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In terms of research and development achievements in 2016, an optimal protocol for
accumulating patient record data was created and a questionnaire was drafted for collecting the
data based upon this protocol. Regarding the retrospective survey of single ventricle patient
records, data was gathered utilizing the questionnaire from the joint research centers of each
member of the research team centered around Tokyo Women's Medical University, with which
the representative researcher is affiliated. As a result, a total of 1,070 cases of patient record data
were accumulated. This consisted of data relating to the clinical histories, conditions, treatments,
prognoses, etc. of single ventricle (the illnesses were tricuspid atresia, pure pulmonary atresia,
hypoplastic left heart syndrome and univentricular heart) patients, as well as their quality of life
(QOL) (QOL scores, New York Heart Association functional classification), the degree and
frequency of their heart failure, hypoxemia, pulmonary hypertension, irregular pulses,
thromboembolism, protein-losing gastroenteropathy, death, and hospital visit and hospitalization
frequency. In the future this aggregated data will be totalized and analyzed and an understanding
of the actual conditions of single ventricle will be engaged in. Furthermore, regarding
determination of single ventricle guidelines, we are proceeding with the analysis based on the
accumulated data and we hope to draft treatment guidelines within the year and proceed with

determination of the guidelines.
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