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The Status Quo of Long-term Follow Up for Survivors of Childhood Cancer—A Nationwide Survey in Japan

Shuichi Ozono", Yasushi Ishida®, Kikuko Kuriyama®, Keiko Asami*, Takeji Matsushita®, Miho Maeda®.
Kentarou Aritaka”, Eizaburo Ishii®, Miyako Yoshinari”, Koichi Ishimoto', and Keizo Horibe"
Japan Pediatric Leukemia/ Lymphoma Study Group (JPLSG) Long-term Follow Up Committee
"Department of Pediatrics, Kurume University
%Department of Pediatrics, Ehime University
3Department of Child Psychiatry, Aichi Prefectural Colony Central Hospital
“Department of Pediatrics, Niigata Prefectural Cancer Center
¥Department of Pediatrics, International Medical Center of Japan
®Department of Pediatrics, Nippon Medical School
"Department of Interdisciplinary Medicine, Division of General Pediatrics,

National Center for Child Health and Development
¥Department of Pediatric Oncology, Nagano Prefectural Children’s Hospital
*Department of Pediatric Hematology and Oncology, Tohoku University
' Akebono Shoni Clinic
"'Clinical Research Center, National Hospital Organization Nagoya Medical Center

The importance of a long-term follow-up (LTFU) for childhood cancer survivors is increasing, as the num-
ber of long-term survivors continues to grow and many researchers describe the late effects that sometimes
occur among such survivors. The purpose of this study is to assess the status quo of LTFU for childhood can-
cer survivors in Japan. Among the 211 registered institutions of the Japan Pediatric Leukemia/Lymphoma
Study Group (JPLSG), 145 (68.7%) replied our questionnaire. The following factors related to LTFU were as-
sessed : the outline of institution, the level of cooperation with the co-medical staff, the degree of experience in
treating late effects and the management strategies, the methods of trying to contact survivors who were lost
to follow-up, the management of survivors after they come of age, and ideal LTFU system. The results showed
that most institutions had difficulty in managing such survivors due to their limited resources and the lack of
any established network. Four suggestions were indicated to provide high quality LTFU : i) establishing
LTFU guidelines based on the optimal risk-based late effects care, ii) preparing a comprehensive phamphlet to
be handed out to each survivor, iii) establishing a LTFU national center and regional network, iv) Try to get in-
creased public funding for such programs.
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