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Abstract

Background

Being diagnosed with cancer during the teenage yearbeaignificant given young people
are at akey developmental, educational and future-planning kiiigeis known about young
people’s attitude to and engagement with school post-diagnosis, nor how this changes over
time. We adopted a novel qualtative approach to examine ascouet time of young people
recently diagnosed with cancer.

M ethods

Twelve teenagers (13-16y), recently diagnosed with capegticipated in photo-elicitation
interviews at 3 time poist(approximately 2, 6 and 9 months post- diagnosis), generating 30
interviews in total. Photo-elicttation interviews centiround images which participants bring
to represent key experiences and issues that matternto franscripts were analysed using
Interpretative Phenomenological Analysis.

Results

Seven themes were generated, representing experiencestin@e Themes convey how
significant school was to the young people post-diagnosis, patlycibecause it matted to
them to maintain a normative educational pathway. Young pédptension between wanting
to be the same as their peers but feeling distinctly edangeeping ownership and control of
their cancer story within school was chalenging. Surviwiprsbrought, for some, a legacy of
missed schooling.

Conclusion

Support for young people and reintegration plans for school tebd taiored to the young
person’s emerging way of understanding their cancer and recovery, and their digeent&o

coping. Young people need help to understand that schoolwork exsshpgktensions do not



implicate academic deficiency, ahdw they could accept a ‘same but different” position as

they continue to develop personaly and educationally wéh freers.



1INTRODUCTION

In the United Kingdom, approximately 2000 adolescents (33-@ diagnosed with cancer
annually [1]. Whist many adolescents cope wel with ean], some experience more
posttraumatic stress symptoms than chidren [3]. This imaybecause cancer during
adolescence is a “double penalty” (p. 49) [4], given the young person’s developmental stage
their advancement towards independence [5, 6] and becausadheymportant stage in their
education and future-planning.

Only a few studies have examined how cancer affectookcexperiences for
adolescents with cancer. Teenagers are at particglr ofi school absences compared to
younger chidren and these absences have been shownotmée ih duration and continue
further into survivorship[7-9]. These school absences are a concern for young peoplateven
the point of diagnosis, and many want to remain engaged thveith education and minimise
the impact of cancer [10, 11]. Peers have been established g®daninelement in the school
ives of teenagerand absences from school can have a negative impaetes relationships [10, 12-
24]. In fact, education engagement and peer group dynaapjosar linked to the extent that a clear
cause and effect is difficult to establish [2Beturning to school was rated the top concern of
newly diagnosed adolescents [13], particularly with concabmit how others wil perceive
and react to changes in their appearance and how thefig dck into peer groups [10].

Teenagers have also been shown to have concerns alogt feghind academically
and the impact this could have on their educational andimeghattainment [25]. In addition
to this, teenagers have reported low levels of satisfactidgth hospital education and
difficulties with support from their regular school [9, 10, 15, 26}mpared to chidren with
cancer, keeping up with schoolwork is particularly importamtteenagers [27], as is good

communication between their school and hospital [24, 28]. Howéhesrimpact of cancer on



outcomes for adolescents appears variable. When assesstgmesit using quanttative
measures there are reports that compared to healthy gearational and vocational outcomes
are worse [7], no different [29] or better [30, 31]

Beyond these findingsljittle is known about the qualtative nature of schooltesda
experiences for this group, potentially prohibiting effectstepport or continuing with poor
practices not aligned with user service-user needs. ifgraupon the novel, participant-led
method of photo-elicitation, the present study examinedsd¢heol experiences of teenagers
recently diagnosed with cancer. For a detailed examinatidins method please see [32]. The
aim of this paper is to present participant generated ascofischool related experiences of
teenagers following a diagnosis of cancer, and to highlight dneh are important to teenagers

beyond quantitative academic measures.

2METHODS

2.1 Participant Recruitment

Ethical approval was granted in 2012 by Leeds Central NRESMiteen Yorkshire & the
Humber (12/YH/0387). Young people were recruted from paediatdctesmnage outpatient
clinics and inpatient wards within a cancer centre enribrth of England. They were eligible
i. they had been diagnosed within the last two months eudtkekmia, lymphoma, soft tissue
sarcoma or bone tumour; were 13-16 years of age; and wegettested with curative intent
as defined by their clinician. Exclusion criteria incldddorain cancers and / or teenagers
receiving paliative care, due to distinct educational expegerand outcomes for these groups
[29, 33-35]. Twenty young people were approached and twelve cahdenparticipate (Six

male and six female).

2.2 Procedure



Photo-elicitation interviews [36] were planned for 2, 6 anthéhths post- diagnosis. The
majority of the interviews were held in rooms within oncglagutpatient clinics. Following
guidance on the method [3F4rticipants were asked, two weeks prior to each interview, to
take photographs of objects, places or people which representedt @ghool experiences.
Photo-elicitation offers a number of benefts over ti@aktl interviews including: the ability
for the participants to plan what they want to convey; cifyggacity of images to stimulate and
sharpen participants’ memories in interview [38]; and supporting the communication of
complex experiences [39]. Chidren and adolescents engade invgdhoto-elcitation
interviews and it may also engage those who feel disempdwiay their ilness and / or by the
colonisation of their experience by the medical world [40-#Zrticipant images were
discussed in interview using the SHOWeD technique [43, 44dhwdsks participants to: tell
me why you chose this picture; what do you see in thigre®;, what is happening in this
picture?; how does this relate to your life?; what isimis from this picture?; how does this
picture make you feel?. Further discussion emerged frorse tlguestions, led by the
participant. Participants were given the option to haygarant or other appropriate adult
present if it would make them feel more comfortable.

For those participants who did not provide images the intenpeeceeded using an
open structure. Participants were intially asked to desciirertétent experiences with school
and the interviewer would ask them to expand on or give esangflany points they raised.
The participant-centred approach of photo-elicitation remathedunderpinning phiosophy
of these interviews and the researcher allowed the ipanicto lead the interviews as far as

possible.

2.3 Data analysis



In ine with many photo-elicitation studies, image conte/as not analysed as their purpose
here was to support engagement and data generation 46r/7]. Data were analysed using
interpretative phenomenological analysis (IPA), folowingdeglines by [48] and [49]. Step
one involved muliple, detailed readings of each transdofitwed by open coding, ie.
descriptive labels capturing the meaning of text. Step twalved clustering similar codes,
analysing them for any conceptual connection, and group&g into provisional themes per
transcript. In step threethemes across all transcripts were analysed for any cardept
similarities and differences, following which overarchingnties were generated to capture the
key elements of individual level themés.g. “explaining” became “controlling the story to
better reflect the complexity across the sample). Thk dewmlyst (SP) engaged in depth with
steps 1-3. In line with good practice in IPA, in Step 4, the secamdi third authors provided
supervision, discussion of themes, redewvihe evidence and the team reached consensus on
final themes. Data saturation was assessed throughoaindlysis and new themes ceased to
emerge after nine interviews. The three time pointsewesed to create an account of the
individual experiences of participants throughout the fysar of diagnosis and were not

analysed or compared as discreet cohort time points.

3 RESUTS

Table 1 shows participants’ (under pseudonyms) diagnoses and ages at three data collection
points. Nine participants completed three interviews, whliste participants completed one
interview (Faisal withdrew due to ilness; Matt withdrexg he did not want to refiect on his
cancer; Alanna completed only T3 due to ilness and logistiEght participants had a parent
present for at least one interview and four chose not tg liriages to the interview. This
sample size was appropriate for IPA [50, 51]. Interviews laafgatoximately 40 minutes

(range 9 - 105 minutesPata was also collected from participants at time pointsatwabthree



reporting how often they had attended school, what other suppgrhad accessed in-between
interviews and whether they had attended other schootiestTable 2).

Our analysis generated seven themes and reflectedjeshaner time (Table 3). The
themes convey how school and education mattered to the ymome, the trade-offs they
made between health and education and the psychosoci@ngbsll of being in school with
cancer. Specific longtudinal analysis was not conductedever the themes presented in an
initial temporal order reflecting when they were most prominent in participants’ accounts
overal. Selected transcript extracts apakticipants’ images are presented to support

communication of data.

Theme 1: Falling behind

As early as diagnosis, school was a major concern foviewees, specifically coping with
pain and lfe altering treatments alongside maintaingulyicational progress. They reported
concerns about school absence and missing examinationsoansgveork deadlnes, even
when exceptions and extensions had been granted. Falimgd lbbir peers and expected or
personal miestones mattered to the young peofiler just missing that exam now and I've
passed all the theory exams and the practical P.E exam I can’t even do because I'm not going

to be there” (Faisal). Cancer and treatments meant some young pesiplehdy were
regressing rather than progressing on the usual coursedowdependence. Famiy, friends
and professionals were relied on for assistance in eveffglagnd participants were less able
to attend school or to socialise indepenlyenEor many, this enforced dependency resulted in

frustration and “feeling helpless (Alanna).

Theme 2: Controlling the story



An early challenge for participants involved informing fgmifriends, peers and school of
their diagnosis. Participants found it difficult to decide whd bow to tell, and how to retain
control of their story when their ives often felt like pailghroperty even thoughThey [healthy
peers] don’t know what it’s like and they don’t know what pain you go through” (Alanna).
Many described school as the most distressing context thwhey had to manage this
information as it was dificult to keep control of the stafytheir ilness and limit rumours.
Robert was troubled by his school’s reaction to his diagnosis, as he stated he had ha@oved
on’ from the drama of the diagnosis himselvhen I told the whole school it spread like
wildfire, it went around the whole school like so quickly, mostly the whole satromly whole
year just like was so depressed and so quiet, [ wasn't there, but I heard it was very bad place

to be’. The dynamics of this theme have been explored in moré elstavhere [52].

Theme 3: Conflicting priorities

Young people described two lines of progress that mattereceno-thhecovery from cancer
and educational miestones. It was difficult, if not ovelwingg, for young people to manage
and tolerate the impact of one on the other. Treatment mdmuiked in setbacks in education
(“I ended up missing my last exam because I just wouldn’t have been able to go in”, Hayley) ,
whilst attending school sometimes meant missing hospital rapieoits or risking infectio,n
raised by Mario via his picture of a door handle (Figure Aat €ducational progress continued
for their peers, but not for them, gave rise to a sensedhagthing important was carrying on
without them. However, some participants found it straigiviod to prioritise recovery over
education. ByMario’s second iterview, he had undergone a leg amputation, intensive
chemotherapy and considerable periods of hospitalisation keptadcthe effect of this on his
schooling: “I've not been able to go to school or anything because of...I1 can’t walk yet properly

but besides that everything is going well with chemo and everything.



Theme 4: Maintaining educational pace

Participants diagnosed during the final year of high scheele concerned about final
examinations, and impacts on subsequent educational optibnzardidipants had been given
guarantees by their schools that they would be able to psogithout having to take formal
examinations. However, it appeared dificult for the young etpbpt out of these, and all
participants who were due to sit formal examinations edhtt, and managed to, take the
majority of these. Young people also valued the calibratibichwschooling affords, helping
them to judge their progress compared to their peers. Georgighbm@picture of pens (Figure
2) to highlight her educational motvation, and explained vgbeld rather do work from her
own school than hospital tutor workthen I know where I'm up to and then I can do it the
same as everybody else, kept like on the same lines and then when | gé/back#: doing
the same thing”. Having cancer did not negate her academic goals, araitéred to be part
of a collective, progressing through education at a matched Peevanted to b&he same”
as her peers, to be alonghe same lines” and do*“the same things”.

Although Mario prioritised his recovery over educational prsgr his academic
achievements stil mattered to him. He had not been upseg diiscussions about his cancer
or treatment, but became distressed when reporting his disapeni wih his final
examination results. He statédalways thought I'd do better”,and his distress as he discussed
this revealed tough personal expectatons and raw disappaintthat he could not

demonstrate his true abiity in these miestone exaimma

Theme 5: A paused life?
Actively managing and driving forward both cancer recoveny educatioal progress were

important for most intervieees. For example, Nicola was highly informed and interested in
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her treatment plan“§o I've got ten weeks of chemo, this is my last week now, and then I've got
surgery like next week hopefully to completely replace the femilr titanium from hip ball
and sockets, and then I'll be in a wheelchair for like six weeks or so and like it’ll be intense
physio to get my legs on the go”’) and Robert was motivated for physiotherapy‘ger my body
how I want it to be”. Others lke Alanna, Hayley and Mario were heavily ingdlvin trying to
manage the maintenance of their education and engageldnimng. However, some young
people seemedo temporarily ‘pause’ their lives, only engaging minimally in education,
socialising or medical decisions. For example, Nathaniel amdti® described not wanting,
or feeling able, to engage with school, social activities atrtrent decisions. They wanted to
‘pauseé their life, exist through cancer, and then resumealiet was before. Patricia explained
that she did not want cancer to permeate her broader lifen agheed whether she talked to her
friends about what she had been going througVv, not much, no, it never comes tomy mind”.
Nathaniel said he wanted tGorget it [cancer]” post-treatment and found it difficult when

peers and professionals at school asked him about his cancer.

Theme 6: Finding a way to be the same but changed

The final interview time point was usually characestisby treatment end and more regular
school attendance. Many participants explained the tensionedretvanting to be perceived
and treated within school as they were pre-cancer, waillsd recognising that much had
changed for them. Getting the balance right here wasildes as difficult for both the young
person and their peers. Robert brought a representatiorerafsfri(Figure Bto prompt talk
about how he wanted his friends to engage with him, asaime Robert, nat new ‘Robert
who had cancer’. He was not ashamed of having can¢&im proud to be bald, but said
cancer was an experience rather than a definitionnof ¥V don’t want people to pick me out

for being,for what I've got, I just want to been seen as me being normal and remember me
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with hair and stuff like that becaug&on 't want to be,'oh be careful with him because he’s
got that.”” Alanna also talkked about trying to manage her peer relat@siskinen returning to
school, gving the example of their reaction to her hais logertaking her own, accepting
perspective 7 told them all, I went ‘I'm going to take my hat off, if you want me to put it back
on... if it... if you really want me to put it back on, I will, don’t worry, it doesn’t bother me but

1 just need to takeit off” so I took it off and I saw some of my friends crying, kind of like [Name],
who I was talking about, she was crying and I saw them crying and [ went ‘why are you crying?
It’s not you, it’s my hair, I'm not bothered, it’s just hair.”” Many participants, like Alanna and
Annabella, taked of having new life perspectives thatewmst of kiter with their peers.
Hayley, who in the first interview, had described the diffies of returning to school because
of changes to her appearance, later regegtperformance of normality, and instead wanted to
reveal the true impact of cancer on her. Her decision to be a ‘normal young person’ in her own,
changed way was described by Hayley as “a good poirit. “And I just thought ‘right, just forget

it, I'm just going to go in a hat instead of like having all that hair’ because there’s no point like
wearing the wig and then people thinking it’s actually real hair and then like a few months
down the line just whipping it off one day and like ‘oh you’ve got really short ginger hair! It’s
not long bown hair!” so yeah. That point was like, that was a good point for me because I had
the confidence to actually go to school without my wig on.” Some changes were difficult for
participants to avoid and the perceived certainty of thisdcbeldistressing. Mario brought an
image of his leg amputation to the interview (Figure nd)) @discussed how difficult he imagined
it would be to go back into school in a wheelchair or with a walkiiogf, sand the inevitability

that people would stare at him and treat him differently.

Theme 7: Legacy of missed schooling
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Several participants talked about the impact of time away fschool There were often
ongoing and late effects of treatment for participants wheg returned to school. Fatigue,
reduced concentration, reduced immune function, sicknessslaegp problems were a
challenge to study. For example, Matt brought a picture safkabowl (Figure »to raise the
issue of how nausea affected his abiity to do school workeswted in him having to catch
up on entire sections of the syllabus. Some were anxious abtcipated challenges in
concentrating. Wiliam explained thaf think maybe like the concentration side of thinggm

a bit nervous about that actually, sort of sitting in a classroom hgfdar, working. | think it
could be quite, ox difficult, but a challenge.” Several participants moved into further education
during the study. For some, this was a fresh start atengseers all embarking on the next
stage of their lives. However, the legacy of missed scigpalemained for some. Mario felt
unprepared for challenging academic work, feelirghdd been “dropped straight inte .
Hayley, who had transitieed into her final two years of education (A-Levels), wastfaed

at teachers’ unrealistic expectations given her time away from school, and her felt
responsibility to plug the gaps in her knowledd®:ve missed a year of it so I've missed quite

a lot of the lasic stuffthat is needed like they re saying to me ‘well you should know about this,
you did it in GCSE’ and it’s like ‘yeah well I wasn’t there for a year... well I kept one of the
biology books and I've looked through it and there’s nothing about it in there sa,s like ‘Oh

God!’”

4. DISCUSSION

Via multiple photo elicitation interviews, this studydked newly diagnosed adolescents over
approximately nine months to understand the impact of cameeheir individual school-
related experiences. Their accounts reflect the inteembeminess of health, educational

developmental and social aspects of their lives. This isapertvhy quantitative research in
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this area can show inconsistent findings when tryingligentangle and pin-point measurable
impact [53]. Rrticipants’ accounts overwhelmingly advocated the continued importance of
schooling to them post-diagnosis, athough school both created zamified cancer related
stressors. Maintaining educational progress mattered toajoeityn of participants, with only

a few preferring apaused lifé approach. School was perceived as a benchmark for progress,
normality and how well one was coping with cancer.

In line with previous research, this study showed thaticpants had significant
absences from scho¢r-9] and these absences were an early concern [10, 11], whish
refliected in theme 1. The impact of cancer and treatmerducation was reported by many,
notably the effects of nausea, physical changes and poant@tion, and that maintaining
recovery could mean compromising education (theme 3). The anpertof peers reported in
other research [10, 12-24] was also seen in this study, dwxdct nature of the impact of
cancer on interaction with peers varied across issuesalibfation of progress (theme 1),
controling their cancer narrative (theme 2) and reiatégg into, or visiting, school (themes
5, 6 and 7). Offers of school examination exemptions werly ralken as it mattered to young
people to achieve previously held miestones, be as similppssble to their peers, and to be
calibraed against them.

Interviewing participants across three time points allowenhe preliminary temporal
ordering of emergent themes across the first year afmest. Discussion of the period
following diagnosis was mainly underpinned by experiences detatdaling behind in their
education and controling information about their cancer reqmes (themes 1 and 2), which
showed the participants trying to manage the intial itpEcheir diagnosis on their school
trajectories and their dynamics within the school commwnimterviews covering the period
2-6 months post-diagnosis showed participants balancing conflitiéasih, educational and

social priorties (theme 3) and trying to maintain somerese@f progress in their schooling
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(theme 4). However, some participants were also stil copitfgtke pressure of faling behind
and managing their own cancer narratives. Discussiorthei 9-12 month period often saw
participants encountering the first outcomes of their d@iplapproaches to coping and
adjustment, by either trying to pick up where they had déftif they had adopted a more
“paused life” approach (theme 5), or integrating a new version of themselves mto their previous
school environment (theme 6). In either scenario all paatits were confronted with some
degree of educational, personal or social impact of the timeh#dgynissed from school (theme
7).

For some, cancer experiences were part af thegoing biographical flow constituting
a form of enrichment, akin to descriptions in some adult oncdieggture [54-56], but also
presented the challenge of integrating a new version roféiees into a previous environme nt
(theme 6). However, when reintegrating into school, psychdscballenges were evident
spanning the owning and controling of their cancer story raanaging emergent differences
in life perspective between the young person and theindfi and teachers. Permeating the
accounts of all participants was tension between wamtnge treated as if cancer had not
happened, and needing special consideration (discussed indetaileelsewhere [24]). This
reflects similar findings in adult oncology researchn&heturning to previous personal norms
in appearance, behaviour and health cbuldomplicated by having to adapt to a “new normal”
post cancer [57]. There were also individual differencesirwithe realigning concept of
normal which were challenging for young people, family, peers arfessionals to understand

and allow for.

5CLINICAL IMPLICATIONS
Clinical and school support for young people and reintegraplans for school need to be

individually tailored and sensitive to the young person’s emerging way of making sense of their
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cancer and recovery and their sense of difference butfmeadrmality. Schools should foster
a respectful attitude to a youngrson’s cancer experience, help peers to adopt helpful roles
and ensure that later teachers of the young persorware af any missed schooling. Young
people may beneft from reassurance that accepting schkosw@mptions and extensions
wil not have adverse consequences. Support services amissshould tailor their approach
to the young person’s way of coping and identify the relative importance to them of mewgr

certain educational miestones. For more detailed recomnenslafor practice see [24].

6 STUDY EVALUATON

Strengths of this study include the participatory approdwh,use of three data collection
points, and am-depth method of analysis, which collectively generatdd data on the school

related issues arising for young people from diagnosis thrtaughintegration. However four

participants chose not to engage in the photo-elicitatgsped, showing that it is not attractive
for all participants. Limitations include the possibility sainpling bias, as the participants were
self-selecting and likely to be invested in sharing schdatiee experiences (although how that
would change for them over time was unknown at the poineastitment). The presence of
parents in some interviews had the potential to influetheeway in which participants related

their experiences and could have resuted in some wdinigplby the young people. In the

majority of these interviews the parent provided prompts cesdatorder of events, but did

not regularly engage in the interviews when particppanere discussing how they felt about
their experiences, although the exact influence the phaehon the dynamic remains unclear.
Personal experience are a valuable form of data, but rettwepeccounts are subject to
distortions. Life and ilness narratives are never fid]; had we followed the young people
for longer we would likely have encountered new and difer@ancerns about the legacy of

missed schooling or how young people can compensate for thaandlgeis used in this study
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aimed to identify individual experiences and was not expldaéhgitudinal, so the emergence
of themes across time points was preliminary and not basidrongh longitudinal analysis.
The longitudinal nature of the interviews allowed thenies to be reported in a temporal order
of how they presented across the interviews, but it wapo®gible to pin-point exact origins
of these themes within the timeline and a larger tidgal study would be an interesting

avenue for future research.

7 CONCLUSION

School was a prominent issue for young people experiencingercaSchool provided
important links to peers, the calbrated sense of self ypeagple develop through interaction
with peers and assessments, and the importance of reachuogtional miestones to feel the
same as one’S peers and part of collective cohort. Cancer and treatment méicesigly impact
the way young people experience and conceptualise educatbthea school environment
although very often young people do not have prior experieéeld guide them through
this challenging time. Sensitive, welFinformed and indivithuatailored support that takes
account of a young person’s approach to coping with their cancer would help young people

navigate the complexity of simultaneous treatment andatidoal progress.
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