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Abstract

Experiences of Patients Who Developed Childhood Cancer at Elementary School Age

with Late Effects Developing at the Start of Employment or Later
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I. Background

Recent improvements in treatment outcomes have
enabled no less than 80% of childhood cancer
patients to survive long-term. The number of
childhood cancer survivors (CCS) expected to
reach adulthood is 2,000 to 2,400 per year. Most
childhood cancers develop by the end of the
elementary school years, and it is known that many
of these patients develop late effects due to the
treatment received in this significant period of
growth. It is also known that the older the patients
become, the more effects they suffer. Some CCS
with late effects have difficulties and anxiety about
finding employment because the period they
require health management action and the age of
commencing work overlap. Although the Japanese
government introduced a cancer control
management program to support CCS to be
independent, requirements for the support have not
been sufficiently clarified since health
management action and employment associated
with late effects are different for each patient.

I1. Purpose

To clarify the experiences of CCS who developed
cancer at elementary school age and subsequent
effects that led them to seek health management
action and influenced their choice of career.

II1. The definition of term

Announcement of disease: A CCS acknowledges
he/she has been told his/her diagnosis.

IV. Methods

1. Research design: Qualitative descriptive study
with a life-story approach.

2. Participants: Five CCS in their 20s and 30s who
developed childhood cancer at elementary school
age, have late effects, and are working.

3. Data collection: Two semi-structured interviews
were conducted using an interview guide. Each
interview lasted about 60 to 90 minutes. All of the
participants were requested to check our
interpretation of their stories, confirming it was a
true representation of what they intended to say.

4. Data analysis: 4-1. Case-by-case analysis: All
interviews were digitally recorded and transcribed.
After the content of each interview was indexed
and arranged in chronological order, the text was
closely checked to separate out the straight
narrative of events from the narrator’s reflections
on them. To this was added each participant’s
experience of the health management intervention
and employment, in order to create the final
narrative. In reading their experiences, the
researcher tried to find evidence of the narrator’s
efforts at self-adjustment. 4-2. Analysis of the
material from all participants: Finding common
themes among these participants and describing
the common and different aspects of their
experience.

5. Ethical considerations: Conducted with the
approval of the Kobe City College of Nursing
Ethics Committee.

V. Results

Diagnoses of the five CCSs were varied (brain
tumor, osteosarcoma, AML, and ALL) without
recurrence or secondary cancer, though with
multiple complications.

1. Experience of each participant (alias): Mr. K and
Ms. Y were notified of their diseases at a young age.
They disclosed their condition to friends and co-
workers, receiving understanding and support. Ms.
N, Mr. T and Ms. W weren’t notified early of their
real disease. They have been dealing with their



condition and work. Ms. W had to resign from her
job due to complications, but hopes to go back to
work.

2.Experience of adopting behaviors to maintain
good physical health and continue working:

1) Those who were not told about their diagnoses
had uncertainty about various aspects of the illness
itself, including the treatment and effects. However,
by knowing their diagnoses, their behavior
changed. They started learning about the disease to
decrease uncertainty and making decisions by
themselves. Although all of them still have
uncertainty about their late effects, they have been
managing those effects with continuous treatment
and exchanging information with people in peer
support groups for CCS.

2) While coping with late effects and ongoing
events, they have been trying to maintain their
health by accepting their illness, being conscious
about jobs in the fields where they can take
advantage of their experiences, continuing to
receive counseling, and exercising. These
actions also have enabled them to remain in
employment.

3) Because of their family members’ hesitance to
announce the diagnosis, CCS developed
uncertainty about their illness and were suffering
from it. On the other hand, family members’
support and beliefs encouraged CCS to look after
their health and seek employment.

VI. Discussion

1. Dealing with uncertainty about childhood cancer
and its late effects: Even where a diagnosis was
announced, one patient said she did not recognize
that she had cancer and was uncertain about her
disease. Three patients, who had limited
knowledge of their own disease, learnt about it by
knowing the name of the disease and looked into it
by themselves. Even if a patient is diagnosed with
cancer as a child, an explanation of the diagnosis
should be given. The onset time of late effects and
the course of symptoms were unpredictable for all
participants, but they have been dealing with this
uncertainty by interacting with peer patients and
continue receiving medical treatment. Nurses need

to support them by providing information about
whether the symptoms these patients show can be
one of the effects and about specific actions they
can take to deal with difficulties caused by their
condition and affecting their everyday life at an
appropriate time.

2. Maintaining good health and continuing work
while gaining strength: Participants were taking
various measures to manage their condition while
changing uncertainty into certainty after obtaining
information about childhood cancer and late effects.
They have built up strength in the process of
accepting their illness. They continue having
regular medical examinations, take action to
accomplish various things, are willing to work in
occupational fields which relate to their
experiences, acquire the identity of being an
excellent student and deal with relationship issues
by receiving counseling. They have come to
develop a strong motivation to work by meeting
with role models and learning values from their
parents. Nurses need to support patients to continue
with medical examinations, present mitigating
actions to maintain good health, and support
patients’ decision making. In order to provide these
supports, it is necessary to establish nursing
outpatient sections and cooperate with medical
doctors at each clinical department.

3. Hesitation of family to talk about the disease:
Family members of three participants were
presumed to be hesitant and struggled with
announcing the diagnosis and explaining about the
disease. In order to reduce the burden on the family
to announce the diagnosis and enable them to feel
more comfortable to talk about it, support from
medical staff members is needed, for example,
medical staff should discuss the timing and method
together for announcing the diagnosis to patients
without placing the burden on family members,
and mitigating their feelings of fear about the
reaction of patients. Additionally, medical staff
should establish opportunities for family members
to talk with patients so as to foster a shared
understanding within the family about the disease.



