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Purpose: Young people (YP) returning to school after a earttagnosis and treatment
have to decide who has the right to know about dancer experiences and how to distribute
this information to peers. Young people face unigu@lenges in this area because of their
life stage, their need to reintegrate with peemd, their own approach to their disease and
treatment. This paper explores the perspectivgsuiig people as they return to school
during and after curative cancer treatment.

Method: 12 young people (6 females, 6 males) from thehnofrfEngland (aged 13-16
years at time of recruitment) took part in photoittion interviews conducted at three time
points during the year following a diagnosis of pimoma, Hodgkin’s lymphoma,
osteosarcoma, A-plastic anaemia or acute lymphtblasikaemia. Interviews were
transcribed and analysed using Interpretative Phenological Analysis (IPA).

Results: Three main themes emerged: ‘approaches to telfingés becoming public
property’; and ‘owning the story’. Within these thes participants experienced stressors
related to altered peer group dynamics, being pleperto the foreground of the school
environment, being responsible for the feelings m@eds of others, and conflicts between
their perception of coping and the reactions oéth

Conclusions: Re-entering school following a diagnosis of caraaer result in
challenging dynamics for a young person, which theynot always equipped to manage.
Participants displayed individual differences irittapproaches and preferences, but
inevitably all had to cope with their lives becommgplic property and managing the

narrative of their cancer experience.



I ntroduction

Cancer and treatments during teenage years oftaiit i@ significant absences from
school, which can pose complex psychological, $@sd educational challenges for young
people (Abrams, 2007; Hedstrom et al., 2005; Lomletral., 2013; Morgan et al., 2010;
Pini, 2009; Pini, 2012; Pini et al., 2012, 2016a% 2003)and includes the fear of being
left behind or isolated from friends and peers {@ec2004; Grinyer, 2007; Mattsson, 2007,
Palmer, 2000; Searle, 2003). In a longitudinal gtoid176 adolescent and young adults with
cancer, health-related quality of life mental comgrunscores were found to be significantly
lower when the individual was not involved in schandependent of prognosis for survival
(Husson et al., 2017).

In the U.K. teenagers are often cared for by ageempte specialised services and
have professionals and same-age patients around e “just know” what it is like to
have cancer (Cassano et al., 2008). When retutaisghool, young people emerge from the
safety of talking to other others whgst know” and have to interact with their long-
standing peer group (Jones et al., 2011). Soejimal dighlighted how important peer
relationships were when a young person with cargiategrates into school (Soejima et al.,
2015). They showed that peers being educated ath@utlong term recovery process
following cancer improved levels of peer suppostyeell as helping the young person to feel
part of the school community. This was further litatied by home visits by peers before the
young person returned to school. Post-traumatic travan be a positive psychological
change following the experience of cancer, howsuevivors sometimes report feeling more
mature than other people of the same age and beicmnfortable discussing cancer (Wong
et al., 2017). Wicks reported how young people wdhcer often felt ‘out of kilter’, with the
values and behaviour of their contemporaries (Wiekal Mitchell, 2010). Similarly,
Compere showed that peers did not know how to rebgo details of a young person’s
cancer diagnosis or cancer related experienceatirngea potential barrier to support from

their regular peer group (Compere, 2002).

When assessing experiences of young people wittecdinis useful to consider whether
these experiences are distinct from findings withdult oncology and therefore perhaps

unique to this developmental stage. Deciding how\ahedn to “tell the truth” about cancer



experiences when returning to previous environmeats be a complicated issue for adult
survivors (Surbone, 2006). In focus group intengemith 23 women following breast cancer
surgery (Nilsson et al., 2013), disclosure uporurrehg to work was described as a
“worrying aspect”, and worries about demotion prevented some womwen flisclosing their
diagnosis. Other participants who felt obliged iscthse due to changes in their appearance
felt awkward or shameful. Similarly, (Robinson &t 2015) interviewed 19 breast cancer
survivors following their return to the workplacedafound that cancer communication was a
burden on those already struggling to manage thagnosis and treatment, and maintaining
control over how information regarding their candsr shared in the workplace was
considered a challenge. Telling colleagues abosir tiagnosis could elicit emotional
support and tangible help, however, for the majooit women all aspects of telling were
associated with significant distress.

A survey of Japanese (n=362) and US (n=350) paediahcologistsfound mutual
agreement that knowledge of a child’s cancer diagnand treatment within their community
would facilitate psychosocial support, but hightiegh cultural differences in approaches to
“telling the truth” about cancer when young peopurn to school. The majority of US
oncologists (84.5%) advocated telling all staff atessmates about the child’s diagnosis and
treatment to facilitate the transition back intch@al, whilst the majority of Japanese
oncologists (74.1%) disagreed with this approadhis Tould be linked to wider societal
attitudes about cancer and to what extent young lpeage told about their cancer and
treatment (Mayer et al., 2005). Young people mag fanique challenges when talking about
cancer because of their life stage, their needitdegrate with a large number of peers in the
school environment and the importance of maintgirtire education trajectory. How young
people tell others about their cancer was examimedqualitative study of 37 young adults
(aged 18-34) (Hilton et al., 2009). Hilton et abfa young adults were very open about their
diagnosis with family and friends, but would coridéair own distress in order to protect the
feelings of their relatives. They found a signifitgender difference in that young men were
more likely than young women to be secretive altbeir diagnosis, be worried about how
they were perceived by peers, and use humouritveelension with friends and colleagues.
To date there has been little exploration of how mamication about cancer within a public
and exposed environment like school affects youagpfe. In the period of “fame” that
teenagers experience upon returning to school eftepleting cancer treatment (Choquette

et al., 2016), YP have to decide who has the tiglkinow about their cancer experiences and



how to distribute this information to peers. Thegotiation of “telling” may vary depending
on their understanding of their own disease (Comp26002) and be an ongoing process
depending on the nature of their disease and tezdtrand the frequency of their return visits
to school.

This paper aims to explore these dynamics fronptrepective of young people as they
return to school during and after treatment. Thalitative experiences of this group of
young people adds an important first-hand perspedtti the literature, which is distinct from
using parents or professionals as proxies or frasessing the quantitative markers of
engagement with school life. The aspects of théigyaants’ experiences detailed in this
article reflect secondary analysis of an importuit-theme within a wider analysis of their
education experiences (Pini et al., 2016; Pinl.e2818).

Method

Ethical approval was granted in 2012 by Leeds @EMNRES Committee Yorkshire & the
Humber (12/YH/0387).

Design: This study used photo elicitation interseat three time points during the year
following diagnosis.

Participants:

Twenty young people were approached over a yeaodyewhich resulted in 12 being
recruited to the study (aged 13-16 years at reuoririt). Participants were introduced to the
researcher by a member of the clinical team wiatsgnding an outpatient clinic within a
cancer centre in the north of England (TableTEenagers were eligible if they were within
two months of diagnosis and were being treated wiftative intent. Those whose cancer
involved the brain and / or who were receiving ipéille care, were excluded due to distinct
educational experiences and outcomes for these gr@arera, 2005; Freyer, 2004; Koch,
2004; Langeveld, 2002). Nine participants complaea#édthree time points, eight provided
visual images and eight had a parent present foeast one interviewIwo participants
completed the first time-point interview only. Tfiest had returned to school by time-point
two and did not want to revisit or reflect uponitheancer experiences any further. The
second became very unwell by time-point two and rudtl feel able to carry on with the

study. The remaining participant only participaiadthe final time-point interview. They



initially delayed their participation because offidulties with the methodology. Once the
need to record images was removed from the prottesgarticipant was happy to be
interviewed and provided a valuable account ofrtbancer experience.

All participants returned to their original yeaogp after treatment.

Table 1 — Details of participants
Females Males
N 6 6
Age at recruitment Mean 14 Mean 14.7
(range 13-16) | (range 13-16)
Lymphoma 1 2
Hodgkin's Lymphoma| 1 2
Osteosarcoma 2 1
Blood disorders 2 1
Parent present at 5 3
interview
Visual images 4 4
provided for interview

Data collection:

Three interviews were planned: one within the fiteto months of the patient’s
diagnosis, one at six months post-diagnosis, afidahone at nine months post-diagnosis.
Interviews lasted approximately 40 minutes (rang&09 minutes) and used a photo
elicitation technique (Harper, 2002) in which phaotgahs taken by participants were used as
a stimulus to elicit accounts during the intervieWarticipants were asked, two weeks prior
to each interview, to take photographs of objeglaces or people which represented their
experience of engaging with school. Ethical consitiens were explained, as standard in
photo-elicitation studies (see (Wiles et al., 208®&) discussion). Images produced were
discussed using a SHOWeD approach (e.g. (Johnsain €011; Keller et al., 2007)) which
utilises the following questions to explore papamts’ choice of images (Radley and Taylor,
2003): tell me why you chose this picture; whatyda see in this picture?; what is happening
in this picture?; how does this relate to yourdjfevhat is missing from this picture?; how
does this picture make you feel?. The intervievadioved participant’s responses to these
guestions with probes intended to elicit more detad context, such as: can you give me an

example of this in relation to school?; could yell me about a time when this was not the



case?; how do you think this might have been diffeif you did not have cancer?; how do

the people around you react to, or support you,whils?

Data analysis:

The interviews were transcribed and all identifalolata amended or removed, and
pseudonyms were used throughout. The images theesselere not analysed, and are
therefore not included in this paper, because theiction was to engage participants,
stimulate discussion and structure the intervieMar(dleco, 2013; Walton and Niblett, 2013;
Wells et al., 2012).

The transcripts were subjected to IPA, which hasnbecreasingly used in health
psychology research (see, for example, (Beestih,€2014; Hearn et al., 2015)). IPA is well
suited to capturing the interpreted and construatature of health, illness, and life
transforming events (Brocki and Wearden, 2006; Bn2i004; Smith et al., 2009), as well as
understanding the complexity and processes of ligeparticular contexts (Smith et al.,
2003). The aim of IPA is to assess patterns in #ta @hilst retaining and paying attention to
the individuals in the sample (Smith, 1996; Smittale 2009; Smith et al., 2003). Standard
IPA practices were followed (Smith et al., 2003n{® et al., 2009) and included: multiple,
detailed readings of transcripts; making descrgtmtes; generating first stage interpretive
notes; developing conceptual themes; refining enmerfeemes and exploring connections
between them, firstly ideographically, and thentla group level. The data was then
organised into a thematic framework of higher orthemes and associate sub-themes. To
provide ongoing sensitivity to context and potdnligs, and in line with good practice in
IPA, the lead analyst (SP) engaged in depth with glocess described above, with the
second and third authors providing supervisiongudision of the appropriateness of thematic
development and exploration of emerging modelepoasent the data. This process was also
present during the interview process, as the indéampion of previous interviews could be
incorporated into subsequent interviews so thatiggants would have the opportunity to
verify or contradict interpretations. At the corgilin of the study, the results were fed back

to participants who then had the opportunity to swent on the outcomes of the research.

Results



The dynamics of telling and knowing were a key @drthe experiences of participants.
Leading up to their cancer diagnosis, participavese aware that family, peers and others in
their lives had been worrying about their healtd #re outcome of investigations. Following
their diagnosis, participants felt responsibledeciding how to tell others this sensitive and
personal information. Rather than being a singlenewere participants finish treatment and
reintegrate into school, many participants desdritmeiltiple visits and short periods of time
in school throughout their treatment. This mearatrisly information about their cancer was
an ongoing dynamic process, rather a one-off disodosThe following sections describe the
dynamics of telling and knowing as discussed bytigpants within three main themes:
‘approaches to telling’, ‘lives becoming public pesty’; and ‘owning the story’. The names

used throughout the following sections are pseudsngiven to the participants.

Approachesto telling

Participants varied in their method of telling, bloé majority engaged in the process to
some extent. Parents often provided guidance grelleto tell family members. Education
and health professionals helped some participafitpaers and staff at school initially. Many
participants, like Nicola, decided first to tellosk family and close friends and let the

information spread naturally throughout the netwairkeople surrounding them.

“Well at first we kept it like low key but, andusit told my close friends” - Nicola

Participants often took responsibility for telliigends and peers, and this process was
intensified in the school environment where thegoemtered the majority of their peers. One
of the approaches often described by participards systematically working through a
hierarchical list of people to tell. This was maiificult for participants who were attending
school, as their peers tended to all be presemina place at one time, making it more
difficult to be systematic. Alanna decided to beempand communicative about her
experiences. She described telling small grougeesefs in turn and seemed to use the process

of telling to reinforce a positive outlook.

“So telling them I'd just say... | wouldn’t telléim in front of everybody else, I'd tell them sort
of like two or three people at a time and things @umst say ‘look I've got cancer and | will
tell you everything that | could’ and they wereeliloh right... are you going to beat it?’,

‘yeah, of course | am! What do you think?!" - Alann



Others, like Robert, wanted to tell larger groupsahool peers in an attempt to avoid

repetition, which unlike Alanna, he found frustnagi

“I made a decision with my head of year and fortotuo go to my form room, just my form
room, not assembly or something like that, and mtvire and | said ‘right, | haven'’t been to
school for the past couple of days because | mbticéump on my neck’ and everyone went

like ‘oh!” and | said ‘and basically what it is #&'a cancer’” - Robert

Interestingly, Robert still had a hierarchy of itedl and felt the responsibility to tell his
cousin personally and individually. It seemed thatwanted to contain the experience for his

cousin and be able to personally attend to higieac

“They were all obviously shocked at first and mysio, he took it quite hard, I didn’t want
his dad... | didn’t want his mum and dad to tethhi wanted to tell him personally and like |
knew straight away as soon as | told him it hit lnecause he went from like ‘you alright?’ to

like being blank...” - Robert

Robert demonstrated an understanding that differelattionships required different
types of telling. The group approach he took with ¢class form seemed to be more focussed
on what was important to him i.e. not having toe@phis story, whereas the individualised
approach he chose for his cousin involved more émydar the impact the news might have

on the other person.

The above extracts are from participants who wegpls, in principle, to discuss their
health with their peers. However, some participaiite Patricia, did not really want to talk
to friends, which seemed to be because she waatéddp her cancer separate from her

experiences with others.

Interviewer: They ask you lots. What kind of questido they ask you?
Patricia: Like ‘are you alright?’ ‘are you fit?’ ‘hav are you doing?’ things like that.
Interviewer: Yeah, and what do you say to them?

Patricia: | just say ‘I'm OK, what about you?'!



Interviewer: Right so you're still worried about wher they’re OK as well! So you
said they treat you just as normal really?

Patricia: Yeah.

Interviewer: And do you talk to your friends at reabout things that happen?

Patricia: Not much." — Patricia

This approach seemed to help her with her desimamtain normality when returning
to school, but risked a lack of understanding frber peer group as to what her cancer

experiences entailed.

Lives becoming public property

Being diagnosed with cancer placed participan® umique position within their school
because they were very often the only young pevdtincancer in this environment. Being
known as‘the person with cancer’invited a lot of attention and questions from pesnd
staff whenever they visited or returned to schoothe extract below, Georgie was worried
about feeling exposed when returning to school leeaf the attention she might receive
from school peers with whom she had no relationsinigher interviews Georgie repeatedly
referred to wanting tolde the same@s her friends at school, so having the attentfanamy
distant peers was a challenge to her desire fanality and a change to her previous peer

group dynamic.

Georgie: Everybody might come and ask me, everylioayght be a bit awkward maybe.
Interviewer: What kind of things do you think timeight ask you?
Georgie: I'm not sure. They might just like come galk to me even if | don’'t know them.”

- Georgie

Hayley also experienced this extra attention fromrpevhen she returned to school and
was annoyed by the emotional response from peerswaubd not normally interact with
her. Hayley perceived their reaction as an inapjatp level of involvement with her

personal experiences:

“So... yeah that first day back... people that dirdt even talk to normally they just started

L]

crying, and it was like ‘what are you crying forddn’t even know you'.” - Hayley



In this way, Hayley shows that being affected bjneone else’s experience of cancer is
only legitimate under certain relationship condisipn.e. being ‘known’. Participants
regularly reported receiving a flurry of questicaasd comments from peers when visiting
school after their diagnosis. Participants sometirfedt “bombarded” with this flurry of
guestioning. It was more difficult for participarits maintain a sense of normality in school
than in hospital or at home. Their periods of absgmrovided a before and after that allowed
peers to compare two versions of the participahtar@es to their appearance, mobility and
abilities, were signs that propelled them intoftiveground in a way that was more glaring in
the school environment. Fielding questions fromeotpeople was a challenge for those
participants who were trying to simply be a norrpapil and did not want to talk about
cancer in this context. Sometimes for these padrtis having to field questions highlighted
the limitations of their knowledge about their canexperiences and led to frustration and
vulnerability. Robert found this flurry of attentioand questioning had a cumulative

frustrating and draining effect on him.

“l just go ‘I'm fine, it's a little bit bad but don worry, it's... I'm fine, | will get
better’ and then they’ll just go ‘oh, good, good,odband then another person will

come up and ask the same question and like ‘I'el’fir Robert

Thus, possibly authentic concern for a young pessibth, or recovering from, cancer
could become a relentless burden within a schoaltes. Nathaniel described this
cumulative effect of questioning from peers haeadly begun before his diagnosis and in

subsequent interviews he continued to strugglendurmes of questioning from peers.

“Yeah, because it just gets a bit annoying. Likeemhhad the operation just on the massive
lump | had, it went really big and they all juskas, everybody asked me, what's that, what is
it and | didn’t know so | just said, | don’t knowtbeverybody asked me it, virtually everybody

and it just got really irritating and annoying, yémow.” — Nathaniel

Nathaniel’s irritation at having to explain change$is appearance to others is apparent.
He paints a picture of a certain type of schoolegigmce where he is noticed, observed,
talked about, and interrogated, in ways that arenetgful to him, nor experienced as caring.

Participants rarely talked about perceived publprivate boundaries that were understood



and respected by peers or staff. It was more comfimoparticipants to feel exposed and on
display.

There was sometimes a sense from participantntititer they nor their peers really knew
how to talk about cancer. It seemed they had sedhasrmality with their peers, where they
had built up a gradual understanding of the rufdaateraction over time and this was altered
when participants introduced cancer into the dyeaditer the initial flurry of concern and
guestions, participants reported they and theirrgpadten reverted back to previous
dynamics, and in most cases this seemed desi@plarticipants. Peers were perceived often
not to know how or when to ask questions, nor ttleeptability of broaching the subject. The
extract below from Mario demonstrated the confusiathin his peer group. They shared
activities and time together, but he perceived thelme ‘scared” to ask him about his health.
He did not say he knew this to be true, which iegblthey had not openly discussed it. He
said he was happy for them to ask him questions itiagppeared that if somebody had

broached the subject they would all have beenngilto discuss it.

“Mario: No, we don’t usually talk about it, it's wsilly just playing on games or watching TV
or whatever, just chilling really.

Interviewer: And have you spoken to any of thetmawe they asked you questions about your
operation and things like that?

Mario: Not really, | don’t know, | think they mulsé quite like... a bit scared to ask. But I'm
not bothered if they did ask.

Interviewer: So do you not sort of tell them anythabout it unless they ask?

Mario: No.” - Mario

In the extract below from Nicola, it seemed somehef peers avoided this issue by
addressing questions to friends rather than dyregotlher. She did not explain thdon'’t
want” in this extract, but it seemed she was referriniger perception that peers did not want
to upset her or say the wrong thing, and it wasrsahd more diffused when talking to her

friends.

“I guess some people like they don't want to aséstjons because they don’t want, so then

they ask like closer friends kind of thing so tgeyaround me.” - Nicola

Owningthe story



Within the school environment the disseminationidbrmation about their cancer
mainly happened through their peer groups. Bothléyagnd William, in the extracts below,
were concerned about their peéngondering” what had happened to them and why their
appearance had changed. They both approachedotitsra by trying to ensure their peers
had the correct information. In context of othectgms of interviews with Hayley, it seemed
this was something she thoudipeople have got to know’but was complicated by her

contrasting desire not to draw attention to hergedichool.

“Yeah, so, but people have got to know haven't tieajly, it's like better... like when
I've got this [Hickman line] like hanging out anduff they’re not going to be like
asking me ‘why have you got that? Why are you wgaaiwig?’ and all that so... It is
better that they know.” - Hayley

“No, | think it's alright. It's better that kind othey know what’s going on than just

wondering what’s happened.” — William

For some participants, as demonstrated by the atxfram Alanna below, having
ownership over their story was a way for them iofcece their own beliefs about this story.
Alanna repeats that she"isot going to die” as a reassurance to her peer group within school
when telling them about her diagnosis, but thietépn of a version of the story that she
owned and was comfortable with also seemed as khituginforced her conviction in this
belief. Alanna also seems to be addressing theafgdiassociation her peers may have about

cancer and mortality, so that she can move pastifficult subject at an early stage.

“then they'd all come and say ‘so why’ve you be#f @hat's wrong? What's wrong?’ and
I'd go ‘they’re 95% sure I've got cancer, but I'noingoing to die’ and they’'d go ‘are you

sure? Are you sure?’ and I'd go ‘yeah, I'm not gpto die’™ - Alanna

Owning the story also meant being able to shape ihe way they wanted others to
perceive it, rather than necessarily reflecting wwhas really happening. Alanna thought that
if others perceived she was coping well then it Mche easier for them to support her. For

her, telling her story became a cycle of reinfogcanpositive attitude in her and in others.



“Alanna: | didn't say there’s a chance | could, Ust said ‘no I'm going to beat it’ so they

didn’t worry about it.

Interviewer: Oh OK, so did you want to give offttivapression to them so that they'd feel
better about it or was that how you were feeling?

Alanna: Both. It's how | felt about it and... besauif everybody else thinks that I'm going to
beat it then they’re all going to support me toghele beat it, if everybody thinks that | could
die from it then they’re going to be... they’re dsrnwould be all over the place about what to

do and everything so...” - Alanna

In the extract below, Nicola discussed her irritatthat somebody she had never spoken
to did not have théproper” version of her story. As this person was not kndavher she
could have been unaffected by this inaccuracy,thetimpact was intensified through the
combination of her life becoming ‘public propergnd a lack of control over the shaping of
this process.

“I'm alright, really, because | prefer people tokaguestions rather than to like talk about me
behind my back and like enquire through word of tinoLike this guy who | went to primary
school with, he messaged me the other week, améhbelike, "Oh, | heard that you had to
have your leg amputated”, and like so | was expigint to him, and | was like "So who did
you hear it off?", and it was this guy that I'd pewieard of, and | was like "Well, how does
he know, like the proper story if I've never spot@mim”, and it really annoys me. So I'd

rather people ask me personally so | can likettedin, like the actual story” - Nicola

Participants all seemed to be aware that theiraradiagnosis was the beginning of a
story for them and in the minds of the people adotiem. To a greater or lesser extent all
participants wanted to ensure this story wWeer story as far as possible. The extracts below
from Robert show that the timing and manner in Wwhie conveyed his status as a young
person with cancer within school altered the dymaafihis relationships within education. It
seemed that asserting power was important to Ralsehe reintegrated into school because
he wanted to feel some ownership of his statusyasiag person with cancer and that he was
in control of his story. Robert mainly used higig$aas a young person with cancer to attempt
to put his peers at ease, by using humour, aserexiract below where he jokes that they

cannot deny him anything.



“Myself making fun of this bad situation, puttingight twist on it, so like I'd go to school
and Wayne, one of my friends, would like... I'dknmy friend by saying ‘oh can | have your
dessert?’ and he'd say ‘no’ and I'd say ‘you casdy no to a cancer patient!” or I'd just try

and get out of everything by saying ‘I'm a cancatignt, you can't do that!” — Robert

Regardless of the amount they engaged with theepspdknowing how and when to
reveal the presence of cancer in their lives waklffecult and ongoing challenge for the
young people in this study. Different people hdtedent approaches and experiences, but all
had to cope with their lives becoming public prdpeand managing the narrative of their

cancer experience.

Discussion

The experiences of participants reported in thigepghow re-entering school following
a diagnosis of cancer can result in challengingadyios for a young person, which they are
not always equipped to manage. Having cancer psoyalng people into the foreground
within school, introduces new variables into thexisting relationship dynamics and can
make their lives seem like public property. Absenée®m school and altered physical
appearances create a ‘before-and-after’ which @tgemtion, intrigue and concern from peers
and staff members. These are inevitable consegsentethe situation and therefore
something young people are forced to confront toesewrient, regardless of their wishes and

preferences.

Because cancer is rare amongst YP, participantetsoes found themselves unprepared
to handle situations and experiences arising froar tdiagnosis and treatment, and equally
their peers often did not have experience of piagid¢ancer support or how best to respond
to YP (Compere and Compere, 2002). The majoritpasticipants reported some examples
of altered peer group dynamics, some of which pledisignificant challenges, whereas
others resulted in positive experiences such asased closeness and care from others (Pini
et al., 2016). Overall participants did not regediation from peers when reintegrating into
school, but did discuss anxiety, awkwardness aedspire related to handling their cancer
story when returning to this environment. Respahsiband concern for the feelings of
others depended on closeness; family members aise ¢tiends were often told first and
separately so participants could personally attentheir reaction. As with the findings of



Hilton (Hilton et al., 2009), some participants gaped a more positive image of their
experiences and feelings in order to protect tig@nds and relatives. Peers and mutual
friends were often told in groups such as form sgas or participants would wait for the
news to spread through the peer network. The usembur in the YP group is compelling,

and also reported in the adult literature for theppee of expressing empathy (Wilson and
Luker, 2006) and keeping online discussions abauater optimistic (Myrick et al., 2016).

Perhaps for YP, humour allows survivors to revextkbto their pre-diagnosis peer dynamics,
tapping into their desire to feel normal whilstalglieving tension and talking about their

illness in a non-direct way (Hilton et al., 2009).

Controlling the narrative of their illness was imgaoit to participants, but sometimes
difficult to manage. For some, being confident &ndwledgeable when answering questions
from peers enabled them to shape their story towegoithe message that they will “beat”
cancer. Retelling their own experiences of cannea way that reinforced the belief they
wouldn’t die served as a coping strategy, as wslleficiting support from peers and
protecting the feelings of others. For participant® were less confident, having agency in
deciding who to tell and when could be difficult physical changes provided obvious
external signs for any peers to see and reacMismatches’ between the story projected by
participants and the reactions of those around tirerachool could be distressing. The
feelings of tertiary peer groups became a sourcstreEs when their reaction seemed too
strong for the closeness of the relationship oy tied the wrong information about the YP’s
diagnosis or treatment. This is because attentiom fdistant peers can make young people
feel more exposed and conflicts with their desiréeel ‘normal’. The pursuit of ‘normal’ has
been shown to be more of a concern amongst YP dbatis (lannarino et al., 2017), but
there can also be tension between the desire fernthimality and the variable need for
special consideration (Pini et al., 2016). Our iiigd are consistent with existing knowledge
that communication about cancer experiences isafmaghtally important for YP survivors

and that advice related to disclosure could be fi@akto survivors (Wong et al., 2017).

Limitations and implications

This paper adds an important young person voiceediterature in this area and
highlights dynamics of information sharing that cenfurther investigated and used to

inform the development of support, services andrim&tion. A limitation of this research



was that telling and knowing were not the speddius of the original interviews. Therefore,
a more targeted investigation of the process bhtelhnd knowing experienced by YP would
be beneficial, including an assessment of theseriexes in different environments (school,
hospital, home and community). It would also befulge investigate the current ways in
which young people are supported with telling iesh environments. A more detailed
assessment of this kind could then be used tormtbe development of guidelines to best
support young people with this process.

The James Lind Alliance Priority Setting Partnepsior Teenage and Young Adult Cancer
identified the question “What interventions are taffective in supporting young people
when returning to education or work?” as number their list of Top 10 priorities (James

Lind Alliance, 2018Retrieved from: http://www.jla.nihr.ac.uk/priorisetting-

partnerships/teenage-and-young-adult-cancer/thé-@gprorities.htm). The self-reported

experiences of young people captured in this papekey to developing supportive

interventions.

Conclusion

The dynamics of telling and knowing were an impatrtpart of re-entering school for
participants in this study. New responsibilitieantling sensitive personal information and
being brought more into the foreground, all comdin® make re-entering school a
challenging and potentially distressing part of tamcer journey for young people. More
focussed research is needed to more comprehensivelgrstand these experiences and
inform the development or refinement of supportyfloung people at this time.
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Highlights

Participants described the process of telling asrgoing dynamic process marked
by multiple school visits and short periods of timeschool throughout their
treatment, rather than a one-off disclosure.

Agency in deciding who to tell and when was losthinges to their appearance,
mobility and abilities propelled them into the fgreund and invited questions from a
large number of peers.

Having the attention of many distant peers in stih@s a challenge to participants’
desire for normality.

Sometimes questioning from peers on their retuscthmol highlighted the limitations
of their knowledge about their cancer and led tsthation and vulnerability.

Owning their cancer story by providing a knowledgeand confident narrative
allowed participants to shape their experiencesitdorce their belief that they will
survive cancer and elicit social support.
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