
Journal of Pediatric Nursing 49 (2019) e29–e35

Contents lists available at ScienceDirect

Journal of Pediatric Nursing

j ourna l homepage: www.ped ia t r icnurs ing.org
Living as a Cancer Survivor: A Qualitative Study on the Experiences of
Belgian Adolescents and Young Adults (AYAs) after Childhood Cancer
Nathalie Belpame, Msc a,c,⁎, Marijke C. Kars, Phd Msc RNd, Eva Deslypere, Msc b, Peter Rober, Phd Msc b,
Ann Van Hecke, PhD Msc RNa, Sofie Verhaeghe, PhD Msc RN a

a University Centre for Nursing & Midwifery, Department of Public Health, Faculty of Medicine and Health Sciences, Ghent University, Belgium
b Institute for Family and Sexuality Studies, University of Leuven, Belgium
c Ghent University Hospital, Belgium
d UMC Utrecht, div. Julius Centrum, the Netherlands
⁎ Corresponding author at: Ghent University Hospital,
505, B-9000 Ghent, Belgium.

E-mail addresses: Nathalie.Belpame@ugent.be (N. Belp
(M.C. Kars), Eva.Deslypere@kuleuven.be (E. Deslypere), P
(P. Rober), Ann.Vanhecke@ugent.be (A. Van Hecke), Sofie
(S. Verhaeghe).

https://doi.org/10.1016/j.pedn.2019.07.015
0882-5963/© 2019 Elsevier Inc. All rights reserved.
a b s t r a c t
a r t i c l e i n f o
Article history:
Received 21 March 2019
Revised 29 July 2019
Accepted 29 July 2019
Purpose: Insight was sought in how a childhood cancer experience plays a role in daily life of adolescents and
young adults (AYA) survivors.
Design andmethods:A qualitative research inwhich semi-structured interviewswere heldwith 21 AYA survivors
of childhood cancer between the ages of 14 and 25. The AYA survivors were recruited from two pediatric oncol-
ogy departments of two university hospitals in Belgium.
Results: The current situation and behavior of AYA-survivorswhohave been treated for childhood cancer are cov-
ered in 5 categories: The Feeling of Being Different while Aiming for Normalcy in Relationships, Living with Ex-
istential Uncertainty, The Conscious Protection of Health, The Attachment to the Parent(s) with Whom the
Cancer Experience was Shared, and The Desire to Be Meaningful to Others.
Conclusions: TheAYA survivors did not feel that their cancer experience dominated their current daily life, yet, the
cancer experience had an important impact on their functioning.
Practice implications: Thefindings of the study can be used to optimize holistic psychosocial care of AYA survivors.
By starting from the key elements in their current functioning, health care professionals can tailor their support to
the way in which AYA survivors have integrated their cancer experience into their everyday lives.
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Introduction

A large number of adolescents and young adults who have survived
childhood cancer (referred to herein as: AYA survivors), experience, in
one or more areas, late effects of their cancer and the related treatment
(Kahalley et al., 2013; Shad,Myers, & Hennessy, 2012). These long-term
consequences are often chronic in nature, causing the consequences of
their survival to be ingrained into the entire course of their lives
(Robison & Hudson, 2014).

Earlier studies show that AYA survivors experience neuro-cognitive
problems (Barakat et al., 2014; Turner, Rey-Casserly, Liptak, & Chordas,
2009; Zeltzer et al., 2009), behavioral problems (Kahalley et al., 2013;
Van Dijk et al., 2009), growth disorders (Wheeler, Thompson, Samers,
& Seymour, 2009), and/or a loss of mobility (Hoffman et al., 2013) as a
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result of their cancer and/or their treatment. At the same time, studies
reveal that AYA survivors, in comparison to their healthy peers, more
frequently suffer from post-traumatic stress symptoms (Kamibeppu
et al., 2010; Ozono et al., 2007). In addition to such psychopathological
conditions, AYA survivors can also experience psychosocial late effects,
for instance in the areas of education (Holmqvist et al., 2010), social be-
havior (Jóhannsdóttir et al., 2010), or sexuality (Zebrack, Foley,
Wittmann, & Leonard, 2010), which are sometimes less clear to define
but, nevertheless, quite disruptive (Jóhannsdóttir et al., 2010). Besides
negative consequences, a childhood cancer experience may also foster
positive changes, as described in studies concerning post-traumatic
growth, resilience or thriving (Kazak et al., 2010; Menna & Turner-
Sack, 2016; Zebrack et al., 2012).

While studies often focus on separate parts of the impact of cancer
by studying the existence and significance of specific health problems,
the reality is that its impact is very much interrelated in nature and
that it can be felt on all life domains at the same time (Kim, White, &
Patterson, 2016). Physical long-term consequences for example always
come along with a psychologic, social and emotional impact, which
makes it more complex to fully understand how these consequences af-
fect the survivors' wellbeing or suffering. Especially, as it has been
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addressed before that the impact of cancer can be more determined by
the survivors' subjective appraisal or individual perception of the cancer
experience, than objective factors such as cancer characteristics or
tumor biology (Zebrack & Landier, 2011). Therefore, a more holistic
view on how different mechanisms in a cancer experience impact the
way survivors live their life, is needed. Yet, current literature seldom
provides knowledge on the extent of the entire cancer experience
(Brown, Pearce, Bailey, & Skinner, 2016; Wong et al., 2017).

Besides the challenges of cancer survivors in general, childhood can-
cer survivors have to cope with their cancer experience in a distinctive
stage of development, namely adolescence. Certain psychosocial topics
which can be rather latently subjected to the influence of cancer and
its treatment during childhood, such as education orientation, physical
appearance, starting a relationship, fertility etc. come explicitly to the
foreground when transitioning into adulthood. For instance, the signif-
icance of having undergone fertility preservation can be primarily felt
when AYAs start to explore their desire to have children (Nilsson
et al., 2014). At that point, some survivors realize that they don't have
any recollection or much knowledge about the procedures they
underwent as a child or are even unaware of their fertility status
(Lehmann et al., 2017). Dealing with this new perception of things can
cause additional stressors in the AYA survivors' pursuit towards nor-
malcy (Taylor, Pearce, Gibson, Fern, & Whelan, 2013; Wong et al.,
2017; Zebrack et al., 2012) and their attempts to reach full potential in
life (Holmqvist et al., 2010; Kirchhoff, Yi, Wright, Warner, & Smith,
2012).

Even though long-term follow-up care is recommended for children
with a cancer history, few attend regular follow-up (Lown, Phillips,
Schwartz, Rosenberg, & Jones, 2015; Rebholz et al., 2011). The current
conventional psychosocial care for children with cancer is frequently
halted upon termination of the curative treatment, and only responds
sporadically to the psychosocial needs of AYA survivors, or often in an
insufficiently structured manner (Fernandez et al., 2011; Kahalley
et al., 2013). Many AYA survivors experience barriers to engage in sur-
vivorship care, such as practical or financial issues, reluctance for help
or difficulty in transitioning from pediatrics to adult care (Berg,
Stratton, Esiashvili, & Mertens, 2016; Michel & Vetsch, 2015; Szalda
et al., 2017).

Therefore, among policy makers and healthcare professionals, a
strong call for appropriate and integrated psychosocial support remains
highlighted (Fernandez et al., 2011; Shad et al., 2012). An importantfirst
step in the determination of the different areas that need to be ad-
dressed in, for instance, survivorship care plans, screening tools or spe-
cific interventions for AYA survivors, is a thorough exploration of their
perspective with a view on gaining insight into the influence of child-
hood cancer experience in daily life (Taylor et al., 2013; Wong et al.,
2017; R.L. Woodgate, Tailor, Yanofsky, & Vanan, 2016). However,
there is scant literature on how AYA survivors experience their life to
be affected by their childhood cancer (Brown et al., 2016; Lahaye,
Aujoulat, Vermylen, & Brichard, 2017; Phillips & Jones, 2014).

The aim of this study is to gain insight in the holistic impact of a
childhood cancer experience by examining the perspective of AYA sur-
vivors firsthand, exploring in what way a childhood cancer experience
plays a role in their current daily life and identifying their needs and
resources.
Method

Design

A qualitative research designwas chosen since this allows for the in-
depth exploration of participants' perspectives, and facilitates the de-
tailed description and understanding of experiences in terms of the
meaning people bring to them (Boeije, 2009). As we intended to de-
velop insight in the multiple layers of the experiences of AYA-
survivors, semi-structured interviews with AYA-survivors were per-
formed and thematically analysed (Braun & Clarke, 2006).

Sample and recruitment

AYA survivors were recruited from pediatric oncology departments
of two university hospitals in Flanders, Belgium. In each setting, one
member of the pediatric multidisciplinary team acted as reference per-
sons and identified eligible participants from the electronic patient file
from the first cancer episode. AYA survivors who had been between
the ages of 0 and 14 when they started their first cancer treatment,
who were between the ages of 14 and 25 when participating in the
study, and who had terminated their curative treatment at least two
years prior to inclusion in the study were purposefully selected. Partic-
ipants who had a relapse after the age of 14 were excluded from the
study. Participants who lacked sufficient proficiency in the Dutch lan-
guage, and those whose contact details were no longer available, were
excluded too.

To achieve diversity in the study population variation was sought
with regard to age, sex, diagnosis, treatment, age at the time of diagno-
sis, level of education, marital status, and the amount of time that has
passed since their treatment was completed. As data collection and
analysis alternated, new participants were purposefully selected to pur-
suemore comprehensively information regarding their experiences and
to study if certain themes were shared. At a givenmoment, for instance,
AYA survivors were selected who had become ill at an early stage in
their childhood. In that way, we could study if the AYAs' recollections
of their illness and treatment influenced the way they experienced
their survivorship.

Of all selected AYA survivors (n = 23), two refused to participate,
one due to lack of energy (n = 1) and one due to too many physical
complaints (n = 1). The reference persons, acted as “gatekeepers”
(Kars et al., 2015): they deterred 4 eligible AYA survivors from partici-
pating because they considered recruitment as inappropriate because
of severe mental disability, too limited interviewing capacity (autism
spectrum disorder) and an emotional crisis situation (a problematic pa-
rental divorce and a recent parental cancer diagnosis).

Data collection

One-time individual face-to-face interviews, with an average dura-
tion of 70 min (range 31–178 min) were conducted by two researchers
(NB and ED). All interviews were audio recorded and transcribed
verbatim.

An interview guide was used. Open-ended questions were posed,
aiming to elicit extensive answers and expand on key components of
the experiences under study (Charmaz, 2006). The interview started
with an open question to introduce the focus of the interview without
stearing it towards a specific theme. The opening question was: “What
does having experienced childhood cancer means to you?”. The follow-
ing questions were based onwhat the participant talked about. If it was
necessary to give extra input, themes derived from literature review
were introduced? Each interview started open but in further interviews
themes that came to the fore in the analysis of earlier interviews were
also introduced. Topics addressed included confrontation with the dis-
ease, experiences with the consequences of the disease and its treat-
ment, and the requirements and needs experienced. Throughout the
cyclic process of data collection and analysis, the interview guide was
adapted to allow further exploration of specific themes that emerged
during the analysis (Holloway & Wheeler, 2013; Kvale & Brinkman,
2009).

Data analysis

The research group was composed of the two researchers charged
with interviewing (NB and ED) and four researchers (MK, PR, AVH



Table 1
Demographic characteristics of the participants (n = 21).

Time of the cancer diagnosis Early
childhood
(0–6 yrs)

Late
childhood
(7–14 yrs)

Total

Age at diagnosis (yrs) 0–3 4 4
4–6 4 4
7–10 3 3
11–14 10 10

Type of cancer Bone tumor 5 5
Leukemia 2 6 8
Lymphoma 1 1
Soft tissue
sarcoma

2 2

Hepatic tumor 1 1
Brain tumor 2 1 3
Spinal tumor 1 1

Time since the end of the
treatment (yrs)

2–5 5 5
6–9 1 7 8
10–13 4 4
14–17 2 1 3
18–21
22–25 1 1

Sex Female 5 8 13
Male 3 5 8

In a romantic relationship Yes 2 8 10
No 6 5 11

Currently in school or (un)
employed

Vocational
school

2 5 7

High school 2 2 4
University 2 2
Employed 2 1 3
Unemployed 2 3 5

Table 2
The cancer experience: part of a personal life history: illustrative quotes.

Quotations
in
the text

Illustrative quote

Q1 “It was something that had to have happened”
Q2 “The way I am today, I have always lived with it, so this is normal, it's

a normal thing”
Q3 “It is not something that has dominated my life. Rather, I have the

idea that all the choices I have made were not connected to this
experience (…) I have simply led my life. I simply went on.”

Q4 “You learn to deal with it, and after a while you are used to it (…) it is
most difficult at first, but… the better your progress and the more
frequently you have to do the same thing each day, over and over
again, the more normal it becomes.”

Q5 “Because you have fewer muscles, your movements are restricted.
And, at certain times, it becomes important to you to not always lose
[at sports]. You want to join in with the rest, at their level. This just
wasn't possible at a certain point in time, and with this my
understanding grew. […] Of course, I knew that something had
happened to me but the concrete understanding that what had
happened to me was something very serious only came to me in the
second or third year [of primary school].”
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and SV), all of whom had different content-related and/or methodolog-
ical expertise which gave breadth to the analysis (Carter, Bryant-
Lukosius, DiCenso, Blythe, & Neville, 2014; Holloway & Wheeler,
2013). Investigator triangulation was applied throughout the entire re-
search process (Holloway, 2008) and an audit trail was set up (Lincoln &
Guba, 1985). Data analysis was performed according to an inductive
thematic analysis approach with an aim to identify data-driven themes
(Braun & Clarke, 2006).

All six researchers independently read and re-read the first four in-
terviews. This enabled them to immerse themselves in the data and to
identify patterns andmeanings in the data. Supported by NVivo 10 soft-
ware (QSR International Pty Ltd, 2012), manageable segments of text
with similar meanings were given data-driven codes and integrated in
a first code tree. New raw data were handled similarly. The open coding
of the first eight interviews was followed by axial coding as codes in the
code tree were carefully organized into (sub)categories, based on rela-
tionships within. Data were compared and reassembled which enabled
the identification of patterns of meaning or themes (Braun & Clarke,
2006). All interviews went through this process of data analysis. The re-
search group together worked out a framework of themes that with
every new data, was adapted and thoroughly refined. Memoing helped
in describing in detail interpretations, ideas, potential directions and
conceptual thoughts (Boeije, 2009; Charmaz, 2006). Themes were the-
orized at a latent level, identifying underlying assumptions and mean-
ings within the AYA survivors' experiences. Data saturation was
reached, meaning that gathering new data no longer gave rise to new
theoretical insights regarding our overarching themes (Charmaz, 2006).

Ethical review

The studywas approved by the Ethics Committees of The GhentUni-
versity Hospital and The Leuven University Hospital.

All participants signed an Informed Consent Form. The written per-
mission of parents of AYA survivors under the age of 18 was also
obtained.

Findings

A total of 21 semi-structured interviews were conducted, with 8
male and 13 female AYA survivors. The average duration between the
end of the curative treatment and participation in the study was
11 years (range: 4–25 years). The analysis indicated that the AYA survi-
vors could be divided into two analytically different groups. Those who
received their diagnosis prior to attaining the age of 7 comprised the
group of participants diagnosed in “early childhood” (n = 8). The re-
maining AYA survivors diagnosed in “late childhood”, namely between
the ages of 7 and 14, comprised the second group (n = 13) (see
Table 1). The decision to use the age of 7 as a delineating factorwas sup-
ported by theories taken fromdevelopmental psychology. Piaget, for ex-
ample, describes how a person's thought processes are more logical,
more flexible and better organized in the concrete operational stage
than in early childhood (Piaget & Inhelder, 2013). Erikson describes
how social interaction becomesmore important for primary school chil-
dren (Erikson, 1993). Additionally, the manner in which children un-
derstand disease can be linked to a change in development from the
age of 7 onwards (Bibace & Walsh, 1980; Koopman, Baars, Chaplin, &
Zwinderman, 2004).

If a demonstrable difference in findings was found between both
groups, this difference is made explicit. If not, the subjects are referred
tomore generally as “the AYA survivors”. The “cancer experience” refers
to the AYA survivors' experiences in their trajectory from diagnosis up
to and including the follow-up phase.

In the following presentation of the findings, it is first explained in
what way the AYA survivors reflected on the childhood cancer experi-
ence in their past and how they did not perceive it as a “halt” in their de-
velopment. This is followed by what was learned, from the data, about
the influence of the cancer experience on the AYA survivors' existence
and actions. Five categories were identified that demonstrate the role
the childhood cancer experience still played in the current daily life of
AYA survivors.

The cancer experience: part of a personal life history

To the interviewed AYA survivors, cancer was something that just
happened to themduring their childhood. They had no other alternative
than to deal with it (Table 2, Q1); one AYA survivor described it as a
twist of fate.

Similar to other significant events in their lives, such as a parental di-
vorce, all AYA survivors considered their cancer experience as a crucial
event in their life course. Those diagnosed in ‘late childhood’ created a



Table 3
The impact of the cancer experience on existence and actions: illustrative quotes.

Quotations in
the text

Illustrative quote

Q6 “I think that it changed me and I would like to know how things
would have been if I had not had cancer. What would I be like
then? (…) What would my personality be like, would I have
been more sociable or… I don't know, more confident in life?”

Q7 “I don't know what was there before the cancer (…) I don't
know how it could have been different”.

1. The feeling of being different
Q8 “I want to be just like everyone else and not that person with her

leg and scars. That person who was ill, and so on.”
Q9 “You are different any way you look at it, but you don't want

other people to see you as different. You want simply to be the
person that you want to be, just like any other person.”

Q10 “They have to simply take me as I am, with my pain, with my
background. Interviewer: And if they can't? AYA: Then I don't
need them to be a part of my life.”

Q11 “…if they ask ‘why don't you want to eat that?’. I liked it before,
but I don't anymore because of the cancer.”

Q12 “I would never tell people immediately (…) When I start
trusting a person more and think that this person is not likely to
tell everyone else, I might”.

Q13 “They say things like ‘You can always get it again’.”

2. Living with existential uncertainty
Q14 “It's like they [the questionnaires, e.g. regarding insurance] create

the image that your health is more at stake”
Q15 “I have an uncertain feeling about the effects. What are the

effects of the medication I took, and so on, and the treatment
truly? Those were extremely toxic substances.”

Q16 “Not long ago in school, the teacher was telling the students that
it is difficult for people who are very old or who have poor
health to get a loan and I was thinking: ‘O, will that be a problem
for me then?’. Normally, I shouldn't have a problem with that
'cause it [the cancer] is gone completely. Yeah, normally. I don't
know how it will be for me exactly.”

Q17 “If it happens, it will happen”
Q18 “I don't think about the fact of dying; that you can die. Because,

yes, you can always die and tomorrow, it's true, I could walk out
the door and get run over by a car. So, that's not really what it's
about. What's worse is that you would have to experience all of
that once again, including the consequences (…). It genuinely is
a coping process, and the period afterwards is the part I actually
find hardest.”

3. The conscious protection of health and avoidance of risks
Q19 “I have this list that they check every time: blood, kidneys,

heart… I'm not scared of a relapse. It's rather the consequences
of the chemo on my general health which can worry me
sometimes”

Q20 “I have to drink a lot for my kidneys, and in the second year of
secondary education I had a teacher who did not permit this.
Well, I take my health seriously, so I drank during my classes.
Then he said: ‘If you take one more sip, I will pour that bottle
over your head!’ I became very angry, seriously, and the matter
was brought to the attention of the school's directors. I mean, it
wasn't a soft drink, you know, and it's for my health! I even had
a note from my physician.”

4. The attachment to the parent(s) with whom the cancer experience was shared
Q21 An AYA survivor about his absent father: “Now, I can reasonably

deal with it, but I will never forget who was there for me during
that time and who was not.”

Q22 “My mother herself says that there are few people who are as
supportive and concerned about her as I am.”

5. The desire to be meaningful to others
Q23 “I try to be there for everyone, always, seven days a week.”
Q24 An AYA survivor, called by her friends the “mother of the group”,

explained: “You are aware of the problems and you want to
prevent others from having them.”

Q25 “I always have to think of myself first, before thinking of other
people, but then I think: you know, in other ways I do think of
other people. It's just that now my own needs have to take
center stage. So, I need to be egoistical because otherwise I will
not be able to make it through the week.”
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clear demarcation between life before and after cancer. They hadmem-
ories of life before as well as after cancer. Those who became ill in early
childhood had no awareness of a life without the experience of having
cancer (Table 2, Q2).

Although described as an important life event, most AYA survivors
did not give their cancer experience a prominent position in their pres-
ent lives. The interviews revealed that AYA survivors saw the cancer ex-
perience above all as something that was past. They described their
present lives to be active, full and the cancer experiencewas never con-
strued as a “halt” in their development. Regardless of whether they
were affected by cancer at an early or later stage in their lives, all said
that they had learned, over time, to deal with the impact of the cancer
experience on their lives (Table 2, Q3). After their cancer experience,
all AYA survivors built up a new, normal life, in which they became
used to dealing with the consequences of the cancer experience and
the medical follow-up (Table 2, Q4).

Several AYA survivors, including the ones diagnosed in ‘late child-
hood’, explained thatwhen theywere children, they did not fully under-
stand the significance of their cancer experience and had little
understanding of the life-threatening nature of the disease or the seri-
ousness of the situation. The full impact of the cancer experience was
frequently only understood retrospectively, at a later age (e.g. when cer-
tain late effects became clear or when the survivors gainedmore insight
into the full course of the treatment) (Table 2, Q5).

The impact of the cancer experience on existence and actions

Both the past cancer experience and its consequences over time in-
fluenced the AYA survivors' identity. Some survivors wondered which
aspects of their personality could be attributed to their cancer experi-
ence, and which to their own character or disposition (Table 3, Q6).
These were considered rhetorical questions (Table 3, Q7).

In all cases, the cancer experience had an impact on the current func-
tioning of the AYA survivors and their existence. From the analysis, the
following elements that typified their current lives were identified.

The feeling of being different while aiming for normalcy in relationships
Regardless ofwhether AYA survivors became ill in early or late child-

hood, all AYA survivors said that their background gave them the feeling
of being different compared to their peers. The AYA survivors distin-
guished themselves from the rest due to their experience with having
had cancer, having undergone treatment and their current experience
of the associated consequences. At the same time, it was crucial for
them that others did not perceive them as different (Table 3, Q8 and
Q9). Still, some AYA survivors expressed a need for recognition of who
they were and acceptance of their ‘differentness’ by others and/or
their environment. They expected people to treat them as normal
while taking their special situation into account (Table 3, Q10). A dis-
tinctive example illustrating AYA survivors' desire not to be different
from others was the well-considered disclosure of the past cancer
experience.

The announcement of the cancer experience, or “disclosure”, to peo-
ple who had not been informed previously appeared to be a prominent
detail in the social relationships and activities of AYA survivors. Firstly,
several considered disclosure to be inevitable, as the consequences of
the disease were often apparent; e.g., for those with a prominent phys-
ical disability. Secondly, some AYA survivors also experienced a need to
inform other people of their past, considering that it was a significant
part of their life and a formative element in their personality.Whenever
avoidable, people who knew nothing about the cancer experience were
not informed “casually”; disclosurewas promptedmore frequently than
not by a particular situation or certain point in time. To many AYA sur-
vivors, this depended on the moment which prompted disclosure to
occur “automatically” or not. They explained that disclosure never oc-
curred “out of the blue”: they needed a reason to talk about their experi-
ences; e.g. when they needed to clarify why there were certain things
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they could no longer do, or when they needed to explain their behavior
(Table 3, Q11). The presence of security and trust in the already existing
relationship was believed to be essential.

The majority of AYA survivors limited the information they shared
with others in order to draw as little attention as possible to their cancer
experience and to their “differentness”. Their focus remained always on
safeguarding their normalcy. Some of them had experienced that peo-
ple, once informed about their history of being a cancer survivor, dis-
tanced themselves from them or suddenly started treating them
“differently”; e.g. with pity. To prevent these kinds of responses, AYA
survivors often shared only factual information about concrete matters,
rather than their thoughts and emotions. One AYA survivor explained
that she had a long and a short explanation, one more detailed than
the other, but both a factual representation of occurrences, without fur-
ther details about how she had felt.

Several AYA survivors made clear that when they talked about their
cancer experience, their choice of words was well-considered, and that
they often avoided the word “cancer”. For example, an AYA survivor
with a visual impairment often told people that he had “something” as
a child, without providing any further details. The interviews demon-
strated that he was not the only AYA survivor to hardly ever mention
theword ‘cancer’. The AYA survivors experienced that cancer has a spe-
cific connotation and emotional charge, with the implication that a gen-
eralized idea about cancer did not do justice to their individual and
personal experience. Several AYA survivors pointed out in the inter-
views how they were confronted with prejudices and general precon-
ceptions. One AYA survivor was told that he “didn't look like someone
who had had cancer”. Another experienced that people had doubts
about his survivorship (Table 3, Q13).

Living with existential uncertainty
In the interviews, all AYA survivors expressed that their past cancer

experience had confronted them with their own vulnerability. Once
they had understood the seriousness of their experience, a significant
time afterwards, an existential uncertainty arose. This became a perma-
nent factor, forever ingrained in their lives. One AYA survivor said in the
interview that every time he had to fill out a questionnaire, for instance
regarding insurance, he felt the uncertainty of his health status (Table 3,
Q14). Other AYA survivors mentioned this uncertainty in reflecting on
the impact of themedication (Table 3, Q15) or in thinking about getting
a loan (Table 3, Q16). The AYA survivors mentioned that dealing with
the consequences and impairments arising from their cancer experi-
ence was an everyday reality. They considered impairments as some-
thing that “they will have to deal with throughout their entire lives”.
Most AYA survivors had learned over time that when growing older or
entering a new phase in their lives, they continuously encountered sit-
uations which confronted them anew with the consequences of their
cancer experience.

Diggingdeeper into thepossibility of a future relapse,manyAYA sur-
vivors mentioned that they had clearly been alerted to the possibility of
a relapse in the early years following their cancer experience, but that
their concern and fear of this had diminished with the passage of
time. Although the uncertainty remained and although all assumed
that a relapse could never be excluded, they experienced a certain de-
gree of resignation; (Table 3, Q17). Furthermore, data revealed that a
lot of survivors did not particularly consider a relapse as a risk, or
renewed risk, of death. Rather, a relapse meant having to repeat the en-
tire cancer experience again: the intensive treatment, the pain and dis-
comfort (Table 3, Q18).

The conscious protection of health
The interviews showed how the cancer experience also had an im-

pact on the AYA survivors' attitude towards health. The cancer experi-
ence had made all AYA survivors more conscious of their own health
and vulnerability. Rather than ruling out or identifying a possible re-
lapse, the check-ups for most AYA survivors every two years were
particularly important with a view to assessing their health (Table 3,
Q19). Furthermore, several AYA survivors currently appeared to feel a
great responsibility to protect their health and were careful to avoid
any unnecessary health risks. The AYA survivors often emphasized
that they would never smoke, drink or use drugs, and they often de-
scribed themselves as not being hesitant to speak up when it came to
their health. After all, their cancer experience had taught them that
health was a priority issue, and that they had to act assertively if this
was threatened (Table 3, Q20).

The attachment to parent(s) with whom the cancer experience was shared
None of the AYA survivors interviewed had to undergo his or her ill-

ness trajectory and course of treatment alone. In all cases they had re-
ceived support from one or both parent(s). The interviews revealed
how the experienced togetherness in fighting the disease resulted in a
strong sense of connection or attachment and loyalty towards the in-
volved caregiving parent(s). These emotions appeared to be anchored
in such a way that they would be felt by the AYA survivors throughout
their lives. It also worked the other way around. When a parent, for ex-
ample due to a divorce, was barely involved in the cancer experience,
this also had left an indelible impression resulting in the AYA survivors
feeling disconnected (Table 3, Q21). Additionally, sharing the cancer ex-
perience had led to a reciprocity inwhich AYA survivors took care of the
people who had taken care of them (Table 3, Q22).

Our data indicated that the close tieswith the caregiving parent(s) did
not stand in the way of the AYA survivors attaining independence as
adults. While, for example, many of the AYA survivors interviewed did
not feel any need to leave the parental home yet, others had already
started taking steps towards adult independence. Based on our data, it
seemed that the extent of independence mainly depended on the age
of the AYA survivors. It appeared to be unrelated to the sense of connec-
tion the AYA survivors experiencedwith their parent(s). For example, an
AYA survivor who currently had two children and had not lived with her
mother for quite some time stated that she experienced her ties to her
mother as more “crucial” to her than her relationship with her partner
(who is also the father of her children).

The desire to be meaningful to others
As they were given so much care and attention because of their can-

cer experience, most AYA survivors tended to consider themselves as
being able to demonstrate a lot of empathy and having a great desire
to help others, which anAYA survivor illustrated in relation to his fellow
cancer survivors (Table 3, Q23 and Q24). Their commitment towards
others was also reflected in their academic choices. Many of the
interviewed AYA survivors appeared to be interested in a career in
healthcare. Nevertheless, as their own health had to always take prece-
dence, some AYA survivors experienced feelings of guilt because they
had not always been able to give priority to caring for somebody else
(Table 3, Q25).

Discussion

To gain understanding in the perspective of AYA survivors, research
based on their self-reported findings is essential (Bitsko et al., 2016;
Doukkali et al., 2013). This study showed, that although the cancer ex-
perience is relegated to the background in their current lives, it exerts
a significant impact on the AYA survivors' functioning in daily life. A
weighty issue is the importance the AYA survivors give to being normal.
Their childhood cancer experience is a part of who they are and has
been integrated in their daily life. Yet, it makes the AYA survivors feel
different compared to their peers. In line with previous research
(Boydell, Stasiulis, Greenberg, Greenberg, & Spiegler, 2008; Tsangaris
et al., 2014; R. L. Woodgate, 2005), maintaining normalcy in social rela-
tionships can be a struggle. The interviewed AYA survivors appeared to
sometimes communicate a contradictory message to the people sur-
rounding them. Those who were closest to them were supposed to
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respond normally to them, while respecting their differentness at the
same time. As such, this study uncovered a crucial balancing exercise
for both AYA survivors and the people surrounding them, namely not
feeling perceived (or perceiving) as different, while at the same time
feeling acknowledged for (or acknowledging) what the AYA survivors
had gone through.

For AYA survivors, finding this balance can also complicate the
amount and manner of disclosure to people who are not yet informed
about the AYA survivors' illness history. Literature confirms how self-
disclosure is deemed necessary for building up an intimate relationship
(Carpentier, Fortenberry, Ott, Brames, & Einhorn, 2011) or obtaining so-
cial support (Chaudoir & Fisher, 2010), yet it is hindered by difficulties
such as uncertainty with regard to the way in which others might re-
spond to the disclosure (Thompson, Long, & Marsland, 2013).

Consistent with other research (Bitsko et al., 2016; Castellano-
Tejedor et al., 2015), the AYA survivors in this study expressed that
many years after their cancer experience they were doing fine from a
psychosocial point of view. Even though they experienced adverse late
effects, they felt that their past cancer experience did not necessarily in-
terfere with their feeling of progression in life or their sense of nor-
malcy. This should not be understood as a contradiction. Merely, it
underlines that a childhood cancer experience can represent aspects
both of burden and of benefit (Currier, Hermes, & Phipps, 2009;
Sundberg, Lampic, Björk, Arvidson, &Wettergren, 2009). Moreover, de-
spite the potential of a cancer experience to have a severe impact on fu-
ture life, the cancer experience does not necessarily have to be regarded
as overpowering, considering that in adolescence many different life
events are experienced that lead to important changes in the lives of
AYA survivors (R. L. Woodgate, 2005). In a number of ways, the devel-
opmental milestones and expectations of AYA survivors in this study
were similar to those of their peers (who have not had cancer), such
as the search for a specific identity, the desire to be normal and to be ac-
cepted by others (Schwartz, Donnellan, Ravert, Luyckx, & Zamboanga,
2013).

Implications for nursing

Health care professionals could optimize psychosocial care by taking
the experiences of childhood cancer survivors as a point of departure. It
is important that individual support is tailored to theway in which AYA
survivors have integrated their cancer experience into their everyday
lives, and that support addresses the requirements and needs AYAs
have in dealing with their survivorship issues. Although the AYA survi-
vors in the interviews often indicated that their cancer experience was
behind them, the analysis revealed that this life event had an existential
significance to them which they will carry with them throughout their
lives. An essential point for attention for health care professionals is
that traces of this survival can often be read between the lines, so that
it is recommended to be vigilant in this respect. Special attention
could be given to the way AYA survivors communicate about their can-
cer experience. What do they share about their experiences? Concrete
tension can arise between someone's desire to share an experience
and his/her willingness to experience again the suffering in that experi-
ence by talking about it (Charmaz, 2002). As shown in this study, some
AYA survivors don't use the term ‘cancer’, when talking about their ex-
periences. Health care professionals can try to reveal themeaning of the
used terminology. For instance, avoiding the word ‘cancer’ could be a
sign that the AYA survivor is worried of a possible negative attribution
towards the disease (Willig, 2011). It could also demonstrate AYA
survivor's struggle with identity of being a cancer survivor, his/her sen-
sitivity to social rejection or level of self-esteem (Enskär & Berterö,
2010). It may reflect feelings of uncertainty regarding the seriousness
of the past experience, its impact or possible future consequences. Yet,
AYA survivors could just as well avoid the term ‘cancer’ because they
do not want to be labeled, for instance because they do not want to
dwell on the past and are focusing on the future (Cheung & Delfabbro,
2016). Various explanations could be considered thus health care pro-
fessionals should take the necessary time to gain understanding in the
meaning that AYAs address to their survivorship.

Limitations

The study was marked by a number of limitations. The reference
persons who selected the participants acted as gatekeepers. As a result,
the participants in this study consisted primarily of AYA survivors who
are doing relatively well in life and are not involved in an emotional cri-
sis situation. It is possible that our sample therefore underrepresented
AYA survivors who experienced more difficulty with their cancer expe-
rience or had other needs and requirements. As attendance of follow-up
care was not an inclusion criterion, we have no information on the pro-
portion of participants who are receiving regular follow-up care.

Despite the positive fact that so many AYA survivors could be re-
cruited to participate in this study, AYA survivorswithwhom all contact
was lost, could not be reached. Further research could explore if theAYA
survivors who are lost to follow-up give other meaning to their
experiences.

Conclusions

This study provided insight intowhat it means to be anAYA survivor
of childhood cancer. The AYA survivors' concerns and how they inte-
grated the consequences of their cancer experience in their current
functioning, was explained. The AYA survivors did not feel that their
past cancer experience predominated in their current normal life. Nev-
ertheless, it was not possible for them to imagine a life without it; the
cancer experience made them the way they are now and impacted
their existence and actions. Psychosocial requirements and needs can
be drawn from the experiences of AYA survivors which comprise the
priority areas around which psychosocial support should be built up.
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