting tedclzer to

gain better understanding of academic content. Adolescent cancer patientsactseeof
coping strategies in the school setting also has been documented in the literature
(Glasson, 1995).

Adolescents in the current study also were required to address peer-related
situations during school re-entry such as answering questions, adjusting to peer
awkwardness/discomfort, and managing peer reactions to their physicdfantie erhe
majority of adolescents were able to effectively cope with theserplaged situations
and even utilized additional social support from peers and school staff. Notably, many
adolescents were able to take the perspective of their peers and exanessed
understanding of why their peers may have displayed these behaviors at school.

There is a sizable body of research on the school-based social experiences of
pediatric cancer patients and survivors. The results of this current study laganmeat
with previous research that has shown social concerns experienced by peathagic c

patients and survivors are generally those that require adjustment and do notihecessar
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cause significant social disruption or impairment. Examples of social cenegrorted
by adolescent cancer survivors in the research literature include cogmigodit image
and hair loss during school re-entry, peer reactions to physical chaetgegfintrusive
guestions from peers, drawing unwanted attention from peers, and inability ttppéeti
in extracurricular activities (Glasson, 1995; McCaffrey, 2006; Pendldy, 4987;
Wallace et al., 2007). Furthermore, adolescent cancer patients and surgwdrava
been found to experience minimal distress during school re-entry and in some cases
believed they received more support from school staff and peers than prior to their
diagnosis (Searle et al., 2003). Other research has shown that adolescents may
experience increased loneliness, social anxiety, and concerns with body imag@eve
(Pendley et al., 1997). The results of the present study do not appear to support this
particular finding as adolescents’ worry and uncertainty about their scfeos¢é&med to
decrease over time with improvement in treatment residuals and re-engageswhool
activities and roles (e.g., hair re-growth, more regular school attendana@ngegports
team). Notably, one adolescent in the study described how she had a difficult time
relating to peers at school. As a result of her cancer experience, tluslpaadolescent
felt that she was more mature than her peers and could no longer relate to them becaus
she had a different outlook on life. This particular social concern has been documented
in the literature (Labay et al., 2004).

Developmental level also has been found to play a role in the type of concerns
reported by pediatric cancer patients and survivors. For example, one study &dund th
individuals over the age of eight tended to worried about their physical appeanahce

body image, peers’ reactions to such changes, and whether they would stikptd
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(McCarthy et al. 1998). In a similar vein, the concerns described by adotescte
present study emphasized social comparison, desire for social acceptancetarm not
singled out, and physical appearance (in particular for the females in the study

Lastly, adolescents in the current study experienced limited sociakimearand
activity in and outside of the school setting. They reported varying degreesirmg “
socially out of the loop” based on their treatment regime, side effects, &idsated
restrictions (e.g., not wanting to go out with friends in public due to physical appepara
However, the majority of adolescents did not report long-term negative consexjaénce
being isolated or unsocial. Social isolation among pediatric cancer patientsaadrs
also has been documented in the empirical literature (Glasson, 1995; Haased Rosta
1994; Searle et al., 2003). Collectively, the adolescents in this study experienced
disruption in their school routines and were also required to face academic ahd socia
challenges throughout the school reintegration process. Adolescents adjusted to the
challenges and established more regular school routines over time. Someeatoles
employed compensatory strategies in an effort to actively addresad¢hdemic and
social concerns. The findings related to this research question corroborate previous
research examining school re-entry challenges among adolescentpatiergs and
survivors.

Research Question 6: What are the beliefs of adolescent survivors of childhood

cancer about the supports and/or services that were or would be beneficial during
school reintegration?
Four themes were associated with research question six including “my academ

support”, “my social support”, “these are the accommodations and modifications the
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school provided to me”, and “my advice on how to navigate school reintegration.”
Adolescents in the current study received many different types of acasigopiort
during treatment as well as after treatment completion. Teachers, faantpers, and
peers provided academic support across home, hospital, and school settings. Teachers
were a primary source of academic assistance in and outside of the stimapl se
Teacher academic support varied in terms of frequency but was generedliyeeras
helpful. Notably, some caregivers took on the responsibility of teaching and/or helping
explain academic content and also attempted to increase their child’s matieati
complete academic work. Academic information and instruction was comnaghicat
between teachers and adolescents through various modes such as email, written
instruction/notes, videotaping, and the Internet. Technology-based modes sucH,as emai
video, and on-line learning all appeared to be beneficial and interactive ways to
communicate, learn, and/or engage in social experiences with fellomnalass One
adolescent took an on-line course during treatment and discovered that thexgoslds a
of learning beyond the walls of her classroom. She was able to take more control over
her learning and academic life. Even after she completed treatment, shaexbtu
enroll in online classes because her school did not offer the courses she neededyto be ful
prepared to enter college. She also introduced her friends to online learning and they t
have taken classes to supplement their school experience.

In regard to these findings, technological advances and the rise of globhl socia
networking have made it possible for pediatric cancer patients and survivagatgeen
meaningful, interactive social and learning opportunities. Katz and Madan-Swain (2006)

suggested that web-based resources and tools can be used to augment
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homebound/hospital-based instruction. To date, no research has specificallysgkami
the use of technology to create meaningful, interactive academic leappogunities
for pediatric cancer patients and survivors.

Tutoring was another common type of academic support provided across home
and hospital-based settings to the adolescents in this study. Home-basedwasring
provided by school teachers, family acquaintances, and homebound teachers. Hospital-
based academic instruction and/or assistance was provided by assigned uttoiag T
services were highly variable in terms of frequency of receipt and pestapinadity.

These adolescents reported more concerns with hospital-based instruction than
homebound services. In fact, the majority of adolescents who received homebound
tutoring perceived it as helpful. It should be noted that these particular tutors provided
frequent, individualized services and were perceived as highly competent. Those tut
(whether home or hospital-based) that were deemed less helpful tended to not be
knowledgeable about the subject matter and/or provided only non-academic assistance
(e.g., transporting work, supervision). Interestingly, some adolescentdiedeptissible
reasons for the lack of appropriate tutoring services. For example, one adolesce
explained that it was most likely difficult for his tutor to be knowledgeabld in al
kindergarten through 2grade subject matter. These adolescents were able to extend
their thoughts beyond whether their tutors were just “good” or “bad” and assessapotent
reasons for their less than optimal tutoring experiences. Another notable fireing w
that, in some cases, adolescents were not provided adequate services becauas there w

no qualified tutor who could teach high school content. Consequently, these adolescents
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reported engaging in a great deal of self-teaching to compensatesflacthof
instructional support.

Research has documented that children and adolescents with cancer enroll in
homebound and hospital-based programs in an effort to continue school (Glasson, 1995;
McCaffrey, 2006; Searle et al., 2003). Although there is very limited researcharethe
of homebound and hospital-based instruction, a few studies have shown that adolescent
cancer patients perceived homebound services as ineffective and less fukasing
compared to instruction received in hospital and community settings (Bessell, 2001;
Searle et al., 2003). Furthermore, adolescents in these studies also have tegorted t
homebound services did not adequately prepare them for school re-entry. Rdsearch a
has demonstrated that adolescents who received hospital-based instruction were
concerned whether they would be academically prepared to return to their Serarte (
et al., 2003).

Homebound programs have been described as inflexible and fraught with
administrative challenges resulting in inadequate service deliveryltioeshand
adolescents (Shaw & McCabe, 2007). Numerous limitations of homebound instruction
have been identified in the literature such as lack of quality instruction,dtieéfe
communication between parties (e.g., hospital, school, family, tutor), Intteeailocated
to actual instruction, inadequate educational materials, limited trainingatfees, poor
match to instruction provided in the classroom, lack of opportunities to interact and
benefit from classroom-based social learning, and high costs incurred to caynmuni
school systems (Bessell, 2001; Gorin & McAuliffe, 2008; Searle et al., 2003; Shaw &

McCabe, 2007). An additional barrier to quality instruction is that school distrigtsnvar
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the number of hours of homebound instruction they will allocate to medically ill ssudent
(Katz & Madan-Swain, 2006). Adolescents who receive inadequate home or hospital
based instruction and/or support and do not have other types of academic support in place
would most likely be at greater risk for school reintegration difficult@snversely, the
majority of adolescents in the current study received a great deal ofracadgport
from family members, teachers, and school personnel which may have supplemented and
even compensated for lack of quality instruction received in home and hospital settings.
Overall, there is a dearth of research on the type, quality, and effessveingospital
and homebound services received by pediatric cancer patients and surviveed ,(Bes
2001; Gorin & McAuliffe, 2008).

The majority of adolescents in the current study also received a great deal
social support from teachers, other school personnel, and peers. These sources of support
helped these adolescents feel increasingly comfortable and readjust toreakinek.
These findings are consistent with the literature showing that children andcahdte
receive and value social support from a wide variety of sources in and outside of the
school setting (Haase & Rostad, 1994; Woodgate 2000). Specifically, research has
shown that adolescents perceive teachers as helpful sources of social supmprt duri
school reintegration but find that they are unable to relate and understand the ionglicat
of cancer in the school setting (Baskin et al., 1983; Chekryn, et. al., 1987; Greene, 1975;
Glasson, 1995). Adolescents in the present study generally described theirseac
helpful and understanding with a few cases of teachers being inflexibletorgtb@m
different than other students. It was important for teachers to treatith@escents

“normally” while also being there to provide support when necessary. Other school
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personnel also were cited as providing social support. Interestingly,ohdrgse
interactions were deemed positive and helpful because they involved discussion about
non-cancer related topics. Again, this may reflect these adolescents'tddsek

“normal” and could have provided necessary reminders that not everything inféheir li
has been consumed by cancer.

Healthy peers also have been cited in the literature as an important source of
support for adolescent cancer patients and survivors (Glasson, 1995; Haase & Rostad,
1994; Ritchie, 2001; Suzuki & Kato, 2003). Adolescents in the present study perceived
friends as consistent sources of support who they could go to for help and/or protection in
distressing situations. A few adolescents specifically said that theynmeatto seek out
help from their friends at school as opposed to school personnel. One adolescent did not
have a positive social experience upon her return to school after her diagnosis. As
previously described, she was diagnosed at the beginning of ninth grade and did not have
an opportunity to establish friendships. Sporadic school attendance during treatment
exacerbated this concern. She shared that her classmates offered to help her wi
schoolwork. However, they were not there for her when she returned to school from a
prolonged absence. This particular social experience also has been document in the
literature (Enskar et al., 1997). Overall, the majority of adolescents inutis\sere
able to return back to the school setting and reintegrate with their friends. They
perceived them as important sources of social support during school reintegration.

Additionally, adolescents in the current study reported that they receiveiy var
of school accommodations and/or modifications to assist in their school reimtegnadi

facilitate positive academic and social experiences. The majoritysa #dumlescents
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utilized these supports and found them to be beneficial. The receipt of school-based
accommodations and/or modifications also has been cited in the researalrditerat
(Searle et al., 2003). However, no studies were found that described the nature of
accommodations and/or modifications, their perceived usefulness, or impact on school-
related outcomes. Accommodations and modifications have been a component of school
reintegration programs but not systematically evaluated to determing fattitate the
school reintegration process. Lastly, adolescents in the present study provideda
how to successfully navigate school re-entry. Advice was related to persaigirac,
and social-emotional topics that could be utilized prior to and during school reirgegrati
Again, no research was found that described advice given by pediatric cancer survivor
regarding how to successfully manage and cope with school re-entry.

Two additional themes, “pre-existing factors” and “outcome indicators of a
healthy/unhealthy transition process,” also were yielded from therd#ta current
study. Pre-existing factors that were identified in the adolescéotgsincluded pre-
established school staff and student relationships, pre-existing peer suppork(gtwor
and pre-morbid personality/attitude. These factors were mostly protectature and
appeared to play a role in facilitating positive “transition” experientiamay seem
intuitive that pre-existing factors such as these could potentially medeaasition
outcomes. However, this assumption is premature especially since resdhrstarea
has been inconsistent. For example, the role of pre-existing familial (eentada
psychological distress, maternal coping) and demographic variables (eogcencmic
status, age) in predicting psychological outcomes has yielded mixed fir{Bisgs, Hill,

& Vance, 2000). There also is a dearth of research that has examined whether
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psychological outcomes differ according to type of diagnosis. Furthermang, ma
research studies study have included heterogeneous samples, which makeslittdiffi
make any consistent empirical observations according to diagnosis. Although the
identification of pre-existing factors was found in the present study, no clkar li
between such a factors and outcomes have been discerned in the literature to date.
Additionally, healthy and unhealthy outcome indicators were identified related t
academic functioning, family and peer relationships, and personality/outlooleon lif
These outcomes are most likely the result of the interplay among multipesfacth
internal and external to the adolescent. No studies were found that speafeaiiyned
outcome indicators associated with transition processes in pediatric oncologyevetow
healthy outcomes found among pediatric cancer survivors have included a greater
appreciation for life, greater optimism, posttraumatic growth, increatfeesseem, and
modified views of the self and the world (Barakat et al., 2006; Brennan, 2001; Eiser et
al., 2000; Hollen, Hobbie, Finley, & Hiebert, 2001; Nelson et al., 2004; Woodgate,
1999). Conversely, unhealthy outcomes found among this population after treatment
completion include long-term enduring worry and distress about the future, lowlesfleve
educational attainment, and posttraumatic stress symptoms (Bleyer, 2002; Halbbie e
2000; Kazak et al., 2001; Mitby et al., 2003). A notable observation in the current study
included one adolescent’s observation that cancer can have a long-term negstote im
on life that may not be readily seen or observed by outsiders. These hidden losses of
cancer are important to consider as not all outcome indicators may be observéige. It t

becomes important to assess what not only has been gained, but what may have been lost
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through the eyes of the adolescent as it appears that some adolescentsshaglpe a
aware of this loss.
Comparison between Findings and the Conceptual Framework

Wilkins and Woodgate (2006) developed a conceptual framework to describe the
transition experiences of siblings of children with cancer. This framewaskused in
the current study to guide development of research and interview questions hevise t
interview guide, and inform the data collection and analysis process. Thevoakn
included the following components: (a) antecedents to transitions; (b) key atrdvut
characteristics of a transition; (c) consequences related to a heaftbiyion process;
and (d) consequences related to an unhealthy transition process. Each of these
components will be discussed in relation to the findings of the study.

Antecedents to transitiong.he completion of treatment was identified as a
health-illness antecedent event in this study. Although this event unfoldecdeemtiff
times under various conditions for each adolescent, it was generally perceivatbas a
of their life that was ending and completed. Despite adolescents’ knowledgartbet
would still impact their lives after treatment, completing treatmestagasidered an
observable change in their life. Adolescents were aware that they would nodenge
required to do certain tasks and procedures due to removal of treatment. Additionally,
some adolescents experienced situational events in tandem with treatmeetioompl
such as starting high school or middle school. The presence of multiple antecedent
appeared to add an additional layer or complexity and helped to further define the

“transition” process. The use of this conceptual framework component forced the Pl to
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look beyond treatment-related variables to address other types of situatiecabants
that may have played a role in these “transition” experiences.

Key attributes of a transitionKey attributes of a transition including movement,
disequilibrium, and individual perception were present in the adolescents’ personal
accounts of their school reintegration and shift from off-treatment to posteetat
experiences. Adolescents perceinmeavemenas they finished treatment and started to
purse the goal of returning to “normal.” Another example of movement included
returning to school part-time or full-time. As adolescents moved through these
“transitions”, they experienced a statededfequilibrium Sources of disequilibrium
present in the stories of the adolescents included feelings of uncertaintyrebiutite,
fear of relapse, and continued presence of treatment residuals or disruptiovitiasact
and/or roles (e.g., signs). Even in the face of these challenges, adolesp@msed to
move on with their lives and strived to achieve “normalcy.” Notably, the degree of
disequilibrium experienced by adolescents was variable and appeared todaetoelat
factors such as type of diagnosis, intensity of treatment regime, andygpeesistence
of treatment residuals. The individual perception attribute was a hallmdris study.
The goal of this study was to listen to the unique perspectives and experieraxds of e
adolescent in order to answer the research questions and in turn gain a greater
understanding of these “transition” experiences. Each adolescent shared their
perspective, assigned meaning to their experience, and was able tooreflee impact
(or lack thereof) that cancer had on their lives.

Conversely, adolescents did not necessarily identify the shift from off-eaatm

to post-treatment and school reintegration peoaess. Rather, the majority of
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adolescents focused on getting back to “normal” and observed signs or indicators along
the way that life was heading in that direction. Some adolescents even hailpliskes
signs or indicators that they were looking for which would let them know thewdige
returning back to “normal” (e.g., hair completely grew back, going backtmbc
These adolescents appeared to look out for these signs which may have taken the focus
away from perceiving these times as processes. Although adolescents did@ige@er
process per se, the passage of some amount of time was present in manytofideeir s
For example, some adolescents said that they regained a sense of “nortnstbgbl
within approximately six months to a year. Despite this observation, the pensepfi
the adolescents themselves are honored. It also should be noted that one adolescent did
not perceive that cancer and treatment significantly impacted hefitigitherefore, she
did not have a great deal of readjustment post-treatment. In this case, theemtovem
disequilibrium, and process attributes would likely be represented on a sroaléer Or
a follow-up investigation may reveal that this particular framework is a pdor this
type of post-treatment experience.

Consequences related to healthy and unhealthy transition procédses.
presence of process and outcome indicators became apparent over the course of data
collection and analysis. The emergence of these concepts was not immeelgizdy r
during preliminary review of the data and began to more fully develop over the course of
the immersion/crystallization (I/C) process as well as ongoing discuisstween the Pl
and peer coder. Process indicators were conceptualized somewhat diffartely
current study. They were defined as observable, concrete signs that prosatetketo

adolescents about their progress or lack thereof in returning to “normalcy.”y@neft
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sign or indicator was the presence, improvement, or absence of treatmentgesidua
These signs were physical, psychological, and situational in nature. Table 3 provide
examples of different types of signs that suggested “I am on my way back taltianm

“l am not quite back to ‘normal’ yet.” Please note that physical and psychologymoma
are grouped together (e.g., complete hair re-growth signaled improvenpdrysical
appearance while increasing self-confidence). Other signs werdyabtasgied in nature
and served as an additional source of information to adolescents about their progress
toward achieving a “normal” life. These activity-based signs, fa@titay the
improvement or absence of treatment residuals, yielded important informiadionret
only their progress toward “normalcy” but also how they were engaging and/or
participating in age-appropriate roles and activities compared to thes: pEsble 4
provides examples of activity-based signs.

Regarding process indicators, the term “consequences of unhealthy and healthy
transitions” has been replaced with “on my way to normal” and “not quite back to normal
yet.” This change was made because process signs/indicators appeareibto more
as information and feedback on the progression to “normalcy” rather than whether or not
the transition process is healthy or unhealthy in nature. For example, arcextoleso
is unable to fully participate in extracurricular activities due to the presartceatment
residual (e.g., fatigue, decreased stamina) does not necessarilya efgative or
unhealthy situation as there may be many factors that are out of her contr@fofiéher
the aforementioned terms appeared to fit the data more appropriately than theske offe

in the original conceptual framework.
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Table 2

Presence, Improvement, and Absence of Treatment Residual Signs

On my way to “normal”

Improvement (1) or

Absence (A) in Treatment

Residuals

Not quite back to

Continued Presence (CP)
Treatment Residuals

“normal” yet

e Regaining strength

Port (CP)

Physical/Psychological and stamina (1)
Post-treatment
e Increased comfort fatigue (CP)
with attending
follow-up Comprised immune
appointments (1) function (CP)
grown back (A)
e Port removal (A)
e Decrease in Attending follow-up
Situational frequency and appointments/scans

length of follow-up
appointments and
scans (1)

procedures that
interfere with schoo
attendance (CP)
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Table 3

Activity-based Signs

On my way to “normal”

Facilitated by the
Improvement (1) or
Absence (A) in Treatment
Residuals

Not quite back to
“normal” yet

Facilitated by the
Continued Presence (CP)
Treatment Residuals

e Partial or complete

e No or restricted

Activities participation in participation in
extracurricular extracurricular
activities activities

e Return to previous e Disruption of school
academic attendance
performance secondary to

appointments,
procedures, or
physical status

e Rejoining place in e Physical side effects

Roles peer group at schoal| impact desire to

and/or community

e Regain family
structure and
functioning

hang out with
friends

e Feeling out of the
loop with family’s
schedule and routin

D

D

Additionally, outcome indicators were identified in some of the adolescents’

stories. At the onset of the study, the PI did not specifically develop researtibregies

or interview guide content with the goal of acquiring information on this partiasfzect

of the conceptual framework. However, the Pl and peer coder started to idemiifyy ce
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outcomes that had been reported by adolescents. In this particular case,ghe term
“consequences of healthy and unhealthy transitions” appeared to be an appiibpriate f
given the findings. Adolescents reported healthy and unhealthy outcomes #at wer
related to academic functioning, family and peer relationships, and persondbtkoun
life. These outcome indicators reflected long-term, lasting effectsxoécand
treatment. Although the terms “healthy” and “unhealthy” are deemed amimrialso
should be noted that these outcomes reported by adolescents are just one facet of their
overall “transition” experiences. One “unhealthy” outcome indicator does not timsta
the entire “transition” process was necessarily poor or unsuccessful.
Revised Conceptual Framework

A graphic illustration was created to assist in summarizing the crossutalysis
as well as to expand on the conceptual framework utilized in this study (see Bigur
(Miles & Huberman, 1994; Stake, 2005). Pre-existing factors and cancedrelate
variables are presented first in this illustration because of their poteviarching
impact on the school reintegration and shift from off-treatment to post-taitm
experience. Throughout the adolescents’ stories, these factors seemed to have a
noticeable role in shaping their “transition” experiences. Pre-existotgrs found in the
study included pre-established school staff and student relationships, pnegepestr
support network(s), and pre-morbid personality/attitude. These were protectors fa
most cases that appeared to set the stage for more favorable school reantagdashift
from off-treatment to post-treatment experiences. Conversely, a few@adkebhad pre-
existing circumstances that may have placed them at risk for lessi@vtiransition”

experiences.
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Figure 3. Revised Conceptual Framework
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Cancer-related variables included type of diagnosis, treatment rag@me\fration,
intensity), side effects, and timing of diagnosis (i.e., age/grade at diagimosisf the
school year that diagnosis was received). The line shown in this illustratiokges

the path or journey back to “normalcy” that adolescents embarked upon afteetreatm
completion. The rate of progress toward achieving “normalcy” and regainimgea cie
control varied among the adolescents in this study. The slope of these lines is not
uniform and varies considerably based on each adolescent’s unique signs/indicators,
meaning and significance assigned to those signs (e.g., hair re-growth viest@ne for
some but not for others), and perception of “normalcy.” For example, adolescents
reported varying amounts of time it took them to feel comfortable at school. These
perceptions of time reflect such variability and would likely impact the appeauc the
line in this illustration.

Next, the line begins with the antecedent events of completing treatment and/or
returning back to school. Adolescents acknowledged that cancer would continue to
impact their lives but their main focus was on moving forward with life and regutain
“normalcy.” Dots along the line represent the unique signs/indicators that we
experienced by each adolescent. Treatment residuals and return to sictlese
(facilitated by the improvement or absence of treatment residuals)dnedtas
signs/indicators that appeared to play a role in the movement or progression of a
adolescent’s return to “normalcy.” Perhaps more importantly, these gigearad to
provide information and feedback to the adolescents about their progress (i.e., “l am on
my way back to “normal”) or lack thereof in returning to “normalcy” (i.e.,fl @ot quite

back to “normal” yet). The status of treatment residuals (i.e., presence, inertyer

251



absence) facilitated the movement on the line. It appeared that for theseadsles
progress, or becoming closer to “normalcy” and regaining control, occurrecimseng
residuals gradually improved or completely went away.

Adolescents also experienced a variety of academic, social, and emotional
challenges during the shift from off-treatment to post-treatment and gefaelgration.
Adolescents did not necessarily perceive these concerns as challenggisdnuihings
that they had to deal with along the way to achieving a more “normal” lifalité&tacs
were identified that addressed these challenges as well as promoted micsiemg the
line, or path to “normalcy.” Facilitators included academic, social, and iatemnal
support as well as individual factors such as cognitive appraisal (e.g., novipgrteese
times as transitions or of significant change) and adopted coping stréeegies
avoidance of information, seeking out peers to provide support at school). Lastly,
outcome indicators were present in some of the adolescent’s storieshelpied to
describe their overall experiences after they completed the shift fremmeatinent to
post-treatment and school reintegration.

Limitations of the Study

There are several limitations to the current study that warrant discussien. O
type of limitation was the threat to descriptive validity. Descriptive uglidifers to the
accurate reporting of descriptive information (Johnson & Christenson, 2004; Maxwell,
1992). A limitation related to this type of validity included that the P1 was the onl
individual who collected data in the field. Therefore, it is possible that the Phavay
misperceived interactions, behavior, or events that occurred during the interviews

follow-up meetings, and document review. The Pl made every possible effortéssaddr
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this particular limitation throughout the research process. First, dependthg type of
data collected, data were either audio recorded (e.qg., interviews, folloveetpgs) or

typed in a Word document immediately after data collection (e.g., direct ohgervat
notes, document review, parent feedback) to increase the likelihood that the information
would be accurate and not fall prey to faulty recall of information. Furtherrina @I
frequently summarized information provided by the adolescents during interviews,
follow-up meetings, and document reviews and directly asked the adolestent if t
summary was accurate. This strategy assisted in minimizing misooication or
inaccurate interpretations of verbal content. Additionally, a qualified tigtisaist
transcribed the interviews and follow-up meetings and was instructed to itvarteem
verbatim to ensure that no information was lost or subject to someone’s else
determination of what words or other behaviors (e.g., prolonged pauses, repeating of
words) were relevant to include versus those that were not. The PI then follpviegd-
thoroughly reviewing all transcribed documents to assess accuracy and teureaieat
subtle elements of the conversation were captured in written form. Lastly) utilized

the follow-up meetings to help clarify any descriptive information thatquastionable

or not fully understood upon further examination of the data yielded from that particular
participant.

Another limitation includes the threat to interpretive validity. This type of
validity is defined as the degree to which the research accurately depiateaning of
the participants’ statements or stories (Johnson & Turner, 2003). This partipelaf ty
validity is important within a constructivist paradigm because there is an simpina

understanding and conveying participants’ perceptions, beliefs, views, and how they
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construct their reality (Patton, 2002). During this study, the PI's personeifishdliases,

and preconceived notions may have inadvertently influenced how the data were
interpreted and presented (Onwuegbuzie, 2002, 2003). Although it is recognized that all
bias cannot be eliminated from this study, the Pl took active steps to addrdsse#tisot

the validity. The Pl engaged in continually self-reflection and documentatibes# t
reflective exercises throughout the duration of the study. Reflectivesesebzgan prior

to the start of the study as a peer conducted an interview with the Pl to begin tise proce
of raising her awareness of her role in the research process and how belapaei of
beliefs, expectations, and biases may impact the study. After this imiéaliew, the Pl
continued to reflect on her thoughts, feelings, and behaviors and documented these
observations in a personal journal (Patton, 2002). Perhaps more importantly, the Pl
summarized the contents of her interview and journal in this document so that the reader
could be made aware of her role in the research process.

Additionally, follow-up meetings were used to conduct member checks with each
participant. The purpose of these meetings was to have adolescents verifyirthat the
perspectives were accurately and fairly represented as well as torcaoéiuracy in
demographic information. These follow-up meetings were beneficial as Hsenea the
potential for data reporting errors and/or misrepresentation of informationheffudre,
case summaries were developed so the PI could obtain a solid grasp on the individual
contributions of each case to the overall study. This within-case analysiatétthe
development of themes and assertions. Direct quotations also were used whemgresenti
the results of the study to allow the reader to experience the unique perspaictinge

adolescents first hand as well as to gain an accurate depiction of the Eagddgrmat
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of the adolescent’s responses. Lastly, peer review sessions were cbmaoctker to
gain another perspective and received feedback from those who were not directly
involved in the study or data analysis.

An additional limitation is the threat to theoretical validity. Theoretichdiira
refers to the degree to which an explanation of a phenomenon “fits” the data, as well
the researcher’s commitment to finding the best explanation (Johnson & Clemstens
2004). At the onset of the study, the Pl identified a conceptual framework to guide the
development of the research questions, create the interview guide, and inform the data
collection and analysis process. This conceptual framework was assessed thrtgghout
study for its continued validity and usefulness. The Pl also engaged in theory
triangulation and sought out other potential conceptual frameworks/theoriesrtoidete
if they helped to better explain the findings of this study (Patton, 2002). However, ther
is a chance that not all options were explored or that some that may have been miss
Based on the PI's review of the literature, it was determined that a mod#radviork
of the original was the most appropriate to communicate the findings to the aedder
other interested parties.

Additionally, another limitation is the threat to internal validity. Internal

validity, or credibility, refers to the degree to which the findings can be justifathson
& Christensen, 2004; Lincoln & Guba, 1985; Merrick, 1999). As previously noted, a
limitation associated with this type of validity is that the Pl was the owliyidual who
conducted data collection, analysis, and interpretation. Although peer reviewdns and t
participants were involved in the research process, the Pl was primapiysdde for

these aspects of the study. In addition to data recording, reflexivity, theogulation,
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member checking, and peer review strategies, the Pl also engaged in methods
triangulation in order to improve the creditability of the findings (Patton, 2002). The P
made a concerted effort to collect a variety of data including in-depth individual
interviews and follow-up meetings, notes taken during and after the intennews a
follow-up meetings, documents, parent feedback, and questionnaire data. Furthermore
the Pl compared these sources of data associated with each cas& forat@tsistency
across different types of data. Additionally, the PI identified cases(gjithaot fit the
observed themes in the data. These cases were highlighted in the resatigsécing
awareness to the reader and maintain the credibility of the findings. Theqaede
these cases was thought of as opportunities to refine themes and expand onrtlge existi
conceptual framework. Furthermore, possible explanations for these diffenarees
addressed. Lastly, an audit trail was left for a peer reviewer sodhé&l/tcace back the
findings to their original sources (Lincoln & Guba, 1985, Stake, 2005). This audit trail
included all collected data and a detailed description of the data analysdypesce
Another limitation of the study included the threat to external validity (Lmé&ol
Guba, 1985). External validity, or transferability, is the degree to which findamgbec
generalized to other populations, situations, or settings (Johnson & Christensen, 2004;
Maxwell & Loomis, 2004; Onwuegbuzie, 2003). This study investigated the experiences
of adolescent cancer survivors who lived in specific geographic locations. mpkesa
size was small, and there was no random selection of participants. Additionaky, thos
individuals who volunteered for the study may have differed in their beliefs, perceptions
and experiences as compared to those who decline to participate or were unable to be

reached by phone or email. Findings of the study may not be representative of the
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experiences of adolescent cancer survivors from different geographiohscand
backgrounds. To address this particular limitation, the PI provided a detailegbti@scr
of the methods used in this study so others can replicate procedures, if desired, and
readers can make better informed decisions about the generalizabilty of the stud
Despite these limitations, it is important to note that the primary goalilbfphe case
study research is to examine the cases, associated research questidmy@memon of
interest (i.e., quintain). An inherent limitation of all qualitative researteisbility to
generalize findings to other populations (Stake, 1994, 2005). Furthermore, theamresults
not meant to be generalizable to other populations but to show trends and convey
meaning of experience within the populations specifically selected foruthg st

A related limitation included the lack of cultural, ethnic, and socioeconomic
(SES) diversity in the sample. It is recognized that much of the researakulie on
cancer survivorship is conducted with European American populations (Aziz & Rowland
2002; Kagawa-Singer, 2000). Furthermore, cancer care and programming has
traditionally focused on this population and has even been described as a “Eurocentric
paradigm for cancer care” (LaTour, 2009, p. 28). An effort was made to recruit
adolescent cancer survivors from various different backgrounds. However, the final
sample did not reflect these attempts. For example, two ethnically diversscais
were close to completing the recruitment process but unfortunately expdraerelapse
prior to official enrollment in the study. Additionally, the majority of adadeds and
their families appeared to be from high to middle SES backgrounds. Thereforg, it wa
difficult to gain the perspectives of those adolescents and families froen 85

background whose experiences may have been different. Overall, a varatioos f
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contributed to the lack of diversity in the sample. The PI readily acknowledges thi
particular limitation and recognizes the implications it has on the overath§adi

Social desirability was an additional threat present in this study. Social
desirability bias is defined as “the tendency of individuals to deny souaradlgsirable
actions and behaviors and to admit socially desirable ones” (Chung & Monroe, 2003, p.
291). To help proactively address this concern, The Pl made a concerted effotteto crea
a non-judgmental and comfortable environment for adolescents to share their
perspectives. The Pl also stressed to adolescents that one of the main goals of the
research process was to listen and understand their unique experiences. Deaspite the
efforts, adolescents in this study may have described their experiencesiallst s
desirable manner or withheld information to create/maintain a positive ionagglook
during the interviews. Furthermore, adolescents may have felt the need twitigtbe
PI's summary of their interview during the follow-up meetings. In an eftiitess this
particular concern, the PI provided participants with the option to conduct the follow-up
meeting in-person or over the phone. Most of the adolescents chose to conduct the
follow-up meeting over the phone primarily for scheduling and convenience purposes.
Other adolescents specifically requested an in-person follow-up meetingédicay
preferred this more personal mode of communication.

Another limitation of this study included the recall bias. The adolescents in the
current study were asked to answer questions regarding their past exgseri€here is a
possibility of faulty recall of experiences, which could have skewed the data.wkie
ample time to reflect and answer questions and follow-up meetings toinésifiypation,

adolescents still may have reported inaccurate information. Of note, ddedyi®m
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the demographic and screener questionnaires was cross-checked with rexspitisl
and/or caregiver report to verify the accuracy of the information.

Lastly, the final limitation of this study included time constraints ith@acted
the data collection and preparation process. As previously noted, the receipt of
transcribed interviews and follow-up meetings from the transcriptionist dedayed
secondary to logistics and time management concerns. Therefore, the Pl wasy®t al
able to analyze transcribed documents soon after data collection. This may have
interfered with the cyclical process of the qualitative research praoddsmited the
ability of the PI to make timely modifications or changes to the interview guidel loas
the incoming data. To address this limitation, the Pl listened to audiotapes andupll
meetings as well as examined notes, documents, and questionnaires, whiath allowe
continued engagement in the research process. This enabled the Pl to make
modifications/changes to the interview guide and continue to assess whetheimng
data collected were addressing the research questions.
Suggestions for Future Research

The findings of this study contribute to the literature base on the transition from
off-treatment to post-treatment and school reintegration from the pergsectiv
adolescent cancer survivors. The qualitative research approach used rendéted-a ric
depth description and understanding of these transitions that can strengthen and add to
the small body of existing research. Due to the exploratory nature ofutlys Stere are
many future areas of research to be recommended. First, it would be impmrtant
continue investigating adolescent cancer survivors’ perceptions and approestiesal

reintegration and the shift from off-treatment to post-treatment in ordimtéomine if
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the results of this study can be replicated and whether these perspectivagaedo the
adolescent developmental stage. A developmental systems perspectitgdala
framework to adopt when examining transition experiences and, more spegcifiocally
cancer patients and survivors perceive, approach, and navigate transitionaglesyC
& Meadows, 2008). Second, it would be useful to investigate the role that type of cancer
diagnosis plays in the perception and trajectory of school reintegration and tlieoshift
off-treatment to post-treatment. Each diagnosis carries unique featurtesadnént
protocols, in addition to individual factors (e.g., type of side effects experienced), tha
could potentially yield qualitatively different transition experiences.

Third, an examination of the role that demographic, cancer-related, school-
related, and pre-existing protective and risk factors play in predicting timpead
healthy transition outcomes would be a valuable area of research. Anothetingeres
variable to investigate would be the role of prevention in facilitating healhgition
processes. For example, activities such as continued physical activity tteatment,
ongoing communication with peers, and continued engagement in academic activities
could feasibly promote a positive transition process and yield healthy outeditators
such as greater self-efficacy, personal growth, and continued hope forutee it
fourth potential area of research includes examining how other conceptual anddéleoret
frameworks can be utilized to expand our preliminary understanding of transition
experiences among pediatric cancer patients and survivors. For exampl@atioa of
the disability-stress-coping model and repressive style of adaptatiogptamc
conjunction with the results of this study and other published research may lead to the

development of a more accurate and meaningful understanding of the shift from off-
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treatment to post-treatment and school reintegration that can then be empestatl
across pediatric cancer populations.

Finally, it would be important to conduct research to develop meaningful ways to
assess and measure transition readiness, possible robust process indiatadrorel
healthy and unhealthy transition processes, and the impact of facilitatobséoca of)
on the transition process among pediatric cancer patients and survivors who make the
shift from off-treatment to post-treatment and reintegrate back into thelsgtong (Pai
& Schwartz, 2011). Furthermore, the use of health-related quality of life (HRQL)
measures to assess transition processes and the effectiveness afriedicsite and
interventions would be another interesting area of future research. These &d#arehe
directions will not only improve our understanding of transitions but also can lead to the
design and implementation of effective, empirically based transitianalptanning and
interventions.

Practical Implications

The findings yielded from the current study have practical implicatiohsspital
and school settings. Adolescents in this study had unique perspectives of the shift from
off-treatment to post-treatment and school reintegration. Health care and school
professionals can utilize this information to better understand and relate éo patients
and survivors at this developmental level. This particular finding illuminates the
importance of asking adolescent cancer patients and survivors to desgariba/the
viewpoints and perspectives in order to guide conversations and inform intervention
planning. Furthermore, it is critical to ascertain how developmental diffeseacross

early, middle, and late stage adolescence can influence the perception ottisterts.
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It also was found that the type of diagnosis and treatment regime impactecceyipar

of these transitions. This finding suggests that these cancer-relatddegnmeay play an
important role in the return to life after treatment as well as schowégeation. Health
care and school professionals should utilize this information to gain a more
comprehensive understanding of the adolescent’s cancer experiences and, more
specifically, how it may influence perceived and actual transition proceKsesviedge

of this information also would be useful when conducting assessment to develaptrelev
transition-related interventions.

Additionally, process indictors (e.g., presence, absence, improvement of treatment
residuals and activity-based signs) were identified among the adokEscamdition
descriptions. Process indicators can serve as potentially useful sofurdesmation for
hospital and school personnel. This information can be utilized to assess transition
progress, provide meaningful feedback and encouragement to adolescents, and increase
awareness of family members of the transition process. The use of eltypiecaed
transition measures also may be helpful in identifying robust process ordieat
assessing overall transition progress. For example, the identificaticdiadtors/signs
of a difficult transition process (e.g., worsening of physical treatnesiduals,
significant decline in academic performance, or psychological distasshform
intervention and guide transition care planning by professionals in their igedettls
with the goal of providing appropriate and timely transition planning and care.
Additionally, the identification of strengths and transition-related skalislze capitalized

upon and integrated into intervention planning.
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Adolescents in the current study also identified a variety of challengesaed
with the transition from off-treatment to post-treatment and school reintegrat
Although these challenges did not cause significant distress, thegsiilled in
discomfort and required adolescents to adapt and, in some cases, implement coping
strategies. Identification of these challenges can provide informationpaah@nd
school personnel on the potential sources of distress that adolescents may fgce durin
these specific transitions. Perhaps, more importantly, professionals laaspgal and
school settings can suggest interventions to promote active coping strategd®$s a
concerns prior to and during transitions. One potential challenge endorsed by those
adolescents who did not attend school during treatment included the presence of
anticipatory thoughts and feelings associated with school reintegratimoultl be
useful for health care and school professionals to be aware of potential angycipator
concerns and to determine their nature based on the type of school reintegration
circumstance (e.g., attend school during treatment versus reintegiféging prolonged
absence). Furthermore, it would be important to address these anticipatory tlaodghts
feelings in order to provide the necessary level of intervention to ease thigonans
process.

Additionally, the current study revealed that adolescents expressedyvaegds
for transition support and assistance. Again, this particular finding speaks to the
importance of gaining the adolescent’s perspective on their preferencexjtarfcy,
type, and intensity of transition support, planning, and care. Notably, adolescents
identified a variety of academic and social supports that facilitated rtduegition

experiences. Health care and school professionals can assist adolescenti$yingde
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potential sources of support and provide guidance on how to strategically utifiee the
supports to proactively manage and/or navigate transitions. Lastly, the adtdesc
shared advice on how to manage the shift from off-treatment to post-treatment@old sc
reintegration. This advice may be useful to share and disseminate to othempetiecés
and survivors across hospital and school settings in hopes of offering relevarilaelata
information that can assist in coping with these particular transitions. Qveead are
numerous practical implications that can be utilized to promote positive transition
experiences for adolescent cancer patients and survivors.

In addition to improving individual transition experiences, effective tramsiti
care and planning efforts have the potential to yield large-scale positie@magsuch as
prevention of secondary diseases, improved psychological adjustment, and grdiéger qua
of life. Targeted intervention and subsequent improvements in such areas have the
potential to reduce future health care costs. To illustrate, it is estirhatad 2008 the
annual costs of cancer were 228.1 billion dollars with direct medical costs at 9812, billi
cost of lost productivity due to illness at 18.8 billion, and cost of lost of productivity due
to premature death at 116.1 billion (American Cancer Society, 2009). Thereif®as) it
imperative goal to provide cost effective care and interventions. For exanipléely
that adolescent cancer patients and survivors will vary in their perceived aabnssd
for transitional support and intervention. As such, not every adolescent would need
intensive intervention, which is likely to be associated with high costs. Kazak (2006)
presented the three-tiered Pediatric Psychology Preventative Healththtddescribes
different levels of psychosocial risk. This model specifically addresgesets of

children/adolescents and families that may experience significargsdistnd require
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intervention. Levels of psychosocial risk that individuals and families miamptal
include universal (i.e., distressed but resilient), targeted (i.e., acutsdiatid presence
of psychosocial risk factors), and clinical (i.e., persistent/escaldittigss with multiple
psychosocial risk factors). Different types of supports and resourcescaeie
address concerns at each level. Those individuals and families at the targétedabr
psychosocial risk level are in need of targeted intervention. This model rodyeads
useful and cost-effective framework for the provision of transition care agrgention.
Conclusion

In closing, the findings of the current study revealed that adolescent cancer
survivors have unique perspectives of the shift from off-treatment to post-¢raaind
school reintegration; specific challenges associated with these timgsguaeeds for
transitional support; and a variety of transition-related support from individualssac
school, hospital, and community settings. Potential avenues of research wemsgediscus
that can expand the existing literature base and lead to a greater understanding of
transitions from the perspectives of adolescents. Practical implicalsonsere
delineated relative to the findings of the current study. These practidalatigns have
the potential to promote positive transition experiences for adolescent camneetspaid

survivors across hospital and school settings.
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Appendix A: Screener Questionnaire

Date:

Time:

Potential Participant Study ID #:

1. What is your date of birth?

2. Is English your primary language? Y N

3. Are you in foster care? Y N

4. What type of cancer were you diagnosed with?

5. At what age were you diagnosed with cancer?

6. When did you complete treatment?
(note: acquire specific month/year if possible so this information can be
incorporated into the interview session i.e., using a time frame to put the
transition from off-treatment to post-treatment in a context that adolescents can
relate to)

7. Has your doctor said that you are in remission (i.e., disappearance
of all signs of cancer in response to treatment)? Y N

8. Have you experienced a relapse (i.e., has your cancer returned or have
you been diagnosed with a new cancer since you completed treatment)? Y N
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Appendix A: (Continued)

9. Do you currently attend school? Y N

If YES where?

(note: ineligible if home schooled or attending virtual school on the Internet)

10.Do you receive any special education services at your school? Y N
If YES what type?

Assistive technology
Hearing/Vision
Instructional support
Mental health counseling
Occupational therapy
Physical therapy

School health services
Special transportation
Speech/Language services
Targeted academic/behavioral intervention
Other:

AT T S@meoooTy

(note: can be either in general or special education settings; IDEIA eligibility
categories include: autism, deaf-blindnemsotional disturbance, hearing
impairment, mental retardation, multiple disabilities, orthopedic impairment,
other health impairment, specific learning disability, speech or language
impairment, traumatic brain injury, visual impairment)
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Appendix B: Demographic Questionnaire

Date:

Participant Study ID #:

Directions:  Answer each question as best as you can.
You will not be asked to give your name.

1. Are you (circle one):

Male Female | do not identify with either male or female

2. How old are you?

3. What is your ethnicity (circle one)?

Hispanic

Not Hispanic

Prefer not to answer
| don’t know

apop

4. What is your race (circle one)?
American Indian/Alaskan Native
Asian/Pacific Islander

Black

White

Mixed

Other:

Prefer not to answer

| don’t know

S@moo0oTy

5. What kind(s) of treatment did you receive (you can circle more than one)?
a. Chemotherapy
b. Radiation
c. Surgery
d. Bone marrow transplant
e. Other:
f. 1don’t know
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Appendix B: (Continued)

6. Where did you receive cancer treatment?

7. What grade in school are you in this year?

8. Where did you go to school while you received treatniymi can circle
more than one)?

Public or private school

In the hospital

At home

Took classes on the internet (virtual school)

Other:

| don’t know

~P oo oTw

9. Where did you go to school after you completed treatrfyent can circle
more than one)?
a. Public or private school
b. At home
c. Took classes on the internet (virtual school)
d. Other:
e. ldon’t know

10.Where do you go to school nhgwou can circle more than one)?

a. Public or private school

b. At home

c. Take classes on the internet (virtual school)

d. Itis summer and | don’t go to school right now
e. Other:

f. Idon’t know
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Appendix C: Final Semi-Structured Interview Guide
Pre-Interview

1. Welcome adolescent and caregiver(s) to the interview session.
o Hi! (Introduce self). Thank you for coming today. How are you doing? How
was your weekend/week at school? Did you do anything fun/interesting this
weekend?

2. Give each adolescent/caregiver(s) two copies of assent/consent forms
0 Ask them to read the forms carefully
o Interviewer will verbally review sections related to confidentizdityl
what they are agreeing to when they sign the form
o Remind them that there will be two phases of the study (i.e., interview and
follow-up session)
o Ask if they have any questions and answer them accordingly
Collect the signed forms
o0 Give adolescent one copy of the assent form; give caregiver(s) one copy of
the consent form
o Interviewer will retain the other copy of the assent/consent form for her
records
0 Ask caregiver(s) to exit the room at this time

(@)

3. State purpose of the interview session
o First, | am going to ask you to give me a timeline of your cancer experience.
For example, tell me about your symptoms leading up to your diagnosis, when
you were diagnosed, your treatment schedule, your school schedule, and when
you completed treatment. This can help us both have a good idea of your
specific, unique experience and help organize the rest of the interview
guestions.
o0 Second, | am interested in learning about two important experiences that kids
your age who have survived cancer have gone through.
= #1: 1 would like to learn more about what it was like going to school
and what type of experiences you had with your teachers and other
students your age (note: specify depending on situation of adolescent:
going back to “regular” school after receiving a cancer diagnosis or
after treatment was completed).
= #2: | would like to learn more about your experience when you
finished treatment and had to go back to your everyday life (nste:
specific time frame recorded on screener questionnaire to put this into
context for the adolescent).
e Note: More time may be taken to explain/define this transition.
This may include drawing pictures or Q/A between interviewer
and adolescent
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Appendix C: (Continued)

4. Overview of Interview Session

o To learn more about your experiences, | will be asking you some questions
You also can share some of the things you brought to help me better
understand what your experience was like (i.e., documents, audiovisual
material). You may share these things during the interview or at the end of
the interview when all the questions have been asked. For example, if | ask
you a question, and you feel that sharing your (document/audiovisual
material) will help you in answering the question, please feel free to share it
at that time.

o Also, right after the interview you will answer a few questions about yourself
(show adolescent the demographic questionnaire). This should take between
1-3 minutes to fill out. You can then ask any questions you have and/or talk
about how the interview went. Then, you will receive a gift card for all your
time and help.

o0 Remember, there are no right or wrong answers. | am looking forward to
hearing what you have to say and learning more about your experiences. If
at any time you feel uncomfortable, please let me know right away. You have
can stop the interview at any time.

0 The interview will last about 30 to 40 minutes. If you would like to keep
talking more about your experiences that is okay too.

5. Confidentiality
0 Review general definition of confidentiality, purpose of audiotaping/note
taking, and use of a pseudonym

= Everything we talk about today will be kept confidential. This means
that what you say and do will not be shared with anyone or, in other
words, it will be private and kept between just you and me. When |
write up the report, | will do a summary of what all the kids who are
participating in the study said. You will never be referred to by name.
For example, | will say “the majority of kids said” or “a few kids
said.”

= We are tape recording this session so that | can look at it at a later
time and remember exactly what we talked about. Also, | may write
some notes down while we are talking. These are my notes and
nobody else will see them.

= If you would like, you can choose a fake name to use during the taped
interview. Some people like to use a different name to keep their
privacy while others do not mind if their real first name is recorded.
This decision is up to you. Would you like to use a fake first name or
your real first name?

= Do you have any questions before we start the interview? Ok, let’s
begin (turn on tape recorder)
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Appendix C: (Continued)
Interview

Organizing Question: Give me a timeline of your cancer experience. Fexample,
tell me about your symptoms leading up to your diagnosis, when you were
diagnosed, your treatment schedule, your school schedule, and when you céetgd
treatment.

Topic Domain A: Experiences and Challenges Associated with School Reintegration
(RQ4 & RQ5) (please note: questions related to school
reintegration will be asked first because school is a familiar
setting for most adolescents and deemed a more approachable
starting point for questioning)

1. Tell me what it was like going to school (note: place this question in contdat
adolescent based on their specific schooling history/situation e.g., did ragtend
school during treatment, attended school while receiving treatment, miure of
home/hospital and regular school). (Lead-off question)

Probes:

a.) Describe a typical day at school.
b.) Did you feel different when you went back to school (either after diagnosis or
completion of treatment)? In what ways did you feel different? Give an example
c.) Tell me what kind of feelings/emotions you had when you went to school (note:
follow-up on specific emotions and ask for stories to illustrate feeling)
d.) Describe what your were like when you went back to school?
e Teachers?
¢ Other kids that you didn’t know very well? (any teasing)
¢ Other support staff (e.g., guidance counselor, principal, etc.)
e Friends? (asking questions about your cancer)
e.) Did you keep the same friends? Make new ones?
f.) Did you feel that your teachers understood what you were going through?
g.) How were your grades?
h.) What did you think about the school work/assignments?
i.) What kind of school work did you do?

Topic Domain B: Supports/Services to Improve the School Reintegration Process

(RQE)

*Examples: Some kids your age may receive help/support from other people For
example, some kids may have someone at the hospital (like a social worker) who calls the
school and talks with their teachers to let them know what is going on. Others kids may
have teachers at school who they can talk to. Some teachers will let kids take breaks if
they are tired or give them an extra set of books to keep at home.*
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(other examples at SCHOOL: having someone to talk to at school like a guidance
counselor or teacher, accommodations in the classroom like being able to take breaks
or having an extra set of books at home; examples at HOSPITAL: having someone
help plan your return to school like a social worker, talking with other kids in the
hospital)?

2. What kinds of things do you think would have helped you at school? (Lead-off
guestion)

Probes:

a.) What kind of help/support do you think would have helped other kids your age go to
school?

b.) Did you receive any help like this when you went to school? If yes, tell meiabout
Who helped you? What kind of help? How did you cope (or what was your strategy) for
dealing with school stuff like other kids, teachers, and side effects ohaert&t

Topic Domain C: Experiences and Challenges Associated with the Transition from
Off-Treatment to Post-treatment (RQ1 & RQ2)

3. Describe for me what it was like when you finished treatment. (Leaalff
guestion)

Probes:

a.) Describe your last visit for treatment at the hospital
e 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 treatments?
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 fe
during treatment (or describe who you were). Now tell me a story about youoina
explain how you felt after treatment (or would describe who you are).

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

(note: use specific time frame recorded on screener questionrato put this
guestion into context for the adolescent). (Lead-off question)
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Appendix C: (Continued)
Probes:

a.) What things changed for you during this time (or specified time frame)?

e What was it like at home with your parents (mother, father, or other
caregiver)

e What was it like with your brother/sisters?

e What was it like with your friends?

e Were you able to return to doing activities that you couldn’t do when you

received treatment? What activities did you do?

(examples: playing sports, rejoining clubs/church organizations, getting a
job for older adolescents, going to the movies)

e What kinds of things we you not able to do?

e What kinds of things did you want to do but couldn’t?

e How did you feel (or what emotions did you have) after treatment was
completed and you returned to your everyday life?

e When did you start thinking about what would happen after treatment (e.g.,
at time of diagnosis, last few weeks of treatment)

e How would you describe this time (e.g., a transition, change)?

b.) Did you have to deal with side effects of cancer treatment (exampaes 1w
energy, weak muscles, dry mouth etc.)? Can you describe how your body felt (or how
you felt physically)?
e Did (insert side effect/problem for example: being tired all the tim&enta
hard to (insert corresponding item for example: get through the day)? Can
you 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 (examples: hair, weiglydog8/ If so, what
changed?
e How did your friends/family react?
e Describe what you felt like having to deal with these changes

Topic Domain D: Supports/Services to Improve the Transition from Off-treatment
to Post-treatment (RQ3)

*Examples: There are different kinds of help/support that are available to kids your age
after they have finished treatment. Some kids who finish treatment may meet with thei
doctors and nurses to talk about important things they need to know about. For example,
they may talk about side effects of treatment and what to expect at follow-up
appointments. They also may talk with other kids who had cancer about what was it was
like to finish treatment or talk with an adult/professional about how they are feeling.
(other examples at SCHOOL.: having someone to talk to at school like a guidance
counselor or teacher, accommodations in the classroom like being able to take breaks or
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having an extra set of books at home; examples at HOSPITAL: having someone help
plan your return to school like a social worker, talking with other kids in the hospital)?

5. What kinds of things do you think would have helped you get back to your
everyday life? (Lead-off question)

Probes:

a.) What kind of help/support do you think would have helped other kids your age after
they finished treatment?

b.) Did you receive any help like this during or after you finished treatméyes, Itell

me about it. Who helped you? What kind of help? How did you cope (or what was your
strategy) for getting through this time? (note: help should be specifietdigd to

transition from off to post-treatment).

Closing Question(s):

e What did you learn or what did you “get out” of your cancer experience? (note:
may provide information on outcomes of transition experiences)
¢ Is there anything else you would like to share or talk about?

At the end of the interview session, the interviewer will clarify and summ@rate
interpret) information shared by the participant and may ask follow-up quedtions i
clarification or elaboration on responses is needed.

(Stop tape recording)

Post Interview

6. Demographic Questionnaire (note: caregivers may re-enter the room tanti
0 After the interview is completed, each adolescent will be asked to complete
the demographic questionnaire (estimated time to complete=1-3 minutes).
o Caregivers may assist the adolescent in completing the questionnaire.
0 The questionnaires will be collected and immediately assigned a number.

7. Debriefing
o Each adolescent/caregiver may ask any questions they have about their
interview experience, and (if needed) the interviewer can provide more
detailed information about the study and review confidentiality.
= Thank you for participating in this interview. | enjoyed talking with
you and hearing about your experiences today. Please feel free to use
this time to ask any questions or voice any concerns that you may have
about the interview or the study in general. | would be happy to
answer your questions.
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8. Conclusion of Interview Session

o Collect documents and/or audiovisual materials from the participants (note:
participants were given the option to copy/scan documents and/or audiovisual
material themselves and bring copies to the interview session OR give lorigina
copies to interviewer and allow her to copy/scan them).

o If the participant did not copy/scan their documents and/or audiovisual
material themselves, they will be informed that each document and piece of
audiovisual material will be copied/scanned by the interviewer. They will be
informed that their original documents and/or audiovisual material will be
returned to them at the follow-up meeting.

o All participants will be notified that their copied/scanned documents and/or
audiovisual material will be assigned the same number that was writtba on t
demographic questionnaire.

o Inform the adolescent/caregiver(s) that she will contact them within one
month via phone to schedule a follow-up meeting.

o Thank adolescent and caregiver(s) for their time and participation.
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Appendix D: Pilot Study Questions

. Overall, what did you think about the interview?

. What questions do you think | should keep?

. What questions do you think | should get rid of? Why?

. What other questions do you think | should ask?

. Do you think the order of the questions should be changed? If so, why?

. What did you think about the vignettes/stories?

. Did you think that the vignettes/stories are/were helpful or not helpful? Why?
. Do you think this study will be important/valuable/helpful? Why?

. Do you have any other questions or comments about the interview?
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Appendix E: Original Semi-Structured Interview Guide

Pre-Interview

Note: Asterisks denote that the content will only be included for thoserp-test
interviews using vignettes.

1. Welcome adolescent and caregiver(s) to the interview session.

o

Hi! (Introduce self). Thank you for coming today. How are you doing? How
was your weekend/week at school? Did you do anything fun/interesting this
weekend?

2. Give each adolescent/caregiver(s) two copies of assent/consent forms

o Ask them to read the forms carefully

o Pl will verbally review sections related to confidentiality and what they
are agreeing to when they sign the form

o Remind them that there will be two phases of the study (i.e., interview and
follow-up session)

o Ask if they have any questions and answer them accordingly

o Collect the signed forms

o0 Give adolescent one copy of the assent form; give caregiver(s) one copy of
the consent form

o Pl will retain the other copy of the assent/consent form for her records

0 Ask caregiver(s) to exit the room at this time

3. State purpose of the interview session

(0]

| am interested in learning about two important experiences that kids your age
who also have survived cancer have gone through. First, | would like to learn
more about your experience during the first few months when you were you
were no longer receiving treatment for your cancer (noge specific time

frame recorded on screener questionnaire to put this into context for the
adolescent). The second experience | would like to learn more about is what
it was like going back to school and what type of experiences you had with
your teachers and other students your age (note: specify depending on
situation of adolescent: going back to “regular” school after receiving a
cancer diagnosis or after treatment was completed).

4. Overview of Interview Session

(0]

To learn more about your experiences, | will be asking you some questions.
*Before | ask you these questions, | will share stories about what some other
kids your age experienced or felt like. | met these kids while | was working at
a hospital, and it may be helpful to hear about their experiences.* | also
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would like you to share some of the things you brought that will help me better
understand what your experience was like (i.e., documents, audiovisual
material). You may share these things during the interview or at the end of the
interview when all the questions have been asked. For example, if | ask you a
guestion, and you feel that sharing your (document/audiovisual

material) will help you in answering the question, please feel free to share it

at that time.

o Remember, there are no right or wrong answers. | am looking forward to
hearing what you have to say and learning more about your experiences. If
at any time you feel uncomfortable, please let me know right away. You have
can stop the interview at any time.

0 The interview will last about 30 to 40 minutes.

5. Confidentiality
o0 Review general definition of confidentiality, purpose of audiotaping/note
taking, and use of a pseudonym

= Everything we talk about today will be kept confidential. This means
that what you say and do will not be shared with anyone or, in other
words, it will be private and kept between just you and me. When |
write up the report, | will do a summary of what all the kids who are
participating in the study said. You will never be referred to by name.
For example, | will say “the majority of kids said” or “a few kids
said.”

= We are tape recording this session so that | can look at it at a later
time and remember exactly what we talked about. Also, | may write
some notes down while we are talking. These are my notes and
nobody else will see them.

= If you would like, you can choose a fake nhame to use during the taped
interview. Some people like to use a different name to keep their
privacy while others do not mind if their real first name is recorded.
This decision is up to you. Would you like to use a fake first name or
your real first name?

= Do you have any questions before we start the interview? Ok, let’s
begin (turn on tape recorder)
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Interview

Topic Domain A: Experiences and Challenges Associated with the Transition from
Off-Treatment to Post-treatment (RQ1 & RQ2)

*Vignette: | have talked with other kids your age who have survived cancer. | worked in
a hospital and met many kids your age who were either going through treatment or had
finished treatment. One kid | knew named Tim told me that he was happy that treatment
was finished because he didn’t have to worry about going to the hospital to receive
treatment anyone, but a girl, Rachel, said she felt scared because she wasn't going to be
able to see her doctor regularly anymore and was sad because she would miss all the
doctors and nurses.*

1. *Did you feel like Tim or Rachel when you finished treatment?* Desdoe for
me what it was like when you finished treatment. (Lead-off question)

Probes:

a.) Describe your last visit for treatment at the hospital
e What did you feel like?
e What did your mother/father/sibling say or do?
b.) What was it like to hear the doctor say you were all done with treatments?
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 you during
treatment. Now tell me a story about you that would explain you after éradon
would describe who you are)

*Vignette: After Tim finished treatment, the first few months after treatwemeta big

change because he went from being on treatment and always going to the hospital to
going back to his normal routines (e.g., like seeing his friends again, doing schoolwork,
doing chores around the house, etc.). Rachel said that she was excited because she was
able to do things that she couldn’t do while she was receiving treatment (like hang out
with her friends, do fun activities like go to the movies) but she also was worrieddecaus
she had to deal with side effects of cancer treatment (like feeling tired and changes in her
appearance such as losing her hair).*
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2. *Did you feel like either of these kids during the first few months &ér
treatment?* Tell me what it was like for you during the first few months afer you
completed treatment (note: use specific time frame recorded onrsener
guestionnaire to put this question into context for the adolescent). @ad-off
guestion)

Probes:

a.) What things changed for you during these first few months (or speatfiedrame)?

e What was it like at home with your parents (mother, father, or other
caregiver)

e What was it like with your brother/sisters?

e What was it like with your friends?

e Were you able to return to doing activities that you couldn’t do when you

received treatment? What activities did you do?

(examples: playing sports, rejoining clubs/church organizations, getting a
job-for older adolescents, going to the movies)

e What kinds of things we you not able to do?

e What kinds of things did you want to do but couldn’t?

b.) Did you have to deal with side effects of cancer treatment (exampaes 1w
energy, weak muscles, dry mouth etc.)? Can you describe how your body felt (or how
you felt physically)?
e Did (insert side effect/problem for example: being tired all the tim&enta
hard to (insert corresponding item for example: get through the day)? Can
you 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 (examples: hair, weiglydog8/ If so, what
changed?
e How did your friends/family react?
e Describe what you felt like have to deal with these changes

Topic Domain B: Supports/Services to Improve the Transition from Off-treatment
to Post-treatment (RQ3)

*Vignette: There are different kinds of help/support that are available to kids your age
after they have finished treatment. Some kids who finish treatment may meet with thei
doctors and nurses to talk about important things they need to know about. For example,
they may talk about side effects of treatment and what to expect at follow-up
appointments. They also may talk with other kids who had cancer about what was it was
like to finish treatment or talk with an adult/professional about how they are feeling.*
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3. What kinds of things do you think would have helped you after you finished
treatment? (Lead-off question)

(examples: support groups with same aged peers, talking with someone one-on-one,
meeting with the doctors/nurses when you finish treatment so you know what tg expec
talking with close friends, having information--like brochure/packet--on vehexpect

after treatment)

Probes:

a.) Did you receive any help like this when you went back to school? If yes, tell me
about it. Who helped you? What kind of help?

Topic Domain C: Experiences and Challenges Associated with School Reintegration
(RQ4 & RQ5)

*Vignette for adolescents who did not attend “regular” school while receiving treatment

| also knew a kid around your age, Bobby, who was getting ready to go back to school
after he finished cancer treatment. He was excited to see his friends but also didn’t know
how they would react to changes in his appearance (hair loss). He also was worried that
he was behind in his classes and wanted to go back to school to catch up with his friends.
When he got back to school his friends asked him questions about his cancer (what was
“it like”, how do you feel?) and some kids he didn’t know teased (overheard them talking
about) him. He went back to his regular classes and his teachers understood that
sometimes he was tired and needed breaks.*

*Vignette for adolescents who attended school while receiving treatrRaahel, the

girl I told you about before, attended school while she was receiving her cancer

treatment. She tried to go to school as much as possible, but it was hard because she was
often times not feeling well enough and sometimes had a hard time concentrating in class
(tired, experienced pain). She was absent a lot and she was worried that she would fall
behind in her school work. She also started to lose her hair and had to deal with her
friends asking her questions about her cancer. Although this was hard for her, her friends
and teachers were helpful and understanding.*

4. *Did you feel like Bobby/Rachel when you went back to school?* When you
returned to school was anything different? Tell me about it. (Lead-off qustion)
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Probes:

J.) Can you describe a typical day at school?
k.) Did you feel different when you retuned back to school? In what ways did you feel
different? Give an example.
I.) Describe what your were like when you went back to school?
e Teachers?
¢ Other kids that you didn’t know very well? (any teasing)
¢ Other support staff (e.g., guidance counselor, principal, etc.)
e Friends? (asking questions about your cancer)
m.)Did you keep the same friends? Make new ones?
n.) Did you feel that your teachers understood what you were going through?
0.) How were your grades?
p.) What did you think about the school work/assignments?
g.) What kind of school work did you do?

Topic Domain D: Supports/Services to Improve the School Reintegration Process

(RQ6)

*Vignette: Some kids your age may receive help/support from other people (like social
workers at the hospital or teachers at school) when you go back to school (either after
they were diagnosed or after they finished treatment). For example, some kids may have
someone at the hospital (like a social worker) who calls the school and talks with their
teachers to let them know what is going on. Others kids may have teachers at school who
they can talk to. Some teachers will let kids take breaks if they are tired or givanhe

extra set of books to keep at home.*

5. What kinds of things do you think would have helped you when you went batk
school? (Lead-off question)
(examples at SCHOOL.: having someone to talk to at school like a guidance @ounsel
or teacher, accommodations in the classroom like being able to take breaksgr havin
an extra set of books at home; examples at HOSPITAL: having someone help plan
your return to school like a social worker, talking with other kids in the hospital)?

Probes:

a.) Did you receive any help like this when you went back to school? If jesete
about it. Who helped you? What kind of help?
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Closing Question: Is there anything else you would like to share or talk about?

At the end of the interview session, the P1 will clarify and summarize (nopiatgr
information shared by the participant and may ask follow-up questions ifcddiofi or
elaboration on responses is needed.

(Stop tape recording)

Post Interview

6. Demographic Questionnaire (note: caregivers may re-enter the roors @i
o After the interview is completed, each adolescent will be asked to complete

(0]
0]

the demographic questionnaire (estimated time to complete=10 minutes).
Caregivers may assist the adolescent in completing the questionnaire.
The questionnaires will be collected and immediately assigned a number.

7. Debriefing

(0]

Each adolescent/caregiver may ask any questions they have about their
interview experience, and (if needed) the Pl can provide more detailed
information about the study and review confidentiality.
= Thank you for participating in this interview. | enjoyed talking with
you and hearing about your experiences today. Please feel free to use
this time to ask any questions or voice any concerns that you may have
about the interview or the study in general. | would be happy to
answer your questions.

8. Conclusion of Interview Session

(0]

Collect documents and/or audiovisual materials from the participants (note:
participants were given the option to copy/scan documents and/or audiovisual
material themselves and bring copies to the interview session OR give lorigina
copies to Pl and allow her to copy/scan them).

If the participant did not copy/scan their documents and/or audiovisual
material themselves, they will be informed that each document and piece of
audiovisual material will be copied/scanned by the PIl. They will be informed
that their original documents and/or audiovisual material will be returned to
them at the follow-up meeting.

All participants will be notified that their copied/scanned documents and/or
audiovisual material will be assigned the same number that was written on the
demographic questionnaire.

Inform the adolescent/caregiver(s) that she will contact them within one
month via phone to schedule a follow-up meeting.

Thank adolescent and caregiver(s) for their time and participation.
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Appendix F: Written Description of the Study for Director at Johns Hopkins Hospital

Title of Study

Transition Experiences of Adolescent Survivors of Childhood Cancer: A Quaitati
Investigation

Purpose of the Study

The purpose of this study is to conduct a qualitative investigatiomwafstgnificant

transitions experienced by adolescent survivors of childhood cancénengerceptions
of how these transitions impacted their lives. The two transitiwatswill be explored
include the transition from off-treatment to post-treatment arfbadcreintegration.
Specifically, the study will explore adolescent cancer survivexgeriences of going
through these transition processes, their perceptions of the iofghetse transitions on
their lives, challenges associated with these transitions, and biléfs about what
supports/services would be beneficial during these transitions.

Significance of the Study

The current study will contribute to the literature examining ttla@sition from off-

treatment to post-treatment and school reintegration from the pgvgseof adolescent
cancer survivors. The qualitative research approach used iruthysveill render a rich,

in-depth description and understanding of these transitions whichreagteen and add
to the small body of existing research. The findings genefabed this study can
provide health care professionals and school personnel with a bettestandmg of

adolescent cancer survivors’ transition experiences, the impatiesé transitions on
their lives, perceived challenges, and supports and/or services that mall the

transition process smoother. Furthermore, knowledge of this infematn help
identify potential targets for intervention and improve servicevegliin both health care
and school settings.

Inclusion & Exclusion Criteria

Inclusion criteria:

Chronological age between 12 and 17 years

Diagnosis of cancer (other than brain tumor) received during childhood
Diagnosis was received at age 5 years or older

Has been off treatment for a minimum of six months and a maximum of five year
Cancer is currently in remission

No history of a relapse

Currently attending school in the community (e.g., public, private, charter school)
Willing and able to provide assent

Caregiver(s) are willing to provide consent for participation

Consent for Director to provide their contact information to co-investigator
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Exclusion criteria:

Lack of fluency in English

In foster care

Mental retardation

Diagnosis of a brain tumor

Below the age of five years at initial diagnosis

Off treatment for less than one year or more than five years
Home schooled or taking Virtual classes on the internet

Time Commitment for Participants

Initial Telephone Contact (approximately 10 to 15 minutes)
o0 Additional telephone contact if requested by adolescent and their carggivers
to 10 minutes)
Interview Session (approximately 30 to 40 minutes)
0 Location of interview will be determined based on participant preference
Follow-up meeting (approximately 20 to 30 minutes)
0 Location of follow-up will be determined based on participant preference
Additional follow-up meeting if requested or needed (approximately 20-30 minutes)
o Location of additional follow-up meeting will be determined based on
participant preference
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Appendix G: Johns Hopkins Hospital Letter of Support

18

1
o
e

JOHNS HOPKINS

MEDICINE

THE SIDNEY KIMMEL
COMPREHENSIVE CANCER
CENTER

Pediatric Oncology

Johns Hopkins Hospital

600 North Wolfe Street

CMSC 800

Baltimore, Maryland 21287
410.614.2457 / 410.955.0028 fax

April 6,2009

Keith J Slifer, PhD
Director, Pediatric Psychology Consultation Program
Associate Professor, Department of Psychiatry,

Behavioral Sciences & Pediatrics
The Kennedy Krieger Institute & Johns Hopkins University
707 North Broadway Ave
Baltimore, MD 21205

RE: Alana Lopez
Dear Dr. Slifer,

[ am writing in support of the above referenced PhD student. Iam
the coordinator of the Childhood Cancer Survivor Program at

Johns Hopkins Hospital. I have met with Ms Lopez, reviewed her
proposal and feel it is a feasible project for our program. I will be
happy to assist her in identifying and recruiting potential patients.

If you have any questions about our program or my support of this
project please contact me at rubleka@jhmi.edu or 410-614-5062. 1
look forward to working with Ms Lopez on this very interesting
dissertation.

Sincgrely, g

athy Ruble, , RN, CPNP, AOCN
Coordinator, Childhood Cancer Survivor Program
Johns Hopkins University
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Appendix H: Johns Hopkins Hospital Recruitment Flyer
Johns Hopkins Medicine

Transition Experiences of Adolescent Survivors of Childhood CanceA Qualitative
Investigation

Volunteers Wanted for a Research Study

WHO: People who are cancer survivors between the ages of 12 and 17 (except survivors
of brain tumors); diagnosed with cancer at age 5 or older; off treatment éaistbl
months and no more than 5 years; cancer is in remission; and no history of relapse.

WHY': To learn more about cancer survivors’ experiences when they finished treatme
and had to go back to their everyday life and what it was like going to school.

WHAT: A telephone call (10-15 minutes), interview (30-40 minutes), and a follow-up
meeting or telephone call (20-30 minutes) will be required.

WHERE At a location that is comfortable and convenient for the participant (example:
home, hospital).

POTENTIAL RISKS This research study presents minimal risk.

POTENTIAL BENEFITS There is no direct benefit from being in this study. However,
taking part in the research study may help others in the future. For examplaatnbor

from this study may help provide more information on adolescent survivorship care and
possibly be used to inform and improve survivorship care and practices in the
community.

PAYMENT: Participants will be given a $20 Target or Walmart gift card for their
participation.

HOW: To learn more about this research, please call Alana Lopez, M.A. at (813-451-
9425) or Keith Slifer, Ph.D. (443-923-2900).

This research is conducted under the direction of:

Keith Slifer, Ph.D.

Director, Pediatric Psychology Consultation Program

Associate Professor, Departments of Psychiatry, Behavioral SsjearakPediatrics
The Kennedy Krieger Institute & Johns Hopkins University School of Medicine
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Appendix I: Johns Hopkins Hospital Telephone Screening for Participant Resntit

Hello, my name is Alana Lopez, and | am a doctoral student who is conducting
research at Johns Hopkins. | am part of a research team who is working with the
Johns Hopkins Pediatric Oncology Outpatient and Long-Term Childhood Cancer
Survivors Clinics to conduct a research study.

| am calling because you expressed interest in learning more about this research
study. Ms. Pat Williams/Dr. Kathy Ruble spoke with you and said | had
permission to contact you directly. Thank you for your interest in this study.

The purpose of this study is to learn more about (child’s name) experience when
he/she finished treatment and had to go back to his/her everyday life. | also

would like to learn about what it was like for (child’s name) going to school and
what type of experiences he/she had with teachers and other students his/her age.

Would you be interested in learning more about the study?
o If NO: Thank you for your time.

o If YES: Great.May | ask you some questions to see if (child’s name) can be a
part of the study? This will take between 5 to 10 minutes.

o If YES: Oral consent/assent will be obtained next (prior to asking any
screener questions). The following script will be read to both the
adolescent and his’her caregivers.

o Before | ask you these questions, I'll read the informed
assent/consent, which | want to read to make sure | clearly explain
what the study is about and what you will be asked to do in the
study.

0 You are invited to take part in a research study. Again, the purpose
of this study is to learn more about your experience during the first
few months when you were no longer receiving treatment for
cancer. | also would like to learn about what it was like going
back to school and what type of experiences you had with your
teachers and other students your age.

0 You are being invited to join the study because you are a cancer
survivor who is between the ages of 12 and 17. By taking part in
this study, you will help us learn more about the experiences of
cancer survivors your age.

0 As a part of the study, you will first be asked questions today to
determine if you are eligible to participate in the study. If you meet
the study requirements, then you will be asked to participate in an
interview that will take about 30 to 45 minutes and will be
audiotaped. We will ask you questions about your experience
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during the first few months when you were no longer receiving
treatment and what it was like going back to school. You also can
bring any documents (like journals, letters), or audiovisual
material (like pictures, drawings, other artwork) if you believe it
will help us better understanding your experiences. You can refuse
to answer any specific question and you are free to stop the
interview at any time. The audiotapes will be destroyed when you
turn 23 years old (per Johns Hopkins policy).

After the interview is done, you will be asked to complete a
guestionnaire that includes some questions about yourself. The
guestionnaire will take about 8 to 10 minutes to complete. After
you finish the questionnaire, you will be given a chance to ask
guestions about the interview or research study.

You will be called to schedule a follow-up meeting within one
month from the date you were interviewed. You will be mailed a
copy of the results of your interview so you can review this
information before the follow-up meeting. At the follow-up
meeting, you will have a chance to share your feelings and
thoughts about the results. If more information is needed or if you
would like more time to discuss your experiences, an additional
follow-up interview or a phone call may be scheduled.

You can decide where you would like to meet to do the interview
and follow-up sessions. They can be done at the hospital, at your
home, or another place you choose. Please feel free to pick a
convenient location where you feel most comfortable. Face-to-face
interviews (in person) are preferred over phone interviews.
Although we expect that there will be little to no risk involved in
this study, there is a chance that some questions may bring up
difficult feelings or memories. If you say that you are
uncomfortable or upset, we will stop the interview or follow-up
meeting. You will be able to decide whether you would like to keep
going or not. You also may miss some school and/or work if you
are a part of the study. However, you can schedule the interview
and follow-up meeting at a time that works best for you so you do
not miss any school or work.

There is the risk for the loss of confidentiality of sensitive
information (keeping your personal information private or secret).
However, steps will be taken to prevent this loss. All responses will
be protected using a code number and stored in a locked file
cabinet and/or password protected computer. Your may choose a
fake name to use during the interview and follow-up meeting to
maintain confidentiality (your privacy). If you do not choose a fake
name, one will be given to you when writing up the results of the
study. We try to make sure that everyone who needs to see your

312



Appendix I: (Continued)

information uses it only for the study and keeps it confidential, but
we cannot guarantee this.

0 We cannot promise that this study will be of direct benefit to you or

your family. However, you may help others in the future. For

example, information from this study may help provide more
information on adolescent survivorship care and possibly be used
to inform and improve survivorship care and practices in the
community.

There are no financial (money) costs to being part of this study.

o You will be given a $10 Target or Walmart gift card for
participating in the interview session and another $10 Target or
Walmart gift card for participating in the follow-up session.
Therefore, you may receive up to $20 for completing the interview
and follow-up session. You will be paid at the end of each session.

0 You do not have to join this study. It is up to you. You can say okay
now, and you can change your mind later. All you have to do is tell
us. No one will be mad at you if you change your mind. If you do
not want to join the study, it will not affect your care at Johns
Hopkins.

o Do you have any questions about the information | have read to
you?

(@)

e Would you be interested in participating in this study?
o If NO: Thank you for your time.

o If YES: I will ask you to review and sign a written assent/consent form at the
actual interview session. At this time, | will collect information about you to
make sure you are eligible to take part in the study. You taking part in this
meeting is completely voluntary. | will try to make sure that the information |
collect from you is kept private and used only for the research study | am
discussing. If you do not agree to continue the meeting at at any time , it will
not affect your care at Johns Hopkinote: Caregivers will be able to assist
the adolescent in answering screener questions.

Verbal consentd YES 4 NO Guardian’s Name:
Verbal assent 1 YES 4 NO Child’'s Name:
Interviewer’'s Name Date Time
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e Administer screener questionnaire

e The co-investigator (Alana Lopez) will check to make sure responses are
correct/accuratel hank you for answering these questions. | will read your answers
back to you to make sure they are correct.

e Scenarios that may follow:

1) Does not meet criteri®@ased on your answers, you will not be able to
participate in the study because (co-investigator (Alana Lopez) will provide a
specific reason based on the responses given). However, thank you for your
time. It is greatly appreciated.

2) Meets criteriaBased on your answers, you are able to participate in the
study. Are you still interested in participating in the study?

o If YES: Great. The information | have just collected from you will be
stored in a database. If you agree to being included in the database, you
can request at anytime that your name and information be removed. The
database will be located on a computer that is password protected. Can |
include you in the database?

o If NO: Thank you for your time. It is greatly appreciatédl.the
information you provided during this meeting will be destroyed as you will
not be participating in this study. Please feel free to contact us at
(813)451-9425 if you choose to reconsider.

THE FOLLOWING INFORMATION WILL BE GIVEN TO THOSE INDIVIDJUALS
WHO ARE ELIGIBILE TO PARTICIPATE AND ARE INTERESTED IN BING
PART OF THE STUDY.

e The co-investigator will ask them if they would like: (a) to schedule a hag, and
location for the interview now via phone; (b) additional time to make a decision and
have the co-investigator contact them within a week via phone; or (c) to decline
participation.

e Adolescents and their caregivers will be given ample time to ask questiores, voic
concerns, and think about whether they would like to participate in the study.

e Would you like to A, B, or C?

o If A: What days/times are best for yotwhere would you like to do the
interview?Confirm day, time, and location.
= At this time, potential participants will informed that they will be
mailed/faxed/emailed an informational pack&e will mail/fax/email
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you an informational packet that includes: (a) an introductory letter
that briefly describes the purpose of the study and lists all documents
in the informational packet; (b) consent and assent forms approved by
the Johns Hopkins Medicine IRB for participant review; and (c) a
quick guide for the interview and follow-up meeting.

» Please feel free to call us at (813) 451-9425 if you have any
guestions/concerns or need to reschedule the interview. If you need to
reschedule, please contact us at least 2 days before the scheduled
interview. Thank you.

=  We will call you one week before the interview to review the
informational packet and provide a reminder about the day, time, and
location. Thank you for your time and participation in this study.

= Note: For those potential participants who request a face to face
meeting to further discuss the study/informational packet, a meeting
will be scheduled.If you would like we can schedule a face to face
(in-person) meeting to talk more about the study.

o IfB: We will call you back in one week to see if you would like to schedule an
interview. Please feel free to contact us at (813) 451-9425 if you have any
guestions or concerns in the meantime. Thank you for your time and interest
in this study.

o If C: Thank you for your time. It is greatly appreciatédl.the information
you provided during this meeting will be destroyed as you will not be
participating in this study. Please feel free to contact us at (813)451-9425 or
if you choose to reconsider.

Telephone Contact for Participant Recruitment (for those who requesid option B)

Hello, this is Alana Lopez calling from Johns Hopkins. | am calling to see if you
have more questions about the research study we talked about las{Rveekle

a brief summary of study if needeah)d to see if you would like to schedule an
interview.

Would you like to schedule an interview?

o If YES: What days/times are best for yotwhere would you like to do the
interview?Confirm day, time, and location.
= At this time, potential participants will informed that they will be
mailed/faxed/emailed an informational pack&e will mail/fax/email
you an informational packet that includes: (a) an introductory letter
that briefly describes the purpose of the study and lists all documents
in the informational packet; (b) consent and assent forms approved by
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the Johns Hopkins Medicine IRB for participant review; and (c) a
quick guide for the interview and follow-up meeting.

= Please feel free to call us at (813) 451-9425 if you have any
guestions/concerns or need to reschedule the interview. If you need to
reschedule, please contact us at least 2 days before the scheduled
interview. Thank you.

=  We will call you one week before the interview to review the
informational packet and provide a reminder about the day, time, and
location. Thank you for your time and participation in this study.

= Note: For those potential participants who request a face to face
meeting to further discuss the study/informational packet, a meeting
will be scheduled.If you would like we can schedule a face to face
(in-person) meeting to talk more about the study.

If NO: Thank you for your time. It is greatly appreciatédl.the

information you provided at the meeting will be destroyed as you will not
be participating in this study. Please feel free to contact us at (813)451-
9425 if you choose to reconsider.

Telephone Contact a Week Prior to Interview

Hello, this is Alana Lopez calling from Johns Hopkins. | am calling to review the
informational packet and provide a reminder about the day, time, and location.

Information packet:

(0]

You and your parents will read and sign forms that say you understand the
study and would like to participate before the interview starts. These are
called assent and consent forms.

You can bring anything else like pictures, drawings, paintings, videos,
music, journals, or anything else you think may help me understand your
experience as a cancer survivor. You can bring things you have already
made or you can make something to bring to the interview. It is your
choice.

If you choose to bring something, | can collect it at the end of the
interview so | can copy/scan it. | will return the originals to you at the
follow-up meeting.

If you are uncomfortable leaving your original things with me, you can
copy/scan them yourself and bring them to the interview.

You will be asked to fill out a questionnaire after the follow-up meeting.
Your parents can help you with this if you want.

You will have a chance to ask any questions you want at the end of the
interview.
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Please feel free to call us at (813) 451-9425 if you have any questions/concerns or
need to reschedule the interview. If you need to reschedule, please contact us at
least 2 days before the scheduled interview. Thank you.

Do you have any questions?

Thank you for your time.

Please note: Pilot study participants requested an email reminder. If this is
requested, an email will be sent with only the participant’s first name.
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Dear ,

This packet has been given to you because you said you are @tdareparticipating in
this study. The purpose of this study is to learn more aboutey@ariencevhen you
finished treatment and had to go back to your everyday life.alééewould like to learn
about what it was like going to school and what type of experiermefiad with your
teachers and other students your age. You will find the followingermakst in this
packet:

Assent Form
» The assent form is for you to look over. This form lets you know abeustudy
and why you are being asked to take part in the study. This fdrimevexplained
in detail on the day of the interview and you will sign it at that time (ifgloapse
to participate in the research study).

Consent Form

» The consent form is for your parents to look over. This form lets patents
know about the study and why you are being asked to take partstuthe This
form will be explained in detail to your parents on the day of nkerview and
they will sign it at that time (if they are okay with you participatimghe research
study).

Quick Guide for the Interview and Follow-Up Meeting

» This sheet includes a list of important information to rememtrethie interview
and the follow-up meeting.

Please feel free to contact us if you have any questions or concerns at (813) 451-9425.
Thank you for taking the time to review this packet.

Sincerely,

Keith Slifer, Ph.D. Kathy Ruble, Ph.D. Alana Lopez, M.A.
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Appendix K: Johns Hopkins Hospital Consent Form

Site of Research:
Johns Hopkins Medical Institutions

RESEARCH PARTICIPANT INFORMED CONSENT AND PRIVACY
AUTHORIZATION FORM

Protocol Title: Transition Experiences of Adolescent Survivors of
Childhood Cancer: A Qualitative Investigation

Application No.: NA_00024030

Principal Investigator: Keith Slifer, Ph.D.

1. What you should know about this study:

e Your child is being asked to join a research study.

e This consent and authorization form explains the research study and your
child’s part in the study.

e Please read it carefully and take as much time as you need.

e Please ask questions at any time about anything you do not understand.

e Your child is a volunteer. If your child joins the study, your child can change
his/her mind later. Your child can decide not to take part or he/she can quit at
any time. There will be no penalty or loss of benefits if your child decides to
quit the study.

e During the study, we will tell you and your child if we learn any new
information that might affect whether your child wishes to continue to be in
the study.

e Ask your study doctor or the study team to explain any words or information
in this informed consent and authorization form that you do not understand.

2. Why is this research being done?

e This research is being done to learn more about your child’s experience when
he/she finished treatment and had to go back to his/her everyday life. We also
would like to learn about what it was like for your child going back to school
and what type of experiences he/she had with teachers and other students
his/her age.

e This study is designed to explore these experiences in-depth, your child’s
perceptions of the impact of these experiences on their lives, challenges
associated with these experiences, and beliefs about what supports/services
would have been beneficial during these experiences.
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Who is eligible to participate in this study?

People who are cancer survivors, between the ages of 12 and 17, and patients of
the Pediatric Oncology Outpatient Clinic or Long-Term Childhood Cancer
Survivors Program (CCSP) at Johns Hopkins Hospital may join the research
study.

How many people will be in this study?
Approximately 20 people are expected to take part in this study.

What will happen if your child joins this study?

Study Requirements

If you and your child agree to be in this study, we will ask your child to do the
following things:

e Individual interview:

0 The interview will take about 30 to 40 minutes and will be audiotaped.

o We will ask your child questions about his/her experience during the
first few months when he/she was no longer receiving treatment and
what it was like for your child going back to school. Your child also
can bring any documents (like journals, letters), or audiovisual
material (like pictures, drawings, other artwork) if he/she believes it
will help us better understand his/her experiences.

0 Atthe end of the interview session, the interviewer will clarify and
summarize (not interpret) information shared and may ask follow-up
guestions to clarify your child’s responses.

0 After the interview is done, your child will be asked to complete a
guestionnaire. The questionnaire will take about 1 to 2 minutes to
complete. You may help your child complete the questionnaire. After
your child finishes the questionnaire, you and your child will be able
to ask questions about the interview or research study.

o0 Audiotapes will be retained at a minimum until your child reaches the
age of 23. After your child turns 23 years of age, his/her audiotape(s)
will be destroyed.

o Follow-up meeting:

= The follow-up meeting will take about 20 to 30 minutes.

= You and your child will receive a phone call to schedule a
follow-up meeting within one month from the date your child
was interviewed.

= You and your child will be mailed a copy of the results of their
interview so your child can review this information before the
follow-up meeting. You may help your child review this
information if necessary.
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= At the follow-up meeting, your child will have a chance to
share his/her feelings and thoughts about the results.
0 After follow-up meeting:
= If more information is needed or if your child would like more
time to discuss his/her experiences, an additional follow-up
interview or a phone call may be scheduled.
The total time length of time for participation in the study will be about 80
minutes.
o Interview with demographic questionnaire = maximum of 50 minutes
o Follow-up meeting = maximum of 30 minutes
Interviews and follow-up meetings may be done at the hospital, at your home,
or another location of you and your child’s choice. Please feel free to pick a
convenient location where you and your child feel most comfortable.
Interviews and follow-up meetings over the phone are also permitted. Face-
to-face interviews/meetings (in person) are preferred over phone
interviews/meetings.
It is preferable that you are not present in the room or area during the
audiotaped portion of the interview session in order to allow your child
maximum freedom and independence to answer questions. However, if your
child expresses that he/she would feel more comfortable with you there, then
you may sit in on the interview but will not be allowed to participate in the
session (example: answer questions, elaborate on your child’s responses).

How long will your child be in the study?

Your child will be in this study for approximately 2 to 3 months.

What are the risks or discomforts of the study?

We expect that there will be little to no risk involved in this study. However,
there is a chance that some questions may bring up difficult feelings or
memories for your child. There may be other discomforts that are not yet
known as well. If your child says that he/she is uncomfortable or upset or if
we observe that your child is becoming distressed, the interview or follow-up
meeting will be stopped immediately. You and your child will be able to
decide whether if you would like to keep going or not. If you and your child
choose to stop, then time will be taken to discuss the interview/follow-up
session and ask questions. We also will provide you and your child with
psychological services referral information if you would like.

Your child may get tired or bored when he/she is answering questions or
completing the questionnaire. Your child does not have to answer any
guestion he/she does not want to answer.

Your child may miss school and/or work if he/she patrticipates in the study.
However, you and your child can schedule the interview and follow-up
meeting at a time that works best for him/her so no school or work is missed.

321



Appendix K: (Continued)

e Things that are said during the interview and follow-up meeting will be kept
confidential (private, secret) to the maximum extent possible. However, there
are a few times that we must tell appropriate authorities to keep soméane sa
These include: (a) if someone says that they are going to hurt themselves; (b)
if someone says that they are going to hurt someone else; (c) if someone says
they have been hurt by someone.

e There is the risk for the loss of confidentiality of sensitive information.
However, steps will be taken to prevent this loss. All responses will be
protected using a code number and stored in a locked file cabinet and/or
password protected computer. Your child also may choose a fake nhame to use
during the interview and follow-up meeting to maintain confidentiality. If
your child does not choose a fake name, one will be given to him/her when
writing up the results of the study. Please see the “How will your child’s
privacy be protected?” section below for more specific information on how
your child’s sensitive information will be protected.

Are there benefits to being in the study?

e There is no direct benefit to your child from being in this study.

e If your child takes part in this study, he/she may help others in the future. For
example, information from this study may help provide more information on
adolescent survivorship care and possibly be used to inform and improve
survivorship care and practices in the community.

What are the options if you or your child does not want to be in the study?
e An alternative is to not take part in the study.
e You and your child do not have to join this study. If you and your child do
not join, care at Johns Hopkins will not be affected.

Will it cost you or your child anything to be in this study?
No.

Will your child be paid if he/she joins this study?

e Your child will get a $10 Target or Walmart gift card for being part of the
interview and $10 Target or Walmart gift card for being part of the follow-up
meeting. Your child will get the first gift card at the end of the intervied a
the second one at the end of the follow-up meeting.

e If your child leaves the study after the interview session, he/she will stil
receive a $10 Target or Walmart gift card because he/she helped out with the
study.

Can your child leave the study early?

e You and your child can agree to be in the study now and change your mind
later.
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If you or your child wishes to stop, please tell us right away.

If you or your child decides to leave this study, care at Johns Hopkins will not
be affected.

If you or your child leaves the study early, Johns Hopkins may use or give out
your child’s health information that it already has if the information is needed
for this study

Why might we take your child out of the study early?

Your child may be taken out of the study if:
0 Staying in the study would be harmful.
0 The study is cancelled.
o0 There may be other reasons to take your child out of the study that we
do not know at this time.

How will your child’s privacy be protected?

Johns Hopkins has rules to protect information about your child. Federal and
state laws also protect your child’s privacy. This part of the consent and
authorization form tells you what information about your child may be
collected in this study and who might see or use it.

Generally, only people on the research team will know that your child is in the
research study and will see his/her information. However, there are a few
exceptions that are listed later in this section of the consent and authorization
form.

The people working on the study will collect information about your child.
This includes things learned from the procedures described in this consent and
authorization form. They may collect other information including your

child’s name, address, date of birth, and other details.

The research team will need to see your child’s information. Sometimes othe
people at Johns Hopkins may see or give out your child’s information. These
include people who review the research studies, their staff, lawyers, or other
Johns Hopkins staff.

People outside of Johns Hopkins may need to see your child’s information for
this study. Examples include government groups (such as the Food and Drug
Administration), safety monitors, other hospitals in the study, and companies
that sponsor the study.

We cannot do this study without your permission to use and give out your
child’s information. You do not have to give us this permission. If you do
not, then your child may not join this study.

We will use and disclose your child’s information only as described in this
form and in our Notice of Privacy Practices; however, people outside Hopkins
who receive your child’s information may not be covered by this promise.

We try to make sure that everyone who needs to see your child’s information
keeps it confidential — but we cannot guarantee this.
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Specific ways that we will try to protect your child’s privacy in this study
include:

o Your child’s responses will be protected using a code number.

o0 A code number will be given to your child as soon as the assent and
consent/authorization forms are signed.

o All of the following will have a code number and be stored in a locked
file cabinet: (a) questionnaire, (b) notes, (c) audiotapes, (d) interview
and follow-up transcripts, (e) documents, (f) audiovisual material; and
(g) any information collected before consent/authorization and assent
forms are signed (example: contact information).

0 Notes, transcribed interviews, documents, and audiovisual material
also will be stored in password protected files on one research team
member’s computer.

0 These documents will be saved on a CD as a backup. The CD also will
be in the locked file cabinet.

o Also, your child may choose to use a fake name during the interview
and follow-up meeting. If your child does not choose a fake name, one
will be given to your child when writing up the results of the study. All
records from the study will be destroyed in seven years.

The use and disclosure of your child’s information has no time limit. You can
cancel your permission to use and disclose your child’s information at any
time by calling the Johns Hopkins Privacy Officer at 410-735-6509 or by
sending a letter to:

Johns Hopkins Privacy Officer

5801 Smith Avenue

McAuley Hall, Suite 310

Baltimore, MD 21209

Fax: 410 735-6521
Please be sure to include the name of the principal investigator, the study
number, and your contact information.
If you do cancel your permission to use and disclose your child’s information,
your child’s part in this study will end and no further information about your
child will be collected. Your cancellation would not affect information already
collected in this study.

What other things should you and your child know about this research
study?

a. What is the Institutional Review Board (IRB) and how does it protect
you?

The Johns Hopkins Medicine IRB is made up of:
o Doctors
0o Nurses
o Ethicists
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o Non-scientists
o People from the local community

The IRB reviews human research studies. It protects the rights andenadlfar
the people taking part in those studies. You may contact the IRB if you have
guestions about your or your child’s rights as a participant or if you think you
or your child have not been treated fairly. The IRB office number is 410-955-
3008. You may also call this number for other questions, concerns, or
complaints about the research.

. What do you do if you have questions about the study?

Call the principal investigator (Dr. Keith Slifer) at 443-923-2900 or team
member (Alana Lopez) at 813-451-943byou cannot reach the principal
investigator or team member and wish to talk to someone else, call the IRB
office at 410-955-3008.

. What should you do if your child is injured or ill as a result of being in
this study?

Call Dr. Keith Slifer at 443-923-2900you think you are injured or ill
because of this study.

. What happens to data that are collected in the study?
The data collected from your child during this study are important to both this
study and to future research.

If you join this study:

o You will not own the data given by your child to the investigators for
this research.

o Johns Hopkins may study data provided by your child.

o |If data are in a form that identifies your child, Johns Hopkins may use
them for future research only with your consent and authorization or
IRB approval.

o You will not own any product or idea created by the researchers
working on this study.

o You will not receive any financial benefit from the creation, use, or
sale of such a product or idea.

The results of this study may be published (put in a journal for others to read).
However, your child’'s responses will be combined with other adolescent
cancer survivors’ responses in the publication. The published results will not
include your child’'s name or any other information that would in any way
identify you.
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e. What are the Organizations that are part of Johns Hopkins?

Johns Hopkins includes the following:

o The Johns Hopkins University
The Johns Hopkins Hospital
Johns Hopkins Bayview Medical Center
Howard County General Hospital
Johns Hopkins Community Physicians

© O 0O

If The Johns Hopkins University School of Medicine IRB reviews a Kennedy
Krieger Institute (KKI) study, “Johns Hopkins” also includes KKI.

13. Assent Statement
This research study has been explained to my child in my presence in language
my child can understand. He/she has been encouraged to ask questions about the
study now and at any time in the future.

14.  What does your signature on this consent and authorization form mean?
Your signature on this form means that:

You understand the information given to you in this form.
You accept the provisions in the form.
You agree to have your child join the study.

You will not give up any legal rights by signing this consent and authorization
form

WE WILL GIVE YOU A COPY OF THIS SIGNED AND DATED CONSENT

FORM
Signature of Parent/Guardian Date
Signature of Child Participant (optional unless IRB required) Date
Signature of Person Obtaining Consent and Privacy Authorization Date

NOTE: A COPY OF THE SIGNED, DATED CONSENT AND AUTHORIZATION
FORM MUST BE KEPT BY THE PRINCIPAL INVESTIGATOR; A COPY
MUST BE GIVEN TO THE PARTICIPANT; AND, IF APPROPRIATE A COPY
OF THE CONSENT AND AUTHORIZATION FORM MUST BE PLACED IN
THE PARTICIPANT ‘S MEDICAL RECORD.
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Protocol Title: Transition Experiences of Adolescent Survivors of
Childhood Cancer: A Qualitative Investigation

Application No.: NA_00024030 NA
Principal Investigator: Keith Slifer, Ph.D.
Date: January 11, 2010

v' We want to tell you about a research study we are doing. A research studgyisoa w
learn information about something. We would like to find out more about your
experience when you finished treatment and had to go back to your everyday life. We
also would like to learn about what it was like going back to school and what type of
experiences you had with your teachers and other students your age.

v" You are being asked to join the study because you are a cancer survivor who is
between the ages of 12 and 17.

v If you agree to join this study, you will be asked to do the following:

e Individual interview: The interview will take about 30 to 40 minutes and will
be audiotaped. We will ask you questions about your experience during the
first few months when you were no longer receiving treatment and what it was
like going back to school. You also can bring any documents (like journals,
letters), or audiovisual material (like pictures, drawings, other artwoyk)i
believe it will help us better understanding your experiences. After the
interview is done, you will be asked to complete a questionnaire that includes
some questions about yourself. The questionnaire will take about 1 to 2
minutes to complete. After you finish the questionnaire, you will be given a
chance to ask questions about the interview or research study. The tape that
your interview is on will be kept until you turn 23 years old. After you turn
23 years old, your tape will be destroyed.

o Follow-up meeting: The follow-up meeting will take about 20 to 30 minutes.
You will receive a phone call to schedule a follow-up meeting within one
month from the date you were interviewed. You will be mailed a copy of the
results of your interview so you can review this information before the follow-
up meeting. At the follow-up meeting, you will have a chance to share your
feelings and thoughts about the results. You can do the follow-up meeting
either in person or over the phone.
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0 After follow-up meeting: If more information is needed or if you would like
more time to discuss your experiences, an additional follow-up interview or a
phone call may be scheduled.

Things that are said during the interview and follow-up meeting will be kept
confidential (private, secret). However, there are a few times thattltetius

others to keep someone safe. These include: (a) if someone says that they are
going to hurt themselves; (b) if someone says that they are going to hudreome
else; (c) if someone says they have been hurt by someone.

You will get a $10 Target or Walmart gift card for being part of the interview and
$10 Target or Walmart gift card for being part of the follow-up meeting. Ydu wil
get the first gift card at the end of the interview session and the second one afte
the follow-up meeting. If you decide to leave the study after the interviaw, y

will still get a $10 gift card because you helped out with the study.

Possible risks: Although we expect that there will be little to no risk involved i
this study, there is a chance that some questions may bring up difficulgfeeti
memories. If you say that you are uncomfortable or upset, we will stop the
interview or follow-up meeting. You will be able to decide whether you would

like to keep going or not. You also may miss some school and/or work if you are
a part of the study. However, you can schedule the interview and follow-up
meeting at a time that works best for you so you do not miss any school or work.

Possible benefits: We do not know if you will be helped by being in this study.
We may learn something that will help other adolescent cancer survivors some
day.

You do not have to join this study. It is up to you. You can say okay now, and you
can change your mind later. All you have to do is tell us. No one will be mad at
you if you change your mind.

Before you say yes to being in this study, we will answer any questions yeu ha

If you want to be in this study, please sign your name. You will get a copy of this
form to keep for yourself.

If you have any questions, please contact us at any time at (813) 451-9425.

| give my permission to take part in this study. | understand that this isaleskelaave
received a copy of this assent form.

Sign your name here Print your name here Date
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Appendix M: Johns Hopkins Hospital Quick Guide for the Interview and Follow-up
Meeting

This sheet includes a list of important information to remembethfe interview and
follow-up meeting.

THE INTERVIEW (30-40 minutes)

Your interview is scheduled for:

e Date:
e Time:
e Place:

*We will call you one week before the interview to briefly review the
informational packet and provide a friendly reminder about your interview date,
time, and place.

What are some important things | need to remembeh&interview?
e You will be asked to review and sign the assent form.
¢ One of your parents must be at the interview to review and sign the consent form.

e You can bring anything else like pictures, drawings, paintings, videos, music,
journals, or anything else you think may help us understand your experience as a
cancer survivor. You can bring things you have already made or you can make
something to bring to the interview. It is your choice.

e If you choose to bring something, we will collect it at the end of the interview so
we can copy/scan them. We will return the originals to you at the follow-up
meeting. If you choose to do the follow-up meeting over the phone, then we will
mail the originals to you within a few days after the interview.

¢ If you are uncomfortable leaving your original things with us, you can capy/sc
them yourself and bring them to the interview.

e You will be asked to fill out a questionnaire after the follow-up meeting. Your
parents can help you with this if you want.

¢ You will have a chance to ask any questions you want at the end of the interview.
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e We will call you within one month to schedule a day/time for the follow-up
meeting/phone call.

e We will write down what you talked about during the interview and send it to you
in the mail or by email. It will say “My Interview”. We would like for you &ad
it and bring it to the follow-up meeting or have it with you during the phone call.
Your parents can help you read it if you want.

THE FOLLOW -UP MEETING (20-30 minutes)

What are some important things | need to remember fdoliosv-up meeting?

e You can choose to have a follow-up meeting or phone call.

e Bring the paper that says “My Interview” to the follow-up meeting or hiawéh
you during the phone call.

e We will talk about the interview so we can make sure that we understood what
you told us. If you feel comfortable, we would like you to tell us about what you
thought about the interview.

e If you would like to talk more about your experiences or if we need more
information another short interview by phone or in-person may be scheduled.
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Appendix N: Written Description of the Study for Director at The Gathd?iage

Title of Study

Transition Experiences of Adolescent Survivors of Childhood Cancer: A Quaitati
Investigation

Purpose of the Study

The purpose of this study is to conduct a qualitative investigatiomwafstgnificant

transitions experienced by adolescent survivors of childhood cancénengerceptions
of how these transitions impacted their lives. The two transitiwatswill be explored
include the transition from off-treatment to post-treatment arfbadcreintegration.
Specifically, the study will explore adolescent cancer survivexgeriences of going
through these transition processes, their perceptions of the imphetseftransitions on
their lives, challenges associated with these transitions, and biléfs about what
supports/services would be beneficial during these transitions. Vayjoes of data will

be collected to explore these transitions including individual inwesyiedirect

observations during interviews, documents (journal entries, letieos; stories), and
audiovisual material (artwork, photographs, videos).

Significance of the Study

The current study will contribute to the literature examining ttla@sition from off-

treatment to post-treatment and school reintegration from the pevggeof adolescent
cancer survivors. The qualitative research approach used iruthysveill render a rich,

in-depth description and understanding of these transitions which cagtsée and add
to the small body of existing research. The findings geneffabed this study can
provide health care professionals and school personnel with a bettestandmg of

adolescent cancer survivors’ transition experiences, the impatiesé transitions on
their lives, perceived challenges, and supports and/or services that malkl the

transition process smoother. Furthermore, knowledge of this infamatn help
identify potential targets for intervention and improve servicevegliin both health care
and school settings.

Inclusion & Exclusion Criteria

Inclusion criteria:

e Chronological age between 12 and 17 years

e Diagnosis of cancer (other than brain tumor) received during childhood

e Diagnosis was received at age 5 years or older (preferablyadisgreceived at age
11 or older)

e Has been off treatment for a minimum of six months and a maximum of five years

e Cancer is currently in remission
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No history of a relapse
Currently attending school in the community (e.g., public, private, charter school)
Willing and able to provide assent
Caregiver(s) are willing to provide consent for participation

Exclusion criteria:

Lack of fluency in English

In foster care

Intellectual disability

Diagnosis of a brain tumor

Below the age of five years at initial diagnosis

Off treatment for less than six months or more than five years
Currently home schooled or taking Virtual classes on the internet

Time Commitment for Participants

Initial telephone call (approximately 10 to 15 minutes)
o Potential follow-up telephone contact if adolescent and their caregiver(s)
request more time to think about the study (5 to 10 minutes)
Interview session (approximately 30 to 40 minutes)
o Location of interview will be determined based on participant preference
Follow-up meeting (approximately 20 to 30 minutes)
0 Location of follow-up will be determined based on participant preference
Additional follow-up meeting if requested or needed (approximately 20-30 mjnutes
o Location of additional follow-up meeting will be determined based on
participant preference
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Appendix O: The Gathering Place Letter of Support
March 9, 2010

Division of Research Integrity & Compliance
University of South Florida

12901 Bruce B. Downs Blvd, MDC35
Tampa, FL 33612-4799

To Whom It May Concern:

| am writing in support of the dissertation project, “Transition Experieatéslolescent
Survivors of Childhood Cancer: A Qualitative Investigation”. 1 am a member of the
clinical program staff at the Gathering Place, which is a non-profiecamganization
located near Cleveland, Ohio (http://www.touchedbycancer.org/). Specificattythe
group leader for various children and teen programs. | have spoken with Ms. Lopez at
length about her research and fully understand the purpose, inclusion/exclusra crite
risks/benefits, and time commitment for participants. Based on this information, |
believe that the Gathering Place is an appropriate site for Ms. Lopezud re

participants for her study. There are adequate and appropriate resoaiecddeaat the
Gathering Place to conduct confidential interviews and follow-up meetings.
Furthermore, there are supports available for those participants who mag@sg@eain
adverse or unanticipated event while participating in this study at the @t Place.

The Gathering Place has a number of resources available for those pasticsipambay
experience distress during an interview or follow-up meeting. Additionally| bfsez

also is prepared to provide a list of resources and/or emergency support to pastitipant
necessary.

If you have any questions about our organization or pertaining to our support of this

research project, please feel free to contact at me at (216) 595-9546 or
kmaxwell@touchedbycancer.org.

Sincerely,

Kathy Maxwell, LISW-S
The Gathering Place
Clinical Program Staff Member
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Appendix P: The Gathering Place Telephone Screening for Participant Recituitm

Greeting. Hello Mr. /Mrs. /Ms.

| am calling to briefly tell you about the research study and see if you and
CHILD’S NAME may be interested in learning more about the study.

The research study will include people who are cancer survivors between the ages
of 12 and 17.

The purpose of the research study is to learn more about cancer survivors’
experiences when they finished treatment and had to go back to their everyday life
and what it was like going to school.

The study will require a telephone call (10-15 minutes), interview (30-40
minutes), and a follow-up meeting (20-30 minutes). The interview and follow-up
meeting can be conducted at a location that is comfortable and convenient
(example: home, hospital).

Participants will be given a $10 Target or Walmart gift card for completing the
interview and another $10 Target or Walmart gift card for completing the follow-
up meeting....for a total of $20.

The research study presents minimal risk.

There is no direct benefit from being in this study. However, taking part in the
research study may help others in the future. For example, information from this
study may help provide more information on adolescent survivorship care and
possibly be used to inform and improve survivorship care and practices in the
community.

Would you and CHILD'’S NAME be interested in learning more about the study?

o If YES: I need your permission to provide the researcher, Alana Lopez,
with your phone number so that she can contact you dirguilg: parent
and child must willingly provide a phone number).

= Thank you for your contact information. Is there a time/day that
would be best for your family to receive this phone call?

= Alana Lopez will be calling you within one week (or at the
preferred time/day stated by family) to talk more about the study.

o If NO: Thank you for your time. It is greatly appreciatBtease feel free
to contact Alana Lopez at (813)451-9425 if you choose to reconsider.
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Verbal Consent/Assent to Provide Contact Information

Date:

Time:

Verbal consentd YES 4 NO Guardian’s Name:
Verbal assent 4 YES 4 NO Child’s Name:

Phone Number:

Initials of Interviewer:

Follow-up Phone Call Information (if applicable)

Best day/time to reach family:
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Appendix Q: The Gathering Place Introductory Letter

Dear ,

This packet has been given to you because you said you are @teareparticipating in
this study. The purpose of this study is to learn more abouteyqeriencevhen you
finished treatment and had to go back to your everyday life.alééewould like to learn
about what it was like going to school and what type of experiermefiad with your
teachers and other students your age. You will find the followingermakst in this
packet:

Assent Form
» The assent form is for you to look over. This form lets you know abeustudy
and why you are being asked to take part in the study. This fdrimevexplained
in detail on the day of the interview and you will sign it at that time (ifgloapse
to participate in the research study).

Consent Form

» The consent form is for your parents to look over. This form lets patents
know about the study and why you are being asked to take partstuthe This
form will be explained in detail to your parents on the day of nkerview and
they will sign it at that time (if they are okay with you participatimghie research
study).

Quick Guide for the Interview and Follow-up Meeting

» This sheet includes a list of important information to rememtrethie interview
and follow-up meeting.

Please feel free to contact us if you have any questions or concerns at (813) 451-9425 or

(216) 595-9546. Thank you for taking the time to review this packet.

Sincerely,

Alana Lopez, M.A.
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Appendix R: The Gathering Place Consent Form

Parental Permission to Participate in Research

Information for parents to consider before allowing their child to take partin this

research study
IRB Study # 107896

The following information is being presented to help you and your child decide

whether or not your child wants to be a part of a research study. Please read

carefully. Anything you do not understand, ask the investigator.

We are asking you to allow your child to take part in a research study that is

called:

“Transition Experiences of Adolescent Survivors of Childhood Cancer:A
Qualitative Investigation”

The person who is in charge of this research study is Alana Lopez, MA. This

person is called the Principal Investigator. However, other research ataffen

involved and can act on behalf of the person in charge.

The research will be done at The Gathering Place and Johns Hopkins Hospital.

1. Should your child take part in this study?

This form tells you about this research study. You can decide if you want your
child to take part in it. This form explains:

0 Why this study is being done.

o What will happen during this study and what your child will need to do.

o Whether there is any chance your child might experience potential benefits
from being in the study.

o0 The risks of having problems because your child is in this study.

Before you decide read this form:

o0 Have a friend or family member read it.

o Talk about this study with the person in charge of the study or the person
explaining the study. You can have someone with you when you talk
about the study.

o Talk it over with someone you trust.

o Find out what the study is about.

You may have questions this form does not answer. You do not have to guess at
things you don’t understand. If you have questions, ask the person in charge of
the study or study staff as you go along. Ask them to explain things in a way you
can understand.

Take your time to think about it. It is up to you. If you choose to let your child be
in the study, then you should sign this form. If you do not want your child to take
part in this study, you should not sign the form.
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2. What you should know about this study:

Your child is being asked to join a research study.

This consent and authorization form explains the research studyoamd y
child’s part in the study.

Please read it carefully and take as much time as you need.

Please ask questions at any time about anything you do not understand.
Your child is a volunteer. If your child joins the study, your child claange
his/her mind later. Your child can decide not to take part or he/shguiat
any time. There will be no penalty or loss of benefits ifrychild decides to
quit the study.

During the study, we will tell you and your child if we learnyamew
information that might affect whether your child wishes to contitaube in
the study.

Ask the Principal Investigator to explain any words or inforamatin this
informed consent and authorization form that you do not understand.

3. Why is this research being done?

This research is being done to learn more about your child’'s expenehen
he/she finished treatment and had to go back to his/her everydaydifalso
would like to learn about what it was like for your child goingkotecschool

and what type of experiences he/she had with teachers and other sstudent
his/her age.

This study is designed to explore these experiences in-depth,cibdis
perceptions of the impact of these experiences on their livedlernpes
associated with these experiences, and beliefs about what suppocessgse
would have been beneficial during these experiences.

Who is eligible to participate in this study?

People who are: (a) cancer survivors between the ages of 12 and &t (exc
survivors of brain tumors); (b) diagnosed with cancer at age 5 or; ¢tjeoff
treatment for at least 6 months and no more than 5 years; (dgrcanmm
remission; and (e) no history of relapse may join the research study.

How many people will be in this study?

Approximately 20 people are expected to take part in this study.

4. What will happen if your child joins this study?
Study Requirements

If you and your child agree to be in this study, we will ask your child to do the
following things:
Individual interview:
0 The interview will take about 30 to 40 minutes and will be audiotaped.
o We will ask your child questions about his/her experience during the
first few months when he/she was no longer receiving treatment and
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what it was like for your child going back to school. Your chilsbal
can bring any documents (like journals, letters), or audiovisual
material (like pictures, drawings, other artwork) if he/sheelesk it

will help us better understand his/her experiences.

0 At the end of the interview session, the interviewer will ¢yaghd
summarize (not interpret) information shared and may ask follow-up
guestions to clarify your child’s responses.

0 After the interview is done, your child will be asked to compkete
guestionnaire. The questionnaire will take about 1 to 2 minutes to
complete. You may help your child complete the questionnaire. After
your child finishes the questionnaire, you and your child will be able
to ask questions about the interview or research study.

o Follow-up meeting:

= The follow-up meeting will take about 20 to 30 minutes.

= You and your child will receive a phone call to schedule a
follow-up meeting within one month from the date your child
was interviewed.

= You and your child will be mailed a copy of the results of their
interview so your child can review this information before the
follow-up meeting. You may help your child review this
information if necessary.

= At the follow-up meeting, your child will have a chance to
share his/her feelings and thoughts about the results.

0 After follow-up meeting:

= If more information is needed or if your child would like more
time to discuss his/her experiences, an additional follow-up
interview or a phone call may be scheduled.
The total time length of time for participation in the studyl wé about 80
minutes.

o0 Interview with demographic questionnaire = maximum of 50 minutes

o Follow-up meeting = maximum of 30 minutes

Interviews and follow-up meetings may be done at the hospitabuathome,

or another location of you and your child’s choice. Please feeldrp&ek a
convenient location where you and your child feel most comfortable.
Interviews and follow-up meetings over the phone are also permikade-
to-face interviews/meetings (in person) are preferred over phone
interviews/meetings.

It is preferable that you are not present in the room oa dging the
audiotaped portion of the interview session in order to allow your child
maximum freedom and independence to answer questions. Howeven; if you
child expresses that he/she would feel more comfortable with yoey then

you may sit in on the interview but will not be allowed to pgrate in the
session (example: answer questions, elaborate on your child’s responses).
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All records from the study (for example: audiotapes, questionhainésbe
destroyed in four years.

How long will your child be in the study?

Your child will be in this study for approximately 2 to 3 months.

5. What are the risks or discomforts of the study?

We expect that there will be little to no risk involved in thisdy. However,
there is a chance that some questions may bring up diffiealin§s or
memories for your child. There may be other discomforts thanateyet
known as well.

If your child says that he/she is uncomfortable or upset or iblveerve that
your child is becoming distressed, the interview or follow-up mgaetiill be
stopped immediately. You and your child will be able to decide whether if you
would like to keep going or not. If you and your child choose to stop, then
time will be taken to discuss the interview/follow-up session arld as
guestions. We also will provide you and your child with psychological
services referral information if you would like.

Your child may get tired or bored when he/she is answering quesiions
completing the questionnaire. Your child does not have to answer any
guestion he/she does not want to answer.

Your child may miss school and/or work if he/she participatethenstudy.
However, you and your child can schedule the interview and follow-up
meeting at a time that works best for him/her so no school or work is missed.
Things that are said during the interview and follow-up meetingbsilkept
confidential (private, secret) to the maximum extent possible.eMexy there

are a few times that we must tell appropriate authoritigeép someone safe.
These include: (a) if someone says that they are going to hursehas; (b)

if someone says that they are going to hurt someone elseés@heone says
they have been hurt by someone.

There is the risk for the loss of confidentiality of sensitiveorimfation.
However, steps will be taken to prevent this loss. All responsdsbwiil
protected using a code number and stored in a locked file cabinetr and
password protected computer. Your child also may choose a fake nase to
during the interview and follow-up meeting to maintain confidemyialif

your child does not choose a fake name, one will be given to him/her when
writing up the results of the study.

6. Are there benefits to being in the study?

There is no direct benefit to your child from being in this study.
If your child takes part in this study, he/she may help othdisifuture. For
example, information from this study may help provide more information on
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adolescent survivorship care and possibly be used to inform and improve
survivorship care and practices in the community.

7. What are the options if you or your child does not want to be in the study?

An alternative is to not take part in the study.

You and your child do not have to join this study. If you and your child do
not join, care at The Gathering Place will not be affected.

8. Will it cost you or your child anything to be in this study?

No.

9. Will your child be paid if he/she joins this study?

Your child will get a $10 Target or Walmart gift card for rggipart of the
interview and a $10 Target or Walmart gift card for being phthe follow-
up meeting. Your child will get the first gift card at the endha interview
and the second one at the end of the follow-up meeting.

If your child leaves the study after the interview session, heishestill
receive a $10 Target or Walmart gift card because he/spechelt with the
study.

10. Can your child leave the study early?

You and your child can agree to be in the study now and change your mind
later.
If you or your child wishes to stop, please tell us right away.

If you or your child decides to leave this study, care at Taeh&ing Place
will not be affected.

11. Why might we take your child out of the study early?

Your child may be taken out of the study if:
o Staying in the study would be harmful.
0 The study is cancelled.
o There may be other reasons to take your child out of the studyehat
do not know at this time.

12. What will we do to keep your child’s study records private?

There are federal laws that say we must keep your child’s studyglsecor

private. This part of the consent and authorization form tells you what
information about your child may be collected in this study and who might see
or use it.

Specific ways that we will try to protect your child’s privacy in this study
include:

a. Your child’s responses will be protected using a code number.
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b. A code number will be given to your child as soon as the assent and
consent/authorization forms are signed.

c. All of the following will have a code number and be stored in a lodked
cabinet: (a) questionnaire, (b) notes, (c) audiotapes, (d) inteanewollow-
up transcripts, (e) documents, (f) audiovisual material; and (g) an
information collected before consent/authorization and assent forens a
signed (example: contact information).

d. Notes, transcribed interviews, documents, and audiovisual matesgaival
be stored in password protected files on one research team ri'embe
computer.

e. These documents will be saved on a CD as a backup. The CD albe will
the locked file cabinet.

f. Also, your child may choose to use a fake name during the interview and
follow-up meeting. If your child does not choose a fake name, one will be
given to your child when writing up the results of the study. Albrds from
the study will be destroyed in seven years.

However, certain people may need to see your child’s study records. By law,

anyone who looks at your child’s records must keep them completely

confidential. The only people who will be allowed to see these records are:

o Certain government and university people who need to know more
about the study. For example, individuals who provide oversight on
this study may need to look at your child’s records. These include the
University of South Florida Institutional Review Board (IRB) and the
staff that work for the IRB. Individuals who work for USF that
provide other kinds of oversight to research studies may also need to
look at your child’s records.

o Other individuals who may look at your child’s records include:
agencies of the federal, state, or local government that regulates this
research. This includes the Department of Health and Human Services
(DHHS) and the Office for Human Research Protections. They also
need to make sure that we are protecting your child’s rights and safety.

o People at The Gathering Place may look at the study records to make
sure the study is done in the right way.

We will use and disclose your child’s information only as deedriin this form

and; however, people outside of the University of South Florida who eegeiwr

child’s information may not be covered by this promise. We trydakarsure that
everyone who needs to see your child’s information keeps it confidertiial we
cannot guarantee this.

We may publish what we learn from this study. If we do, we will not let anyone

know your child’s name. We will not publish anything else that would let people

know who your child is.

We cannot do this study without your permission to use and give out your child’s

information. You do not have to give us this permission. If you do not, then your

child may not join this study.
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13. What happens if you decide not to let your child take part in this study?
e You should only let your child take part in this study if both of you want to.
You or child should not feel that there is any pressure to take part in the study
to please the study investigator or the research staff.
e If you decide not to let your child take part:
o0 Your child will not be in trouble or lose any rights he/she would
normally have.
o0 You child will still get the same services he/she would normally have.
o Your child can still get their regular services at The Gathering Place.

e You can decide after signing this informed consent documethat you no
longer want your child to take part in this study. We will keep you
informed of any new developments which might affect your willingrtess
allow your child to continue to participate in the study. However, gam
decide you want your child to stop taking part in the study forraagon at
any time. If you decide you want your child to stop taking pareénstudy,
tell the study staff as soon as you can.

o We will tell you how to stop safely. We will tell you if there are any
dangers if your child stops suddenly.

o If you decide to stop, your child can go on getting his/her regular
services at The Gathering Place.

e Even if you want your child to stay in the study, there may be reasons wellwvi
need to take him/her out of it. Your child may be taken out of this study if:
e We find out it is not safe for your child to stay in the studgr éxample,
your child’s health may get worse.

e Your child is not coming for the study visits when scheduled.

14. You can get the answers to your questions, concerns, or complaints.

e If you have any questions, concerns, or complaints about this study, please call
Alana Lopez at 813-451-9425.

e If you have questions about your child’s rights, general questions, complaints, or
issues as a person taking part in this study, call the Division of Reseagfitynt
and Compliance of the University of South Florida at (813) 974-9343.

e If your child experiences an adverse event or unanticipated problem, pléase cal
Alana Lopez at 813-451-9425.

15. Assent Statement

e This research study has been explained to my child in my presence in language
my child can understand. He/she has been encouraged to ask questions about the
study now and at any time in the future.
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Appendix R: (Continued)

Consent for Child to Participate in this Research Study

e Itis up to you to decide whether you want your child to take partsrstody. If
you want your child to take part, please read the statements habtbwign the
form if the statements are true.

| freely give my consent to let my child take part in this widy. | understand that by
signing this form | am agreeing to let my child take parntdsearch. | have received a
copy of this form to take with me.

Signature of Parent of Child Taking Part in Study Date

Printed Name of Parent of Child Taking Part in Study

Signature of Parent of Child Taking Part in Study Date

Printed Name of Parent of Child Taking Part in Study

The signature of only one parent was obtained because:

1 The other parent is not reasonable available. Explain:

1 The other parent is unknown.

1 The other parent is legally incompetent.

] The parent who signed has sole legal responsibility for theararecustody of the
child.

Signature of Witness Date

Printed Name of Witness

Statement of Person Obtaining Informed Consent

| have carefully explained to the person taking part in the study dar she can
expect.

Signature of Person Obtaining Informed Consent Date

Printed Name of Person Obtaining Informed Consent
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Appendix S: The Gathering Place Assent Form

Assent to Participate in Research

Information for Persons under the Age of 18 Who Are Being Asked To Take Part in
Research

IRB Study # 107896

Title of study: Transition Experiences of Adolescent Survivors of Childhood Cancer: A
Qualitative Investigation

e We want to tell you about a research study we are doing. A research studgyisoa w
learn information about something. We would like to find out more about your
experience when you finished treatment and had to go back to your everyday life. We
also would like to learn about what it was like going back to school and what type of
experiences you had with your teachers and other students your age.

e You are being asked to join the study because you are a cancer survivor who is
between the ages of 12 and 17. If you take part in this study, you will be one of about
20 people in this study.

e The person in charge of this study is Alana Lopez a student at the UniveiSaytbf
Florida. She is being guided in this research by Dr. Kathy Bradley-Kluger Ot
people who you may see while you are on the study include those who work at The
Gathering Place.

e If you agree to join this study, you will be asked to do the following:

o Individual interview: The interview will take about 30 to 40 minutes and will
be audiotaped. We will ask you questions about your experience during the
first few months when you were no longer receiving treatment and what it was
like going back to school. You also can bring any documents (like journals,
letters), or audiovisual material (like pictures, drawings, other artwioyk)i
believe it will help us better understanding your experiences. After the
interview is done, you will be asked to complete a questionnaire that includes
some questions about yourself. The questionnaire will take about 1 to 2
minutes to complete. After you finish the questionnaire, you will be given a
chance to ask questions about the interview or research study.

o Follow-up meeting: The follow-up meeting will take about 20 to 30 minutes.
You will receive a phone call to schedule a follow-up meeting within one
month from the date you were interviewed. You will be mailed a copy of the
results of your interview so you can review this information before the follow-
up meeting. At the follow-up meeting, you will have a chance to share your
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Appendix S: (Continued)

feelings and thoughts about the results. You can do the follow-up meeting
either in person or over the phone.

0 After follow-up meeting: If more information is needed or if you would like
more time to discuss your experiences, an additional follow-up interview or a
phone call may be scheduled.

o0 Things that are said during the interview and follow-up meeting will be kept
confidential (private, secret). However, there are a few times thattltetius
others to keep someone safe. These include: (a) if someone says that they are
going to hurt themselves; (b) if someone says that they are going to hurt
someone else; (c) if someone says they have been hurt by someone.

You will be a part of this study for about 2 to 3 months.

No one, not even the people who are doing this study, will know that the information
you give comes from yoWlll information from the study (for example: audiotapes of
the interview, questionnaires) will be destroyed in four years.

You will get a $10 Target or Walmart gift card for being part of the interview and a
$10 Target or Walmart gift card for being part of the follow-up meeting. Yduwgeil
the first gift card at the end of the interview session and the second onbeafter t
follow-up meeting. If you decide to leave the study after the interviewwll still

get a $10 gift card because you helped out with the study.

Possible risks: To the best of our knowledge, the things you will be doing will not
harm you or cause you any additional unpleasant experience. Although we expect
that there will be little to no risk involved in this study, there is a chance that some
guestions may bring up difficult feelings or memories. If you say thaiaye
uncomfortable or upset, we will stop the interview or follow-up meeting. You will be
able to decide whether you would like to keep going or not. You also may miss some
school and/or work if you are a part of the study. However, you can schedule the
interview and follow-up meeting at a time that works best for you so you do not miss
any school or work. In addition to the things that we have already talked about, listed
above, you may experience something uncomfortable that we do not know about at
this time.

Possible benefits: We do not know if you will be helped by being in this study. We
may learn something that will help other adolescent cancer survivors some day.

You do not have to join this study. It is up to you. You can say okay now, and you
can change your mind later. All you have to do is tell us. No one will be mad at you if
you change your mind. If you do not want to be in the study, nothing else will
happen.
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Appendix S: (Continued)

e Before you say yes to being in this study, we will answer any questiorsaye. If
you think of other questions later, you can ask them.

e If you have any questions, please contact us at any time at (813) 451-9425.

Assent to Participate

| understand what the person running this study is asking me to do. | have thought about
this and agree to take part in this study.

Name of person agreeing to take part in the study Date

Name of person providing information to subject Date
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Appendix T: The Gathering Place Quick Guide for the Interview and Follow-uprgeet

This sheet includes a list of important information to remembeth@rinterview and
follow-up meeting.

THE INTERVIEW (30-40 minutes)

Your interview is scheduled for:

e Date:
e Time:
e Place:

*We will call you one week before the interview to briefly review the
informational packet and provide a friendly reminder about your interview date,
time, and place.

What are some important things | need to remembeh&interview?
e You will be asked to review and sign the assent form.
¢ One of your parents must be at the interview to review and sign the consent form.

e You can bring anything else like pictures, drawings, paintings, videos, music,
journals, or anything else you think may help us understand your experience as a
cancer survivor. You can bring things you have already made or you can make
something to bring to the interview. It is your choice.

e If you choose to bring something, we will collect it at the end of the interview so
we can copy/scan them. We will return the originals to you at the follow-up
meeting. If you choose to do the follow-up meeting over the phone, then we will
mail the originals to you within a few days after the interview.

¢ If you are uncomfortable leaving your original things with us, you can capy/sc
them yourself and bring them to the interview.

e You will be asked to fill out a questionnaire after the follow-up meeting. Your
parents can help you with this if you want.
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Appendix T: (Continued)
You will have a chance to ask any questions you want at the end of the interview.

We will call you within one month to schedule a day/time for the follow-up
meeting/phone call.

We will write down what you talked about during the interview and send it to you
in the mail or by email. It will say “My Interview”. We would like for you &ad

it and bring it to the follow-up meeting or have it with you during the phone call.
Your parents can help you read it if you want.

THE FOLLOW -UP MEETING (20-30 minutes)

What are some important things | need to remember fdpliosv-up meeting?

You can choose to have a follow-up meeting or phone call.

Bring the paper that says “My Interview” to the follow-up meeting or hiawéh
you during the phone call.

We will talk about the interview so we can make sure that we understood what
you told us. If you feel comfortable, we would like you to tell us about what you
thought about the interview.

If you would like to talk more about your experiences or if we need more
information another short interview by phone or in-person may be scheduled.
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Appendix U: Case Study Summary Worksheet

Case ID

Analyst’s Synopsis of Cageossibly identifying the case, the sites, the activity, key
information sources, and context information):

Situational Constraints

Uniqueness among Other Cases:

Prominence of Themes in This Case:

Expected Utility of This Case for Developing Themes:

Conceptual Factors:

Findings:

Possible Excerpts for the Multicase Report (noting case report page number):

Commentary (sometimes noting case report page number):

350



	University of South Florida
	Scholar Commons
	2011

	Transition Experiences of Adolescent Survivors of Childhood Cancer: A Qualitative Investigation
	Alana Delores Lopez
	Scholar Commons Citation


	Microsoft Word - $ASQ87776_supp_undefined_B2A68C64-6C26-11E0-942B-8663F0E6BF1D.doc

