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A Questionnaire Study on the Long-Term Follow-Up Diary for
Childhood Cancer Survivors

Yasushi Ishida'**, Kentaro Aritaki', Keiko Asami', Shuichi Ozono!, Miho Maeda!, Etsuko Yamaguchi-Nakagami',
Keizo Horibe®, Shunichi Kato®, Junichiro Fujimoto®, Tatsuo Kuroda®
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2Children’s Medical Center, Ehime Prefectural Central Hospital

Clinical Research Center, Nagoya Medical Center

‘Department of Pediatrics, Tokai University School of Medicine

*Clinical Research Center, National Research Institute for Child Health and Development
*Department of Pediatric Surgery, Keio Univeristy School of Medicine

Abstract .

We collected public opinions on the long-term follow-up (LT-FU) diary developed by the LT-FU committee of Japanese Pediatric Leukemia
/Lymphoma study group (JPLSG). Methods: We conducted an anonymous self-reported mailed survey on the LT-FU diary to JPLSG par-
ticipating hospitals, supporting groups (the Children’s Cancer Association of Japan, Es-Bureau, Nanohanakai, and MN project), and
childhood cancer survivors (CCS) and their parents. Results: We received the questionnaire sheets from 73 pediatricians, 34 co-medicals,
51 supporting members, 48 CCSs and 59 parents. More than 95% of subjects answered that this LT-FU diary was useful and raised
awareness of LT-FU. However, 20% answered this diary is not easy to use and complicated. Most medical stuffs and CCSs answered that
this diary should be given on treatment completion; however, CCS parents and supporting members preferred as early as after cancer
diagnosis. More than 90% subjects agreed that the present LT-FU diary was good enough, although some answered that more items could
be added. It is difficult to make it compact with additional items. Conclusions: The prototype diary seemed to be a useful tool for
self-control of CCS health records. CCSs agreed to make use of this diary for their LT-FU if it was revised accordingly.

Key words: childhood cancer survivor, long-term follow-up, diary, record, questionaire
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Information Needs of Childhood Cancer Health Professionals When Using
Comprehensive Cancer Information Tools Developed for Adult Cancer Patients
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Abstract

We collected public opinions from individuals connected to the childhood cancer field regarding the information tools developed by the
Cancer Information Service at the National Cancer Center. Methods: Among the board members of the Japan Pediatrics Oncology Asso-
ciation and supporting group members of the Children’s Cancer Association of Japan, we conducted an anonymous self-reported mailed
survey pertaining to the cancer-related information tools. Results: We received responses from 46 physicians (recovery rate 65%) and 31
supporting members (54%). Thirty-nine percent of physicians and 23% percent of supporters were already awared of the existence of
these tools. When asked about their first impressions, more than one-third of respondents answered “reliable”, and/or “excellent reading
materials”, and/or “recommendable to others”. The physicians and supporting members expressed similar opinions on these tools, and
more than two-thirds supported that they are useful in reducing anxieties of cancer patients and their families. Their impressions appeared
to favor the earlier sections describing cancer issues more generally compared to the sections covering the detailed aspects of specific
cancers. About 80% of respondents answered that these information tools should be provided at the time of cancer diagnosis. More than
70% of the respondents answered that information on childhood cancer is not satisfactory. They expressed interests in learning about the
long-term follow-up findings of childhood cancer survivors. Conclusions: The component of information tools pertaining to cancer in
general seemed to be useful; however, the component detailing the cancer appeared insufficient. Furthermore, the results suggest that the
information on cancer survivorship should be added.

Key words: cancer Information, childhood cancer, questionnaire, Kanja-Hikkei, medical treatment diary
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