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Abstract
Purpose Living with late effects can affect young childhood cancer survivors’ (CCSs) self-management (SM) abilities. In this
study, we explored different approaches to SM of everyday life by young CCS.
Methods This is a sub-study of a larger study on Physical Activity among Childhood Cancer Survivors (the PACCS
study). We conducted individual interviews with 22 CCS aged 9 to 18 years who were at least 1 year off-treatment. An
hybrid inductive-decductive thematic analysis was used.
Results Three main themes were identified: (1) managing everyday life with fatigue, (2) building self-management competence,
and (3) cancer survivor as part of identity. Late effects, especially fatigue, contributed to a perceived ability gap compared to
peers, limiting participation in everyday activities. CCS developed new SM skills to overcome such challenges and pushed
themselves physically and mentally to master and balance activities and rest to regain energy. CCS changed activities, adapted
their expectations, or legitimized their apparent lack of SM skills to regain a sense of self-efficacy. Managing the impact of cancer
on relationships with family and friends also required use of SM strategies.
Conclusions The findings expand our currently limited knowledge of young CCS and SM skills they develop to manage
everyday life after treatment completion. These, combined with ongoing support from family and peers, “make it work”.
Implications for Cancer Survivors The perspectives of young CCS illustrate their SM skills and support needs beyond
transitioning off-treatment. Conceptualizing this within follow-up care may contribute to a feeling of mastery and increased
satisfaction among CCS.
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Background

Treatment progress has resulted in dramatic increases in sur-
vival for patients diagnosed with childhood and adolescence
cancers, yet receiving such a diagnosis remains a life-
changing event [1]. Surviving cancer comes at a cost, with
ongoing high risks of treatment-related late effects that can
occur across survivors’ lifespan [2–4]. Late effects encompass
health problems such as fatigue, heart failure, hormone failure,
fertility problems, secondary cancer, and cognitive impair-
ment [4–6]. Fatigue is described as one of the most common
late effects, defined as “a distressing, persistent, subjective
sense of physical, emotional, and/or cognitive tiredness or
exhaustion related to cancer or cancer treatment, not propor-
tional to recent activity and interferes with usual functioning”
[7 , p. 9]. Each childhood cancer survivor (CCS) has a unique
late effect risk profile, depending on genetic predisposition,
diagnosis, age at diagnosing, treatment history, personal
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vulnerability, and resilience [4, 8, 9]. Many CCS attend med-
ical follow-up for an extended period post-treatment to man-
age their health and screen for late effects [10].

Late effects such as fatigue, myocardial infection, neuro-
pathic pain, cognitive dysfunction, and depression may be-
come chronic medical health problems affecting physical
and psychosocial functioning and quality of life, thereby re-
quiring management strategies [11–14]. Given the persisting
risk and chronicity of late effects, it has been advocated to
consider cancer as a chronic disease and that patients with
cancer should be cared for accordingly [15, 16]. Besides, the
provision of self-management support in routine care for can-
cer survivors lags behind that of chronic diseases [17]. Similar
to others with chronic conditions, cancer survivors must de-
velop the ability to advocate for their health care, learn about
their cancer disease and treatment, interpret the signs and
symptoms of late effects, and choose management techniques
that minimize late effects and the consequent disturbance of
everyday life [18].

The concept of self-management (SM) encompasses such
abilities; one definition states SM in children and adolescents
as “an active, daily and flexible process in which youth and
their parents share responsibility and decision-making for
achieving control of their condition, health, and wellbeing
through a wide range of activities and skills. The goal of this
increased responsibility is to develop the skills needed for the
transition to adulthood and independent living” [19 , p. 92]. In
a study interviewing CCS parents, the participants
underscored that helping adolescents become their own advo-
cates was an important part of their self-management support
[20]. Generally, there is not much knowledge on the reinte-
gration processes of CCS parents into daily life directly after
the end of the treatment. A recent German study [21] found
that even though most families successfully (re)adjust to a
new normality, (re)integrating into daily life after cancer treat-
ment may take a long time and remains difficult for both the
child and the parents. On a positive note, some parents also
described positive family changes such as improved commu-
nication with their child, increased trust, and a strengthened
bond, indicating improved self-management skills. The fun-
damental core of SM is the active participation of patients in
their own care [18]. This includes acquiring knowledge about
the disease and treatment, engaging in shared decision-
making with health care providers, and developing everyday
coping skills such as self-monitoring and problem solving [11,
22]. To address CCS’s distinctive SM needs, it, therefore,
seems crucial to offer additional multidisciplinary and tailored
follow-up care to allow for ample opportunities to assess and
teach SM skills.

Late childhood and teenage years are a period marked by
significant changes, including role changes, shifting expecta-
tions, and new and challenging social interactions [23]. After
completing cancer treatment, many children and adolescents

wish to return to their school and other activities that their
peers are engaged in [24, 25]. Such activities provide a sense
of normality, and many report positive experiences when
returning to school full-time and being among their school-
mates and friends on a more regular basis again [20].
However, cancer-induced physical and mental changes can
contribute to feelings of being different from peers, even a
long time after the completed cancer treatment [24, 25].

There is limited evidence on self-management in CCS [26].
Several frameworks have been developed to map self-
management strategies in chronic disease, including cancer
[27, 28]; however, the impact on CCS self-management strat-
egies is scarce. Some evidence suggests that SM strategies
may benefit adolescents in two different transitions: one from
active cancer treatment to survivorship [29, 30]. Additionally,
adolescent cancer survivors face another challenging transi-
tion, as they naturally transition to young adulthood; they also
transition to the adult-focused health care system. This last
transition is often described as even more demanding, as the
adult health care system often is organized differently than the
paediatric ward, expecting young cancer survivors to manage
health care problems themselves without the parents’ involve-
ment [31]. Therefore, including a focus on self-management
skills in follow-up care would help prepare children and ado-
lescent cancer survivors to take responsibility for their health
before transitioning from paediatric to adult health care [30].

In Norway, as in many other countries, physical rehabilita-
tion and SM techniques are currently not part of CCS routine
follow-up care. We lack information about how SM skills can
promote young CCSs’ re-entry to, and mastery of, everyday
life after treatment completion. Given the rapid increase in the
CCS population, there is an urgent need to improve our un-
derstanding of both the challenges young survivors face and
how to best support them in managing these. To do so, we
need improved knowledge of what challenges, needs, and
resources they experience, seen from their perspectives.
Therefore, we aimed to provide an in-depth description of
the challenges faced by young CCS and the different ap-
proaches they use to manage everyday life. For future inter-
ventions to be effective, we need a detailed understanding of
the features that influence the CCS self-management experi-
ences and this study aims to contribute to building such
knowledge.

Methods

Study design

This descriptive qualitative study is part of a large internation-
al multi-method and multi-centre project, “Physical Activity
and Fitness among Childhood Cancer Survivors” (PACCS),
aiming to determine physical activity levels and physical

J Cancer Surviv



fitness of young survivors of childhood cancers, including
perceived barriers and facilitators to being active, using a
range of methods across three sub-studies. In the Norwegian
qualitative sub-study, health care personnel, parents, and chil-
dren and adolescents were interviewed about perceived bar-
riers and facilitators of physical activity after cancer. This
study reports on data from the individual interviews with the
children and adolescents, focusing on themes related to the
challenges they face and their self-management strategies.

Participants

In total, 22 children and adolescents from the age of nine to 18
years (called young survivors) participated in this qualitative
study; all were at least 1-year off-treatment and in remission.
They were initially recruited to the first PACCS sub-study,
which objectively measured physical activity levels, and were
asked if they would be interested in participating in the sub-
sequent interview study. Participants for the interview study
were then purposively sampled from the first sub-study [31] to
ensure variation in key factors affecting physical activity such
as age, age at diagnosis, diagnosis, fatigue level, and place of
residence. They were then contacted by study nurses to con-
firm participation and arrange a time and date for the inter-
view. All but one of the survivors invited agreed to participate.
Exclusion criteria were lack of consent and language
difficulties.

Semi-structured interviews

The interviews took place in connection with a medical
follow-up consultation at the paediatric outpatient clinic at
two university hospitals in Norway (Oslo and Bergen), both
participating in the PACCS study. The hospitals combined
serve approximately 75% of the Norwegian CCS population.
The interviews followed a semi-structured interview guide
[32] related to physical activity in daily living. Nineteen inter-
views were conducted at Oslo University Hospital by two
female researchers (EHL and HCL) both experienced in pae-
diatric cancer survivorship research. The three interviews at
Haukeland University Hospital in Bergen were conducted by
an experienced female nurse (SH). All interviews were audio-
recorded and transcribed ad verbatim.

Data analysis

The original aim of this sub-study was to explore young sur-
vivors’ experiences of engaging in physical activity in the
years after treatment. Thus, the study did not set out to exam-
ine self-management; rather, it emerged as a significant phe-
nomenon in the initial reading of the interviews. The authors,
therefore, decided to analyze the data with a focus on per-
ceived challenges and self-management strategies based on

principles of thematic analysis as described by Braun and
Clark [33]. We identified relevant features within all inter-
views generating codes using a hybrid inductive-deductive
approach [34]. The first and second authors (MHL, EHL)
did all the data coding, discussing any issues or disagreements
(with HCL) to reach an agreement. The first codes were de-
termined based on relevant self-management literature [18,
35, 36], and the data were coded deductively using the SM
aware literature and theory. The material was then coded in-
ductively to allow the participants’ voices to guide the analy-
sis, enabling codes not relating to existing literature and theory
to emerge. The thematic analysis was performed using the
method by Braun and Clark’s six phases (i.e. familiarizing
oneself with the data, generating initial codes, searching for
the themes, reviewing the themes, defining and naming the
themes, producing the report) [33] (see Fig. 1 for details of the
process). All authors helped reviewing and refining the
themes for clarity and completeness before the three overarch-
ing themes were finalized. Then, the themes were written
using key quotes to support the presentation. NVivo qualita-
tive data analysis software (version 12, 2018) was used for
data management [37]. The study adhered to the consolidated
criteria for reporting qualitative research (COREQ) guidelines
[38].

Ethics

Ethical approval was applied through the Regional Committee
for Medicine and Health Research Ethics (REK-sør,
2016/953). All participants received age-appropriate informa-
tion about the study aims. Informed written consent was pro-
vided by the parents of children < 18 years due to a request
from the Ethics committee. Children < 16 years gave oral
assent, while participants > 16 years provided written consent
as they are considered to be of legal age in relation to health
service rights and should therefore provide written consent
similar to adults [39]. Participants were given the right to
withdraw from the study at any time.

Results

Participants

A total of 22 semi-structured interviews were conducted, with
eight female and fourteen male CCS. The participants had a
mean age of 14.1 years (SD 2.7), and approximately 60%
lived in a rural setting. The median time since treatment com-
pletion was 4 years (range: 1–12 years). There were eight
different cancer diagnoses represented, with acute lympho-
blastic leukaemia (ALL) as the largest group (36.4%)
(Table 1).
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Results from the thematic analysis

Three main themes with eight sub-themes were identified
through the thematic analysis [33], describing aspects of
self-management related to the current daily life of CCS.
The three themes are (1)Managing everyday life with fatigue,
(2) Building self-management competence, and (3) Cancer
survivor as part of identity (Table 2). See Table 3 for
supporting quotes.

Managing everyday life with fatigue

Inmost interviews, a recurring subject was fatigue’s impact on
everyday life and functioning for the survivors. Many de-
scribed how the fatigue controlled their decisions regarding

activities and participation, and affected their management
strategies. The fatigue also increased their need for support
and necessitated explicit self-management skills, such as pri-
oritizing some activities and forsaking others. The theme en-
compasses three sub-themes: (1) fatigue and its consequences,
(2) pushing myself to master, and (3) balancing activities.

Fatigue and its consequences

During the interviews, almost all the young survivors shared
clear descriptions of fatigue or fatigue-like symptoms and how
it influenced their everyday lives. They generally described
the fatigue using metaphors related to low energy: “I lost my
power”, “I do not ever achieve a full charged battery”, and
“When tired, I short-circuit”. The feelings of fatigue and

interviews 
and pre 
analysis

• The 22 Interviews were verba�m transcribed 
• Self-management apparent phenomen in the interviews were iden�fied
• Prelimenary codebook created + concensus mee�ng (part of Braun & Clark; phase 2) 
• Nvivo for data management and data analysis 

Content 
analysis 
(Braun & 

Clark) 

•1.  Familiarazing with the data (Researchers read the transcripts several �mes, no�ng 
inital ideas) = prelimenary codes 

•2. Genera�ng ini�al codes (coding inters�ng features of the data in a systema�c fashion 
across the dataset, first 5 interviews that presented a richness of informa�on were 
coded by two of the authors (MHL &EHL), then all the interviews a�er concesus) = 
comprehensive codes 

•3.Searching for themes (Colla�ng codes into poten�al themes, gathering all data relevant 
to each poten�a

•4.Reviewing themes (Checking if themes work in rela�on to the coded extracts (level 1) 
and the en�re dataset (level 2) genera�ng a thema�c map of the analysis l theme) = 
candidate themes 

•5.Defining and naming themes: (Ongoing analysis to refine the specifics of each theme anf 
the overall analysis, genrea�ng clear defin�ons and theme names) = theme analysis 
contribu�on to data 

Ongoing 
analyses + 
wri�ng the 

report 
•6.Producing the report: (Final analysis, selec�on of compelling extract examples related 

back to the aim and research ques�ons) = descrip�on of results 

Fig. 1 Overview of the analyzing
process

Table 1 Participant description (N = 22)

Variables N (%), mean (SD), median (range)

Sex Female 8 (36.4%)
Mean age at interview 14.1 (SD 2.7)
Age groups 10–14 years 11 (50%)

15–18 years 11 (50%)
Diagnosis ALL 8 (36.4%)

HL 3 (13.6%)
NHL 5 (22.7%)
CNS tumour 3 (13.6%)
Solid tumours* 3 (13.6%)

Treatment Chemotherapy 22 (100%)
Radiation/brachytherapy 8 (36.4%)
Bone marrow transplant 4 (18.2%)

Age at diagnosis (years) Median 8 (0.5–15)
Years since treatment Median 4.0 (1–12)
Habitation Rural 9 (40.9%)

Urban 13 (59.1%)

ALL acute lymphoblastic leukaemia, HL Hodgkin’s lymphoma, NHL non-Hodgkin’s lymphoma, BT brain tumours

*Outside CNS
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reduced endurance were described as different from how they
experienced being tired before the cancer treatment, and it was
evident in the descriptions that the CCS were aware that their
perceived lack of energy was different from that of peers
(Table 3, 3.3, Q1).

Experiencing fatigue contrasted with several of the survi-
vors’ expectations about the “after treatment period”, such as
being even more active and feeling more vigorous than before
getting cancer, as they now had become “really healthy”.
Consequently, some had pushed themselves hard to meet
these expectations but failed and experienced even more fa-
tigue. Many were not given any information about fatigue
during or after treatment. Thus, several survivors experienced
feeling fatigued for a long time before mentioning it to health
care personnel, who then told them that this was a typical late
effect and to be expected. Some also concluded that having
this information earlier would have made it easier to manage
everyday life post-treatment (Table 3, 3.3, Q2). The survivors
described several explicit self-management strategies on cop-
ing with fatigue, which they often had developed over time
through trial and error. One of them was being aware of what
“your body is telling you”, indicating that they had to be
sensitive to and act on “fatigue signals” and adapt their activ-
ities accordingly to secure enough rest and to avoid “collaps-
ing” afterward (Table 3, 3.3, Q3). They also described how
fatigue and its disruptions to participation in activities made
them more dependent on their friends and families’ practical
support. It was primarily the parents that provided vital “fa-
tigue-buffering” support by driving to activities and friends,
waiting outside the school in case of acute tiredness, and or-
ganizing the family’s social life to prevent activity overload.
Asking for, or accepting, support and help from friends and
families was therefore described as an essential SM skill to
buffer fatigue’s consequences on their everyday lives.

Pushing myself to master

A commonly described SM skill was to push themselves
physically and mentally to master everyday activities limited
by fatigue, including activities at school and with friends and
family. Some of the older participants said that they believed
that physically pushing themselves was a good thing, with
positive spill-over effects to other parts of life, e.g. by giving
more energy and a greater sense of mastery of their school
work. They described this pushing as a kind of character-
building quality and a self-management skill (Table 3, 3.3,
Q4). However, for several of the participants, this strategy also
had the down side of feeling like a struggle that ended in being
even more fatigued. Several said that they were stubborn and
conscientiously kept pushing themselves, even if they felt
tired and knew they would experience fatigue afterward.
Attending school was highly prioritized, which demanded a
substantial amount of energy. To manage their academicTa
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aspirations, some survivors had developed step-by-step goals
as a strategy to counteract their fatigue. For example, one girl
treated for a brain tumour and suffering from severe fatigue
focused only on few academic topics each year. Others had to
rethink their academic aspirations; for example, one of the
male participants chose to change school to become an elec-
trician because he realized his academic abilities had changed
post-treatment. Hence, the extent to which cancer and treat-
ment had impacted everyday living was substantial, but some-
what unspoken. A female participant tells about her aspiration
to become a nurse and her doubts about whether this will be
possible due to fatigue (Table 3, 3.3, Q5).

Balancing activities

Many survivors talked about how balancing social activities
and rest, recuperate and regain energy, was one of the most
successful SM skills related to fatigue. Being with friends was
highly prioritized, and the survivors were willing to sacrifice
other things, such as school and physical activity, to be social-
ly active. Because the sense of reduced endurance and a sense
of weariness either occurred after some activity or were almost
always present, they had to develop new skills to balance or
conserve their energy to attend school and participate in activ-
ities with friends. They said that the balancing skills had de-
veloped over time and with many setbacks before achieving
competence (Table 3, 3.3, Q6). Here, the parents also were
important supporters; they supervised balancing activities and
rest, for example, motivating re-engagement in sports, and
providing time to rest and limit activities to prevent fatigue
(Table 3, 3.3, Q7).

Building self-management competence

It was evident that the young survivors developed new self-
management skills and competencies by learning from their
mistakes and re-calibrating their expectations about their ca-
pacity. At the same time, they developed concrete goals to
achieve increased self-efficacy and use their resources for sup-
port, such as friends, siblings, and parents. This theme com-
prises three sub-themes: (1) mastering towards a new normal,
(2) adjusting expectations and justifying choices, and (3)
changing arenas.

Mastering towards a new normal

Being able to master everyday activities seemed to be an es-
sential priority for the survivors following treatment comple-
tion (Table 3, 3.4, Q8). Setting concrete goals for achieve-
ments continued for many as an SM strategy to manage ev-
eryday life activities such as walking stairs alone, showering
without assistance, or carrying their school books themselves.
In these everyday tasks, the parents provided much practicalT

ab
le
3

(c
on
tin

ue
d)

Q
uo
ta
tio

ns
in

te
xt

Il
lu
st
ra
tiv

e
qu
ot
e

Q
14

F
em

al
e
12

ye
ar
s:
“F
oo
tb
al
ls
ta
rt
ed

to
ge
ta

lit
tle

bo
ri
ng

so
Iw

an
te
d
to
tr
y
so
m
et
hi
ng

ne
w
...
..
Iw

an
te
d
to
tr
y
gy
m
na
st
ic
s,
bu
tt
he
n
Iw

as
no
ts
tr
on
g
en
ou
gh

be
ca
us
e
yo
u
ha
d
to
st
ay

on
a
po
le

an
d
th
en

yo
u
ha
d
to

pu
ll
yo
ur

le
gs

up
.I
f
yo
u
m
an
ag
ed

th
at
,t
he
n
yo
u
co
ul
d
st
ar
t.
..
th
en

af
te
r
th
at
,I

st
ar
te
d
w
ith

ki
ck
bo
xi
ng
”.

3.
5
C
an
ce
r
su
rv
iv
or

as
pa
rt
of

id
en
tit
y?

3.
5.
1.
Po

si
tiv

e
be
ne
fi
ts
of

ca
nc
er

Q
15

F
em

al
e,
18

ye
ar
s:
“W

ith
ou
tt
he

le
uk
em

ia
,m

uc
h
ha
d
be
en

di
ff
er
en
t.
I
w
ou
ld
no
th
av
e
be
en

so
su
re
,w

ha
tI

w
an
tt
o
do

fo
r
a
liv

in
g,
w
or
ki
ng

as
a
nu
rs
e
on

th
is
w
ar
d
(p
ed
ia
tr
ic
on
co
lo
gy
).

I
ha
ve

a
co
m
pl
et
el
y
di
ff
er
en
tv

ie
w
of

w
ha
tc
an
ce
r
is
,n
ot

be
in
g
as

sc
ar
ed

of
it
no
w
as

I
us
ed

to
be

be
ca
us
e
I
ha
ve

se
en

th
at
it
ca
n
w
or
k
ou
tw

el
ls
om

et
im

es
”.

Q
16

F
em

al
e,
17

ye
ar
s:
“I

w
ill

no
ts
it
ba
ck

an
d
th
in
k
da
m
n,
th
at
th
e
ca
nc
er

w
as

on
ly

sh
it,

it
re
al
ly

w
as
n’
t-

m
an
y
ni
ce

th
in
gs

al
so

ha
pp
en
ed
,i
tw

as
go
od

tim
es

in
a
w
ay

(l
au
gh
s)
”.

If
I
ha
d
no
tb

ec
om

e
si
ck
,I

w
ou
ld

no
th

av
e
be
en

th
e
pe
rs
on

I
am

to
da
y,
an
d
I
am

ve
ry

sa
tis
fi
ed

be
in
g
m
e”
.

3.
5.
2.
B
ei
ng

op
en

ab
ou
tt
he

ca
nc
er

ex
pe
ri
en
ce

Q
17

F
em

al
e—

17
ye
ar
s:
“I

ha
ve

ac
ce
pt
ed

th
at
th
e
ca
nc
er

ha
pp
en
ed
,n
ow

I
w
an
tt
o
go

on
,t
hi
nk

ah
ea
d
an
d
no
tl
oo
k
ba
ck
”.
p.
15
3

Q
18

F
em

al
e,
16

ye
ar
s:
“I
’m

a
lit
tle

ad
di
ct
ed

to
be
in
g
ab
le
to

ta
lk

ab
ou
ti
t(
th
e
ca
nc
er

di
se
as
e)

w
ith

so
m
eo
ne

be
ca
us
e
it
w
as

tr
au
m
at
ic
-b
ec
au
se

I
w
en
tt
hr
ou
gh

so
m
et
hi
ng

bi
g”

Q
19

M
al
e,
15

ye
ar
s:
“H

ey
,h
av
e
Y
O
U
ha
d
ca
nc
er
?
W
ow

!
-
th
en

yo
u
co
ul
d
ha
ve

di
ed
.”

J Cancer Surviv



support and enabled self-efficacy. The more active partici-
pants often had concrete physical goals and worked systemat-
ically and hard to regain their physical capacity. They were
proud when talking about areas where they performed better
than their peers or had reached the same physical level as
before cancer (Table 3, 3.4, Q9).

Adjusting expectations and justifying choices

Some survivors struggled with persistently reduced physical
capacity compared to their peers. This capacity gap was often
understood as a consequence of the late effects of cancer or its
treatment, such as limited lung capacity, reduced immune sys-
tem, or fatigue, rather than something they had failed to
achieve. Moreover, not participating at their peers’ level at
school or in sports or social activities was explained by this
gap. Reduced participation was also sometimes explained by
the importance of prioritizing upcoming future academic
tasks. For example, they reduced the number of school sub-
jects in one school year to prepare for taking more important
subjects the following year. As such, justifying their choices
appeared to be a distinct SM strategy for mastering their lack
of ability to measure up to their peers’ accomplishments
(Table 3, 3.4, Q10). Another strategy to explain their reduced
activity or capacity levels was exemplified by a 16-year-old
girl struggling with post-cancer fatigue. She compared herself
with her pre-cancer self, an energetic and bubbling 11-year-
old. Explaining her changed behaviour and a much more se-
date lifestyle to typical teenage developments helped her ac-
cept her current situation. Some children also talked about
how acquiring knowledge that they were unlikely to become
as fit or as strong as they had been before helped them adjust
their expectations (Table 3, 3.4, Q11). Some then found new
interests or hobbies they could master as an SM strategy
(Table 3, 3.4, Q12).

Changing arenas

If the survivors had trouble measuring up to peers, an SM
strategy was to change activities or social arenas. This was
mostly related to sports and leisure, but several also talked
about having changed to another school post-cancer. A typical
change was choosing a school with fewer students and a more
holistic view of academic learning than the traditional
Norwegian public school system (Table 3, 3.4, Q13). In these
arena shifts, the parents had a distinct role as facilitators and
enablers to help ensure positive changes.

Especially when it came to team sports, running fast for an
extended period, or running relay, the CCS had apparent dif-
ficulties performing at the expected level. Several quit struc-
tured activities such as football and basketball after the treat-
ment as they felt they also let their team down by their poor
physical performance. Experiencing reduced physical

capacity or abilities made it sometimes challenging to re-
enter old arenas and established roles with peers. Activities
they used to enjoy were no longer fun because they felt it was
challenging to master at anticipated levels (Table 3, 3.4, Q14).

Cancer survivor as part of identity

As the CCS’s quote in the title of this paper illustrates, the
cancer experience may integrate a new, and often different
identity, and with it a realization that you have to do things
differently post-cancer to master new tasks, or even re-master
“old” tasks. Balancing between communicating the unique
experience and still being able to be “normal” among friends
seems like a challenging self-management strategy to master.
This last theme has two sub-themes: (1) positive benefits of
cancer and (2) being open about the cancer experience.

Positive benefits of cancer

Some survivors seemed to consciously or unconsciously en-
gage in benefit finding as a SM strategy, hereby reporting a
positive life change resulting from the struggle to cope with
the cancer treatment and reframing the cancer experience as
something with positive outcomes, making them a better ver-
sion of themselves. This way of thinking seemed like a coping
strategy that empowered the CCS and led to posttraumatic
growth. They spoke of being more certain of what future oc-
cupations they wanted (Table 3, 3.5, Q15). Furthermore, sev-
eral talked about how having had cancer had made them less
afraid of it—because they had not only survived but, in some
ways, emerged as a stronger and more competent person be-
cause of it (Table 3, 3.5, Q16).

Being open about the cancer experience

There was great variation among the participants regarding if,
and if so, how they communicated their cancer experience in
their day-by-day life. To regain a sense of normalcy, survivors
selected to either be open about their history of cancer or await
revealing this information to their peers, because they did not
want to be “special” anymore. Some of the older survivors
said they wanted to be honest about their illness, but many
still did not tell their schoolmates anything unless directly
asked. Several mentioned that only their closest friends knew
about their cancer. Not talking about it could be seen as an SM
strategy of “leaving it in the past” and, for some, to be more
like “everyone else”. Several of the younger survivors said
they do not think much about cancer themselves, and several
of them said they felt “done” with the cancer experience and
wanted to focus on the present and future (Table 3, 3.5, Q17).
In contrast, several of the older participants seemed to actively
use “talking about cancer” as an SM strategy to process what
they had experienced. They described that the disease was a
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life-changing experience that they needed time to process and
that repeatedly discussing it helped (Table 3, 3.5, Q18).

Some described that being a cancer survivor made them
unique and made them stand out among their peers in a pos-
itive way. It seemed that they acknowledged and accepted
having had cancer as a positive aspect of their new, improved
identity. For these survivors, incorporating their cancer history
as part of their identity made them feel “cool” and “different”,
they sort of legitimized their cancer for both them and their
peers. They expressed positive feelings when friends and
schoolmates were “impressed” and somewhat shocked by
their stories (Table 3, 3.5, Q19).

Discussion

This paper aims to provide an in-depth description of the dif-
ferent approaches CCS use to self-manage everyday life,
adding to currently limited knowledge of this particular age
group of CCS and their SM skills. By identifying existing
SM barriers and describing developed SM skills and an ongo-
ing need for support, these results illustrate that CCS continues
to have numerous challenges long after the cancer treatment
has ended. These challenges are related to the ongoing physical
and psychosocial effects of the cancer treatment, affecting their
SM skills and quality of life both positively and negatively.

An essential result in the first theme was fatigue manifes-
tation, and the survivors’ need to balance activity and rest to
function both at school and home. The finding of severe fa-
tigue as a common and debilitating late effect in CCS has been
underscored in a recent Cochrane review [40]. Most of our
study’s survivors described their fatigue as exhausting and
strong, reducing physical function and social participation
ability. Several were surprised by the fatigue. They had not
expected any medical or psychological late effects from treat-
ment, remaining a severe problem over time. These findings
are in line with results in adult CCS [41].

The CCS described developing SM skills akin to energy
economization and pushing themselves to manage their fa-
tigue. They also talked about how they thought that physically
pushing themselves was a positive SM strategy. In adult can-
cer survivors, exercise has a promising effect on cancer-
related fatigue [42], possibly supporting exercise as a positive
strategy also in younger ages. A systematic review of adult
survivors’ interventions found that physical activity and psy-
chological interventions improve chronic fatigue almost to the
same extent [43]. Similar researches on CCS and comprehen-
sive programmes for young survivors focusing on lifestyle
and health behaviour are still lacking [44]. However, a novel
report [45] from the International Late Effects of Childhood
Cancer Guideline Harmonization Group found that physical
activity interventions (e.g. aerobic and yoga) reduce fatigue in
childhood, adolescent, and young adult cancers.

Some survivors said that they had received limited infor-
mation about fatigue as a late effect. This may be due to the
children’s young age at treatment completion; most of the late
effect information was given to the parents. Also, health care
professionals may be apprehensive about providing informa-
tion about fatigue, being unsure of how to balance between
providing sufficient information about late effects and creat-
ing unnecessary anxiety [46]. A quantitative study on adult
CCS attending a late effect clinic found that very few survi-
vors had knowledge of their specific treatment modes and
reported a substantial underestimating of future health risks
[47]. These findings are also supported in Norwegian studies
of adult CCS, which conclude that although participants have
a good recollection of treatment modalities, they had limited
knowledge of the risk for treatment-related late effects [46,
48]. Another Norwegian study [49] analyzing video record-
ings of follow-up consultations with adolescent survivors
found notable individual differences between the paediatric
oncologists in information provisioning and a clear biomedi-
cal focus in the information provided. Furthermore, studies
indicate that many adolescents are transferred to adult
follow-up care without sufficient knowledge about their med-
ical history or the risks for late effects [9, 50]. Thus, there is a
need for further research on the effects of late effects, espe-
cially fatigue in the CCS group, and an increased focus on
HCP’s communication of such late effects in all cancer trajec-
tory phases. Self-management improves health outcomes by
improving adherence to the follow-up plan and building the
patient’s capacity to navigate challenges and solve problems
[35, 51]. A recent systematic review concluded that survivors
engaged in follow-up care have better health and educational
outcomes, highlighting the need for lifelong follow-up and
ongoing late effects education for survivors [52].

In the second theme, building self-management
competence, it was apparent that to master everyday activities,
the CCS had to modify expectations and previous behaviours
both at school and socially. Studies have found that paediatric
cancer sequelae may limit physical activity (PA) participation
at school and in sports clubs, and survivors report frustration
when not physically able to compete with their peers [53, 54].
As often told in our study, survivors may prefer using their
energy in leisure and outdoor activities because those sports
are generally less competitive than PA in sports clubs and at
school. Hence, it seemed that it was not the physical activity
itself they were trying to avoid, but more making a conscious
avoidance of situations where they felt they did not satisfy the
norm of peers.

The CCS talked about being similar to others and legiti-
mized their ability gap with their history of cancer. This is in
line with another qualitative study, where the adolescence and
young adult (AYA) survivors distinguished themselves from
others due to their cancer experience and their recent experi-
ence with associated consequences [55]. This need to feel
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different and, at the same time, for not being perceived as
different by peers, is similar in the two studies. Hence, the
CCS expresses an expectation to be treated as “normal”, while
also expecting their unique history to be considered.

Many CCS talked about changing schools and other mea-
sures they took in order to reach academic goals. Previous
research has found that Norwegian survivors of cancer diag-
nosed at a young age have an increased risk of being econom-
ically dependent and unemployed compared to healthy peers
[56]. Furthermore, a recent meta-analysis revealed that the
likelihood of unemployment among CCS is 50% greater than
observed in the general population [57]. Hence, providing
survivors with sufficient self-management support to success-
fully changing arenas and achieve coping in school and work
settings seems of utter importance.

The last theme “Cancer survivor as part of identity” con-
veyed that several CCS described the cancer experience’s
positive consequences. They concluded that the disease had
made them better and stronger as individuals and given them
the drive to make changes in approaching others and setting
more ambitious future career plans. Such positive findings are
also described in another interview study of adolescent survi-
vors [58] where “finding meaning” surfaced throughout the
interviews. Other studies with older survivors have described
similar self-management strategies, such as drawing strengths
from past experiences; acknowledging posttraumatic growth,
self-awareness, and meaning-making; and strengthening fam-
ily relationships [59, 60].

The various findings regarded strategies of being an “open”
cancer survivor among peers, meant for that they could fulfil
their need to repeatedly talk to friends about their experiences
as part of their self-management strategies. Lepore and
Revenson [61] propose that discussing cancer-related thoughts
may enable one to process, react to, and cope with cancer. On
the contrary, not thinking or talking about the cancer experi-
ence was communicated as helpful self-management strategies
for some participants, wanting to move on with their lives.
These latter findings are in concurrence with self-
management strategies described by AYAS during cancer
treatment, such as using distractions, waiting it out, staying
positive, and maintaining a positive future perspective [62].

It was evident through the interviews that friends and, to an
even greater extent, the families and especially the parents
were essential sources of emotional, motivational, and practi-
cal social support. These findings are supported by another
study of CCS [26] and show the importance of friends and
family in CCS self-management. The paediatric self-
management model by Modi et al. [63] underscores that for
an approach to be effective, it is essential that in paediatrics,
self-management means shared management between the
youth and the parent(s) or caregiver(s). According to Modi
et al., increased parental involvement and monitoring are as-
sociated with effective self-management. Thus, their

participation seems promising to explore in future self-
management support interventions.

Study strengths and limitations

This study’s strength was the diversity of the sample, in terms
of their age, gender, social context, time from completed treat-
ment, experienced late effects, and place of residence covering
many urban and rural regions of Norway. Furthermore, the
interviewers’ extensive experience interacting with the study
population may be considered a strength. Another strength
was that the interviews were conducted at the hospital, a fa-
miliar place for the participants. They all chose to be
interviewed without their parent present, indicating that they
felt safe in this setting. The inclusion of young children is also
a strength as very few studies include children from nine
years. However, interviewing children as young as 9 years is
multifaceted. Although the younger survivors were given an
opportunity to voice their experiences and views, the older
children’s interviews were generally more descriptive as their
ability to reflect on consequences is more developed than the
younger children. The fact that the participants were
interviewed focusing on physical activity may be considered
a study limitation; however, the material was rich and showed
the CCS ability to reflect on more than facilitators and activity
barriers.

Clinical implications

Our research indicates that CCS possesses a range of desires,
abi l i t ies , and skil ls to sel f-manage their heal th.
Conceptualizing these skills within follow-up care may con-
tribute to a feeling of mastery and increased satisfaction
among CCS andmay positively influence transitional process-
es to assist them in moving successfully to adult health care
systems. An important priority is to help future CCS live
healthy lives, increase their self-efficacy, find effective self-
management strategies to minimize late effects from treat-
ment, cope with ongoing psychosocial issues, and navigate
follow-up care to optimize their long-term quality of life.

Conclusion

The CCS expresses having gone through a life-changing or-
deal that has made physical, psychological, and social im-
prints on their current life situation. Even years after the treat-
ment, the CCS uses much effort to be normal compared to
peers, and they have conscious self-management strategies to
master everyday life. Nevertheless, the cancer experience is
not dominating their current lives, and they are focused on
current and future achievements and goals.
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