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Due to the development of medical technology, remarkable improvement in survival of patients with
congenital heart disease (CHD) has occurred. Estimated 450,000 patients survive into adult life.
Many adult CHD patients are still taken care by pediatricians. For the smooth transition of adult
CHD patients from pediatricians to adult cardiologists, the well-organized interrelationships
between pediatricians and cardiologists as well as patient education are important. Furthermore,
the establishment of the sharing medical information is an urgent issue. The aim of this research is

to create the database of the clinical backgrounds of whole life, the health problems of body and



mind. As the education of CHD patients and their family, we hold events such as seminars and
lectures for the patients and family. The pocketbooks for CHD patients will be provided for their
convenience to keep contact with medical staff. In this fiscal year, we have investigated 600 ACHD
patients in our outpatient clinic of Kyushu University hospital and 350 patients in the outpatient
clinic of JCHO hospital. The survey items were clinical backgrounds such as demographic data,
clinical history, present status, and medications, and laboratory data including blood examination,
chest XP, echocardiography, and ECG. The survey has been going ahead as planned. Those data
was recorded on the REDCap system (Research Electronic Data Capture, Vanderbilt University)
and will be analyzed. From now on, we will collect the data from Fukuoka municipal children’s
hospital and connect the data with ours. Those connected data becomes very efficient for the follow-

up of ACHD patients in future.
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