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[Abstract])
An explorative study of the Process

of Childhood Cancer Survivors Participate in a Patient Group.

Keiko Hishigae

Background
Improving the cure rate of childhood cancer, there are many childhood cancer survivors

(CCS). However, they have some psychosocial issues (for example, difficulty of getting
education, job hunting) and onset risks of the late effects. For CCS, patient group is one

of social resources to get information and support each other.

Objective
The purpose of this study was to clarify the process of CCS participate in a patient group.
And show how we can support CCS to participate patient group smoothly.

Methods

Using Exploratory Sequential design which is one of mixed methods, I conducted
interview 10 CCS, one of them is a leader of patient group A and the others are members
and questionnaire survey. The targets of questionnaire survey were members of all
patient groups of Japan(12 groups) and attendee of meeting including CCS who don’t
participate patient group .The date of interview was mainly analyzed using Trajectory
Equifinality Model (TEM). TEM visualizes a process of CCS participate patient group.
And the date of questionnaire survey was analyzed by simple totaling, cross tabulation,

text mining and Qualitative Comparative Analysis (QCA).

Results

1) The result of qualitative research

Interview date showed that there are two periods before participate a patient group,
which are before know existence of patient groups for CCS (phase 1) and after know
existence of a patient group(phase II). After CCS knew existence of patient group, some
CCS hesitated participation because of some reasons which were they didn’t know the
member, activities. But, they wanted to get opportunity to talk with other CCS, exchange
information, to know that other CCS how feel their cancer and so on. Some of them feel
the hope to meet other CCS. Such feeling made them participated. And some CCS had

fear facing oneself but overcame and participated the patient group.



2) The result of questionnaire survey

CCS mainly needed to be introduced patient group and informed its information by their
doctor. But the date showed that the case of be introduced patient group and informed
its information from their doctor was not common. And the date showed that CCS want

to know patient group more early timing including be in hospital.

Discussion

CCS can share information of childhood cancer, late effect, measures of problems to
participating patient group. So, the participation is useful for their life. And overcoming
their fear that facing oneself is growth for CCS. Therefore the process of participate in a

patient group including the process of growing as CCS.

Conclusions

In the process which CCS participate the patient group, there was hesitation and hopes.
These were struggling with each other. This study indicated that CCS can participate
smoothly by supports like giving information from doctor, SW, parents and members of
patient group. And to give support for CCS, it’s important that patient groups are

established in every hospitals which provide treatment for children with cancer.
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