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ARTICLE INFO ABSTRACT

Keywords: Objective: This study aimed (1) to investigate the communication patterns of adolescent childhood cancer sur-
Childhood cancer survivors vivors (ACCSs), including their motivations, methods, context, and outcomes and (2) to identify factors influ-
Adolescence

encing their cancer-related communication (cancer communication) at each level of the socioecological model.
Methods: A qualitative descriptive research design was adopted to explore ACCSs’ experiences of communicating
about cancer and the factors influencing such experiences. Semi-structured interviews were conducted, and the
collected data were analyzed using thematic analysis. This study was conducted according to the Standards for
Reporting Qualitative Research.

Results: The ACCSs were motivated to engage in cancer-related communication by acquiring social support and an
altruistic perspective. Although ACCSs rarely initiated cancer-related communication proactively, they commu-
nicated with close friends and family members about their cancer experiences. The motivation to communicate
with friends shifted from sharing factual information, such as their daily lives in the hospital, to seeking emotional
connections shaped by psychosocial development. Dissatisfaction with the limitations of school life and concerns
about cancer were primarily discussed with parents. Furthermore, parents' perceptions of cancer and their ex-
planations of the illness to their children appeared to influence the children's perceptions of their cancer expe-
riences and their communication about cancer. Cancer-related communication among ACCSs was influenced by
factors at multiple levels. Furthermore, institutional- and community-level factors affected individual and inter-
personal factors.

Conclusions: A multilayered approach involving ACCSs, parents, educators, school peers, and the broader com-
munity is essential for enhancing communication about cancer within this population.

Communication
Self-disclosure
Social ecology

Introduction

In social contexts, communication of adolescent childhood cancer
survivors (ACCSs) regarding health issues is a sensitive and complex
topic, posing significant challenges for ACCSs, their families, school
personnel, and peers.’? Advances in treatment have improved survival
rates for pediatric patients with cancer, with pediatric cancer now
considered a chronic disease that requires long-term observation and
management of complications.® Treatment involving anticancer drugs
and irradiation can impair cognitive function® and may affect social
competence because of emotional and behavioral difficulties.” Further-
more, increased school absences due to hospitalization and treatment, as
well as activity restrictions, reduce interaction and communication
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between ACCSs and their peers.” Such circumstances may adversely
affect the communication skills of ACCSs.8 2

The literature focusing on adolescents and young adults highlights
several motivations for cancer-related communication (cancer commu-
nication). These include fostering understanding and acceptance of
changes in appearance and behavior following diagnosis'>'® and
recognizing the significance of their cancer experience in the context of
their lives.'>!® Cancer communication can facilitate social support
acquisition and promote adaptation to cancer.'>!7 In contrast, peer re-
actions and ACCSs' underdeveloped communication skills may pose risks,
leading to discomfort and a sense of vulnerability among them.'>!>18
For instance, although adolescent and young adult cancer survivors may
wish for their cancer experiences to be understood, they may limit the
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disclosure of information due to a simultaneous desire to be treated as
typical young individuals.'>!° Such limitations in information sharing
can hinder friends' understanding. This conflicting perception among
ACCSs further complicates and challenges the process of cancer
communication. However, many studies have targeted a broad young
population, with only a limited number particularly focusing on survi-
vors in early- to mid-adolescence (ages 11-15 years). Consequently,
cancer communication during adolescence remains poorly understood.
To develop interventions that ensure cancer communication yields
beneficial outcomes, gaining a deeper understanding of how ACCSs
perceive their cancer experiences and cope with cancer communication is
essential. Communication during adolescence contributes to building
friendships and peer relationships and plays a crucial role in identity
formation.?%?! Adolescents' knowledge regarding childhood cancer is
limited and superficial,?? making it challenging for their peers to un-
derstand the changes that ACCSs experience following a cancer diag-
nosis. School reentry programs aimed at facilitating the adaptation of
childhood cancer survivors to school life have been shown to improve
classmates’ knowledge regarding cancer and their attitudes toward sur-
vivors.”> However, not all ACCSs receive satisfactory support from
reentry programs, schools, or medical institutions.>?*2°

Previous studies have sought to understand communication factors
associated with personal (e.g., motivation and perception) and inter-
personal (e.g., reactions of others) aspects based on the experiences of
ACCSs.' %8 However, communication about cancer is likely influenced
by multiple levels of social factors, such as the context of the place,
culture, and climate of the organization or region. However, only a few
studies have investigated their overall impact. The socioecological model
(SEM) is a framework that describes the multiple contexts and in-
teractions of individual health and behavior with society and the envi-
ronment. McLeroy's SEM model we have adopted comprises five levels:
intrapersonal, interpersonal, institutional, community, and policy.?’
Each level interacts with individual factors and other levels, influencing
ACCSs' cognition, behavior, and emotions, and is associated with
communication about their cancer experiences. By identifying the de-
terminants of cancer communication at each level, we can pinpoint areas
for intervention and develop effective programs to improve communi-
cation. This study aimed (1) to investigate the communication patterns of
ACCSs, including their motivations, methods, context, and outcomes, and
(2) to identify the determinants influencing their cancer communication
at each level of the SEM. In this study, the term “communication pat-
terns” is broadly defined as encompassing the motivations, methods,
context, and outcomes of communication.

Methods

Design

A descriptive qualitative research design was adopted to explore the
experiences of ACCSs in communicating about cancer and the factors
influencing this communication. This methodology enables the expla-
nation of phenomena that are difficult to quantify.?® This study was
conducted according to the Qualitative Research Guidelines.?’

Participants

The study participants were recruited from pediatric cancer follow-up
outpatients at Nagasaki University Hospital in Japan. The inclusion
criteria were as follows: (1) hospitalized and treated for childhood can-
cer, (2) informed of diagnosis, (3) returned to regular school from
elementary school to high school, and (4) aged between 10 (fifth grade
elementary school) and 25 years at the time of the interview. The
exclusion criteria were as follows: (1) patients who experienced a relapse
at the time of the interview and (2) those with intellectual disabilities.
Patients and their families who met the participation criteria, as assessed
by the outpatient physician (YH), were referred to NH as potential
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participants. NH explained the study details to potential participants and
obtained verbal and written consent. The appropriate sample size was
determined based on data saturation.®° If a participant requested the
presence of a parent or guardian during the interview, it was conducted
accordingly.

Data collection

A researcher experienced in conducting semi-structured interviews
(NH) conducted interviews with each participant between August 2019
and August 2021. The data collection period was extended because of the
COVID-19 pandemic, which often limited the author's (NH) contact with
potential study participants. To ensure the quality of the interviews, a
pediatric nurse with extensive experience (YM) participated in the in-
terviews with two participants to prevent over-collection and under-
collection of data. The interviews were conducted using an interview
guide based on an SEM, which included questions relevant to each level
of the model: (1) individual level (participant demographics and medical
history), (2) interpersonal level (postdiagnosis contact and interaction
with friends and communication about cancer), (3) organizational level
(postdiagnosis contact and interaction with educational institutions), and
(4) community level (interaction with local sports clubs and other
stakeholders after diagnosis) (Table 1). Interviews at the policy level
were not conducted due to the adolescent demographic of the study
subjects, which presupposed limited knowledge and interest in policy
matters. NH had no prior professional relationship with any of the par-
ticipants. Each interview lasted between 17- and 50-min. Interviews were
scheduled on a date, time, and location requested by the ACCSs and their
parents. All participants preferred to conduct the interviews during
follow-up outpatient visits. They were then held in a quiet, private room
within the hospital. During the interviews, the parents present assisted
the ACCSs in answering the questions and provided additional infor-
mation if the ACCSs had difficulty recalling specific details. With the
participants' consent, the interviews were recorded using a recorder. To
gain deeper insights into the participants' experiences, the interviews
incorporated follow-up prompts, such as “Can you tell me more about
that?” as necessary. After each interview, a brief summary of the inter-
view content was provided to the participants to confirm its accuracy.
The interview data were analyzed in parallel with data collection, and

Table 1
Interview guide structure using the socioecological approach.

Levels of SEM  Interview questions

Intrapersonal Age, grade and occupation of participants

Age of participants at return to school

Participant's current treatment

Name of participant's disease

Willingness to disclose cancer

Have you informed your school teachers, peers or close friends
about your illness? If so, could you please share with us whom
you spoke to and what their responses were?

What are some of the positive and happy experiences you've had
when talking about your illness with others?

Can you tell us about any difficulties or problems you have
experienced when talking about your illness with others?
During your hospitalization, did you stay in touch with friends? If
so, who did you contact, how did you contact them, and what did
you talk about?

Do you discuss your illness with your family? If so, what
motivates these discussions and what do you usually talk about?
Did you contact a teacher at your school about your illness? If so,
who did you contact and what was the nature of your
conversation?

Was your illness explained to your peers by a teacher at school? If
so, what was the nature of the explanation?

Did you contact anyone in the community about your illness? If
so, who did you contact and what was the nature of your
conversation?

Interpersonal

Institutional

Community

SEM, socioecological model.
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data saturation was achieved when no new themes emerged. The data
collection process is illustrated in Fig. 1.

Data analysis

The verbatim transcripts of the interviews conducted by YM and NH
were obtained from the audio recordings. To mitigate transcription bias,
the recorded audio and transcribed data were cross-checked and metic-
ulously reviewed. Thematic analysis (TA) was performed following the
approach by Braun and Clarke.®! Analysis was performed using the
six-phase TA framework: familiarization with the data, generation of
initial codes, searching for themes, reviewing themes, defining and
naming themes, and writing up the report. TA is flexible and does not
require adherence to a particular philosophical stance.®">? Familiariza-
tion with the data started with multiple readings of the transcripts to
ensure a comprehensive understanding of the content and to identify
emerging themes. NH then entered the data into qualitative data analysis
software (MAXQDA Plus2022). Next, the key ideas and experiences
expressed by the participants were coded according to the analytical
focus. The codes were then examined and grouped based on shared
similarities, leading to the development of themes and subthemes. To
ensure rigor, two researchers independently performed the process, from
thorough reading to the generation of themes and subthemes. Further-
more, the generated themes and subthemes were analyzed using a
social-ecological approach across four levels (i.e., intrapersonal, inter-
personal, institutional, and community) in a deductive manner. The
hybrid approach, which incorporates theory, is described as reducing
interpretive bias by the analyst.>? The interview notes provided contex-
tual information for the data and enhanced interpretation. Furthermore,
the themes and subthemes generated were categorized into four levels of
the socioecological approach?” intrapersonal, interpersonal, institu-
tional, and community. Discrepancies in coding were resolved through
discussions within the research team.

Ethical considerations

This study was approved by the Ethics Committee of Nagasaki Uni-
versity Hospital (IRB No. 19081921-4). Before the interviews, ACCSs and
their parents were informed, using age-appropriate explanatory forms,
about the purpose and content of the study and interview. They were
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assured that the participants' identities would remain confidential and be
used solely for scientific purposes and that participation was voluntary.
Verbal consent was obtained from participants aged < 16 years, whereas
written consent was obtained from those aged > 16 years. For partici-
pants aged < 20 years, written consent was obtained from the partici-
pants’ parents before the interview.

Results
This study enrolled 22 participants (Table 2), among whom nine

(aged 11-20 years) had a parent or guardian present. All invited par-
ticipants agreed to participate. Of the nine participants whose parents or

Table 2
Participant demographics (N = 22).

Characteristics n (%) Mean =+ standard deviation
(range)
Female 11 (50.0)
Age at the time of interview in years 14.59 + 2.98 (11-22)
Age groups
Early adolescence (11-13 years) 8(36.4)
Mid-adolescence (14-17 years) 10 (45.5)
Late adolescence (18-22 years) 4 (18.2)
Age at the time of school reentry in 10.45 + 2.90 (6-16)
years
Age at the time of diagnosis in years 9.05 + 3.11 (5-15)
Period of hospitalization (months) 8.15 + 4.49 (40 d-16 m)"
Cancer diagnosis
Leukemia 10 (45.5)
Central nervous system tumor 7 (31.8)
Lymphoma 1 (4.5)
Ewing sarcoma 1(4.5)
Other 3(13.6)
Maintenance treatment at time of the interview
Yes 3(13.6)
No 19 (86.4)
Treatment
Surgery 7 (31.8)
Chemotherapy 22 (100.0)
Radiation therapy 6 (27.3)
Bone marrow transplant 3(13.6)
Parent's present during the interview 9 (40.9)

bq, days; m, months.

w Outpatient physician (YH)
% Patients and their families who met the participation criteria were
g referred to NH: N = 22
(%]
~
2 1
e
£ First author (NH)
S The details of the study were explained to potential participants, and
e verbal and written consent was obtained: N = 22

The interview data were analyzed in parallel with data collection, and
" data saturation was achieved when no new themes emerged.
ES
2
<

Participants: N = 22

Fig. 1. Participant flowchart.
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guardians were present, seven were with their mothers, one was with
their father, and one was with both parents (receiving outpatient treat-
ment). The themes related to communication about cancer were as fol-
lows: three at the intrapersonal level, three at the interpersonal level, two
at the institutional level, and one at the community level. The commu-
nication patterns of ACCS were identified through intrapersonal and
interpersonal analysis. This study suggests that cancer communication
among adolescents is influenced by psychosocial developmental factors
as well as structural and contextual factors at the institutional and
community levels. Fig. 2 presents a conceptual framework of cancer-
related communication in adolescents, situated within the SEM.%”

Intrapersonal level

Factors associated with communication about cancer at the intra-
personal level comprised three themes: a) securing of social support, b)
perceptions related to cancer communication (desire to be “normal,”
altruistic perceptions, time since diagnosis, and future disclosure of
cancer), and c¢) communication skills. The communication patterns
comprised motivations, methods, and outcomes. Motivations for cancer
communication included seeking social support and an altruistic
perspective, and methods involved face-to-face interactions or social
networking services. ACCSs actively seeking social support often
received greater physical and emotional support in school.

ACCSs with persistent disabilities described various strategies for
obtaining social support. Some ACCSs with residual disabilities were
inclined to articulate their situations to peers to garner social support,
whereas others chose not to actively engage in discussions about their
cancer experience but instead sought spontaneous assistance from friends
when required. Furthermore, older ACCSs sustained contact with their
peers during school absences through social networking sites, in which
they discussed school-related events and their personal circumstances.

I would explain my medical condition and situation first so they would
understand to some extent. I sent pictures on line, pictures of my hair falling
out, to my good friends, and from the beginning, I told them myself so that
they would accept me when I went to school (participants in mid-
adolescence).

When asked about the illness, I usually give a rough explanation like
“this happened, so that’s why this is happening. I've had this conver-
sation several times. When there’s something I need help with, I
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immediately ask my friends or teachers for assistance" (participants in
mid-adolescence).

Some ACCSs in mid-adolescence and beyond have reported that upon
sharing their cancer experiences with close friends, they felt grateful both
for their friends’ expressions of concern and for being treated as normal
individuals.

Sometimes I bump into people coming from in front of me, but they totally
understand that. And the kids in the club also understand, so they are
considerate and help me out in various ways (participants in mid-
adolescence).

Perceptions and thoughts regarding cancer communication signifi-
cantly influenced their decision to disclose and the extent and depth of
their disclosures. Some ACCSs limited the information they shared about
their cancer experience because they feared being treated differently by
their peers.

“I miss my physical education classes, why do you always miss them?” I
was asked. I don’t talk much about specifics .... “Well, circumstances have
come up ..."” Yes (participants in mid-adolescence).

In contrast, ACCSs who, after fighting the disease, developed an
altruistic belief in wanting to help others with the same experience and
actively shared their cancer journey with their peers, expressing a desire
for a better understanding of individuals facing similar challenges. For
this purpose, the ACCSs carefully responded to their colleagues’
questions.

Let’s see, if I say I went to the hospital, they ask me what hospital, what did
I do, what was the disease, when did it start, and I say, wait a minute, I'll
tell you one thing at a time, and I answer all the questions they ask me. I
want them to know and help the sick persons, something like that (par-
ticipants in mid-adolescence).

Several ACCSs stated that they did not think about or discuss their
cancer experiences. ACCSs who had the disease in early childhood,
several years after treatment ceased, and were leading normal lives with
no restrictions were less likely to focus on their cancer experiences and
did not feel the need to talk about it.

No, now, we don’t (talk about cancer) anymore. In high school most
of my friends don’t know (about cancer), and even in secondary
school the only ones who know are friends from the same primary

Community

+ Collaboration with parents and community members

Institutional

about cancer

* Information sharing and collaboration between school
organizations, ACCSs, families, and healthcare providers
+ Educational briefings by teachers to peers and peers' parents

Psychosocial development in adolescence

Interpersonal

communication
+ Reactions from peers

their attitudes.

- Recipients and contexts of cancer-related

+ Parents’ explanations of cancer to ACCSs and

Intrapersonal
+ Securing of social support

+ Communication skills

- Perceptions related to cancer communication

Communicating
about cancer

Sharing superficial
aspects

Emotional sharing

Fig. 2. Conceptual model of ACCSs' communication about cancer using the SEM. ACCSs, adolescent childhood cancer survivors; SEM, socioecological model.



N. Honda et al.

school and not from other primary school (participants in mid-
adolescence).

Regarding future disclosure of their cancer experiences, some ACCSs
said that they would not discuss it, whereas most expressed willingness to
talk about it if asked or if someone else had similar experiences, high-
lighting the possibility of disclosure.

From the middle of adolescence onward, when the ACCSs were asked
by a friend about their diagnosis and treatment, they often provided
logical and easy-to-understand information. However, the knowledge
about cancer and communication skills that ACCSs possessed in early
adolescence were insufficient to help their peers fully understand their
situation. One ACCS was confused by the excessive support their peers
gave him when their fitness improved, and they could do more things on
his own. The ACCS sought advice on how to communicate with his peers
to explain his situation without hurting them.

It’s hard to say, “I can do this myself,” so I wondered what I should do in
such cases (participant in early adolescence).

Interpersonal level

The factors that influenced cancer-related communication at the
interpersonal level encompassed three themes: (a) recipients and con-
texts of cancer-related communication, (b) reactions from peers, and, (c)
parents’ explanations of cancer to ACCSs and their attitudes. The
communication patterns included the person and context to whom ACCS
speaks.

ACCSs shared cancer-related information primarily with close friends
and parents. Two-thirds of the ACCSs conveyed their illness experiences
to close friends. They shared their daily lives at the hospital in the natural
flow of conversations with their peers, sometimes incorporating humor.
The cancer experiences of ACCSs were naturally shared in conversations
among close friends, focusing on the everyday realities of hospital life
rather than emotional expression. In the mid-adolescent period and
beyond, when asked about their diagnosis or treatment by friends, ACCSs
often conveyed information logically and comprehensibly. ACCSs
expressed gratitude for their friends’ concern and support. However,
after communicating with friends about cancer-related experiences,
ACCSs in the early- to mid-adolescent period reported that such
communication did not affect their friendships or lead to any significant
psychological changes.

I talked to two close friends. I told them about the surgery, going to the
hospital school for a bit, and playing games" (participants in mid-
adolescence who returned to school in early adolescence).

Hmm, there wasn'’t really any change afterward. I didn’t really think
much about the illness experience (three participants in mid-
adolescence).

In contrast, one ACCS who returned to high school explained their
diagnosis and treatment when asked about their illness by peers; how-
ever, they expressed discomfort with their peers’ reactions.

They said things like, “That must have been tough,” but it was like,
“But you wouldn’t know that from you guys (participant in late
adolescence).

ACCSs without physical limitations rarely initiated conversations
with their peers about cancer. However, changes in their appearance or
behavior often sparked their peers’ curiosity and questions, prompting
them to share their cancer experiences when asked. Absences for hospital
visits often provided opportunities for discussion regarding their cancer
experiences. However, when teachers had explained the needs and
considerations of ACCSs to classmates in advance, the participants were
less likely to be asked about their illness or changes in their appearance
by their peers.
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Regarding wearing a wig, I think it was good that my classmates didn't ask
me anything. They might have known, but no one said anything to me
(participants in mid-adolescence).

Some participants experienced bullying or teasing related to hair loss
or physical disabilities. ACCSs who experienced teasing or bullying
sought support from close friends and resolved the issues with their
friends’ support. After treatment for a brain tumor, one ACCS, who
experienced narrowing of the visual field and depressive tendencies, felt
inconvenienced in school life as time passed since returning to school but
was unable to communicate this to her peers.

Teachers cooperate with me, but my friends, not so much, I don't know if
they do (participant in early adolescence).

ACCSs discussed their frustrations with restrictions on their lives
because of illness, concerns about cancer, and their desire to know more
about cancer with their parents. Sometimes their parents would listen to
them, but other times they were overly sensitive.

During an outpatient visit ... we talked (with my mother) about what
would happen in the future ... yes (participants in mid-adolescence).

Around junior high school, on the contrary, I became curious about what
my illness looked like. I didn’t care when I was in primary school (par-
ticipants in mid-adolescence).

The perceptions of parents toward treatment and their explanations
of cancer to ACCSs may influence the communication of cancer by
ACCSs. For instance, one parent appeared to have clearly and under-
standably communicated the necessity of cancer diagnosis and treatment
to an ACCS shortly after diagnosis, typically during their early elemen-
tary school years, and supported the ACCS with a positive attitude to-
ward treatment. The ACCS of this parent developed an altruistic
perception following their cancer experience and actively shared their
cancer experience with peers. Conversely, ACCSs and their parents who
chose not to discuss their cancer experiences with others perceived their
hospital experiences as negative.

You have to take a lot of medicine, you might throw up a lot, you have to
have a lot of blood taken. But you have to in order to get better. When I said
that, she said, “All right” (mothers of mid-adolescence).

“I only have bad experiences” (mothers of mid-adolescence).

“I don’t want to remember” (participants in mid-adolescence).

Institutional level

Relevant factors for communication about cancer in ACCSs at the
institutional level included a) information sharing and collaboration
between school organizations, ACCSs, families, and health care pro-
viders, and b) educational briefings by teachers to peers and their parents
about cancer.

Since the time of cancer diagnosis, parents and returning school-
teachers have maintained regular communication, with information
regarding the reasons for ACCSs' school absences and considerations for
their return to school being predominantly conveyed from teachers to
their peers within the school. Before the discharge of ACCSs, meetings
were held involving parents, schoolteachers, education committees, and
attending physicians. The primary focus of these meetings was on the
considerations of ACCSs in various aspects of school life. Information
about the illness of ACCSs to be communicated to school peers was dis-
cussed among ACCSs, family members, and faculty to determine the
content and scope of communication. For example, in some cases, the
principal informed all students, whereas, in other cases, homeroom
teachers informed their classmates, occasionally informing peers’ par-
ents. In many cases, the name of the disease, cancer, is not communi-
cated. However, to discourage ill guesses, the strategy of daring to tell the
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name of the disease to peers was sometimes employed. In contrast, some
ACCSs who developed the disease in middle school voluntarily decided
not to communicate the disease name to their peers. After returning to
school, most ACCSs received compassionate support from their peers and
teachers. However, prereturn discussions between parents and teachers
of ACCSs who experienced teasing and bullying failed to address expla-
nations of the illness to their peers.

The teachers were worried because if they didn't tell the students why, the
students would be even more concerned. So, the principal explained in
simple terms to all students in front of the whole school that the children
would be absent from school because they were receiving hospital treatment,
and that they needed to be a little careful, for example, not to run in the
hallway or bump into things, explained within the children’s understanding
range (mother of a participant in early adolescence, participants who
returned to school at age 8).

One participant who had returned to junior high school was
confused because their homeroom teacher had not communicated any
information about their return to school to other teachers or class-
mates. ACCSs emphasized the importance of information dissemina-
tion regarding their return to school to school staff and peers from
their assigned teachers.

(The day I returned to school) they were surprised, and they were like,
oh, it’s been a long time, so I thought they knew (that I was returning to
school), everyone knew. So I thought, huh, Why didn't the teacher tell
them about me? If you tell everyone in advance, everyone will know
when I return, so you won’t have to explain to them, and yes, it will be
easier to return (participants in mid-adolescence).

After returning to school, communication between the school and
parents regarding ACCSs' situation occurred when necessary. When
homeroom teachers were changed due to promotion, some ACCSs and
their parents repeated the explanations each time. Peers and school-
teachers had forgotten about ACCSs’ invisible disabilities (e.g., narrow-
ing of vision and persistent physical weakness) due to the passage of time
since their return to school. Therefore, ACCSs were forced to live without
consideration at school and experienced psychological distress.

This child seems to be the only one paying attention. Everyone else has
already forgotten, so they almost bump into them (mother of participant in
early adolescence).

Community level

Factors related to the communication of the cancer experiences of
ACCSs at the community level included collaboration with parents and
community members. In particular, the parents of the ACCSs shared in-
formation about their children not only with school teachers but also
with the parents of their children's friends and those involved in sports
teams and parent-teacher associations to gain their understanding and
cooperation. When the ACCSs were temporarily discharged from the
hospital, efforts were made to arrange opportunities for them to meet
their friends.

When they were in elementary school, they played softball, and their best
friend in class also played on the same team. We made sure to commu-
nicate with the mothers of the other children on the team about these
matters, so I think the parents likely informed their children, which meant
that my child was probably never directly asked about the illness (mother
of participant in early adolescence).

Discussion

Socioecological approach helped us identify the multilevel factors
influencing communication about cancer experiences in this age group.
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To the best of our knowledge, this is the first report to use the SEM
method to examine factors associated with cancer communication
regarding ACCS experiences. The results of this study indicate that
ACCSs’ communication with friends involves sharing cancer information
across multiple levels, including parents, teachers, school organizations,
and community members, with these levels being interrelated in a
complex and reciprocal manner. Furthermore, the study indicates that
ACCS communication patterns evolve from superficial aspects sharing in
early adolescence to seeking deeper emotional connections in late
adolescence, as depicted in Fig. 3. This finding provides further evidence
for research on communication involving ACCSs.

Communication among adolescent and young adult (AYA) cancer
survivors is often initiated by the motivation to seek understanding and
acceptance from others.'>° In this study, ACCSs with physical limita-
tions engaged in cancer communication driven by the motivation to gain
social support. In contrast, ACCSs in early to mid-adolescence without
physical limitations tended to share only superficial aspects about their
experiences. In early adolescence, interactions with friends involve
spending a significant amount of time in conversation, with a tendency to
prefer superficial sharing of personal information.>> > This tendency has
been suggested to be possibly related to the increased risk of embar-
rassment or rejection during early adolescence.®®*” Therefore, sharing
superficial aspects about their cancer experiences with close friends can
be considered a unique form of self-disclosure characteristic of early
adolescence and may contribute to the developmental task of forming
intimate relationships during adolescence.*®>° In contrast, some ACCSs
who returned to high school expressed dissatisfaction with the reactions
of their friends after communicating their cancer experiences. Adoles-
cents, as they undergo psychological maturity, desire to share emotions
with close friends.*® This tendency is exemplified by a study by Larsen
et al.,'” which found that ACCSs felt a sense of satisfaction when their
friends, after hearing about their cancer experiences, responded with
admiration or were deeply moved. This suggests a shift in the purpose of
ACCSs' self-disclosure from sharing superficial aspects to sharing emo-
tions as they transition from early to late adolescence in their psycho-
social development. Understanding the changes in the rapid
psychological development process during adolescence can contribute to
the development of communication intervention programs tailored to
ACCSs’ cancer-related developmental processes.

Enhancing the understanding and effective information-sharing of
ACCS’ cancer experiences at each SEM level is crucial for alleviating
prejudice against ACCS, improving communication, and fostering a
supportive environment.*' Consistent with studies reporting challenges
in communication between adolescent childhood cancer survivors and
their healthy peers,'® our findings indicate the necessity of providing
age-appropriate cancer education for ACCSs and support for their
communication skills at the intrapersonal level. At the interpersonal
level, interventions promoting peer understanding of ACCSs and online
interactions during school absences contributed to fostering positive peer
engagement and responses. These findings support previous research.
and indicate the need for continued interventions as effective approaches
for peers.>>*>43 Moreover, by providing appropriate information about
ACCSs' cancer experiences at the institutional and community levels,
educators and community members can enhance their understanding of
cancer and support the promotion of peer awareness regarding illness.”?>
In this study, there were opportunities for sharing cancer-related infor-
mation with peers' parents, which is rarely observed in previous research.
Moreover, sharing information with peers' parents may provide an op-
portunity for this information to be discussed within the family.
Collaboration among parents, teachers, and health care professionals is
crucial to address educational challenges faced by ACCS.*** When can-
cer information was not adequately conveyed to schoolmates, ACCSs
experienced bullying or teasing. Therefore, this study emphasizes that
appropriately sharing information with peers to foster an understanding
of ACCSs’ cancer experiences is a crucial factor for the prevention of
bullying or teasing after their return to school.
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Fig. 3. Cancer communication patterns of adolescent childhood cancer survivors.

Consistent with studies on self-disclosure among AYA cancer survi-
vors' and school reintegration among of school-aged childhood cancer
survivors, changes in an individual's appearance or behavior after being
diagnosed with cancer were frequently reported as motivating factors
influencing the initiation of cancer-related communication between the
individual and their peers.*>%® However, attention toward ACCSs tends
to diminish over time,'? leading to a corresponding decline in consid-
eration for ACCSs.>?®> For survivors of childhood cancer, long-term
physical disabilities and the potential development of late-onset com-
plications necessitate ongoing collaboration and support from relevant
organizations to help them cope and socialize.”

Communication between ACCSs and their parents may significantly
influence ACCSs' perception of cancer and their ability to communicate
with others about cancer.?” Families are suggested to play a significant
role as the primary emotional support for cancer survivors, and the study
participants also appeared to engage in emotional self-regulation by
disclosing their feelings and concerns about cancer to their parents.*®>°
However, for parents experiencing psychological distress due to their
child's cancer diagnosis,”'>® communicating with the ACCS about cancer
can be a challenging task.'®*° If obstacles in communication with parents
are present, ACCSs may experience an increase in psychological issues,
such as anxiety and depression,®*°® and their knowledge of cancer may
become limited, which could affect their communication with others.
Another study suggested that accurate understanding of cancer among
childhood cancer survivors may lead to appropriate coping strate-
gies.*”°%57 Therefore, to improve communication between parents and
ACCSs regarding their cancer experiences, strengthening psychological
support for parents and providing tools and guidelines for communica-
tion are necessary.”® Although the development of these guidelines has
been ongoing, there are few studies on their evaluation.

Most participants indicated the possibility of discussing future infor-
mation about cancer with others. Rabin'® noted that the experience of
cancer disclosure may influence the perception of future disclosures. This
may be associated with the fact that only a few participants had negative
experiencesregarding communication about cancer in this study. The onset
of late complications from childhood cancer may create a need for ACCSs to
discuss their cancer experiences in society in the future. Positive commu-
nication experiences during childhood may contribute to ACCSs’ ability to
create a supportive social environment through cancer communication.

Future directions

Further research is recommended to establish programs to support
communication about cancer between ACCSs and their peers and

between ACCSs and their parents and to enable long-term collaboration
between parents, school organizations, and health care providers.

Strengths and limitations

Data were collected from a single medical institution in Japan, with
each participant undergoing only one interview. In Japan, cancer treat-
ment and care systems are well established on a nationwide scale,
ensuring that patients can receive treatment with confidence. The cure
rate of pediatric cancer is > 80%, showing no significant difference
compared with Western countries. However, to obtain richer and more
comprehensive data, research involving multiple institutions across
broader geographic regions is necessary. ACCSs and their families often
experience psychological distress,*>°! necessitating careful selection of
wording during interviews to avoid psychological intrusion. Conducting
multiple interviews can help strengthen the researcher—participant trust,
potentially enabling a deeper understanding of the experiences. In cases
in which a parent participated in the interview, the participants’ re-
sponses may have been limited because of their deference to their parent.
Furthermore, interviews during the free time of follow-up outpatient
visits were sometimes limited by tests and other factors. These factors
may have affected the results. Considering the qualitative research
design, the results cannot be generalized. However, by recruiting survi-
vors from diverse cancer types, we were able to capture a broad spectrum
of ACCS experiences, along with the context and motivations underlying
their cancer-related discussions.

Conclusions

Communication about cancer between ACCSs and their peers was
associated with self-disclosure to form close relationships as part of
psychosocial development, and the purpose of communication varied
according to the course of psychological development. Some ACCSs
experienced difficulties in communication with their peers and families.
This study highlights the necessity of a multilevel approach that involves
ACCS individuals, parents, educators, school peers, and communities to
enhance communication about cancer within this population.
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