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Nationwide Survey of the Transfer of Adults With
Congenital Heart Disease From Pediatric Cardiology
Departments to Adult Congenital Heart Disease
Centers in Japan
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Fukiko Ichida, MD, PhD; Atsushi Yao, MD, PhD; Ryo Inuzuka, MD, PhD;
Koichiro Niwa, MD; Isao Shiraishi, MD, PhD; Toshio Nakanishi, MD, PhD

Background: Current Japanese transfer practices for aduk congenital heart disease (ACHD) patients in pediatric
departments are elucidated in this study. The focus was on 149 facilities (from the Japanese Society of Pediatric
Cardiology and Cardiac Surgery Subspocialty Board and the Japanese Association of Children's Hospitals and
Related Institutions). One hundred and thirteen faciities were surveyed and the response rate was 75.8%.

Methods and Results: Twenty-six facilities (23.0%) treated 2200 cutpatients annually; 48 facilities (42.9%) treated
<50 outpatients. Only eight facilities admitted 250 inpatients; 61 facilities (54.0%) admitted <10 inpatients, Nine
faciiitios fulfilied international regional ACHD center criteria. The estimated median number of patients receiving
outpatient pediatric department follow up was 33,806. Sixty faciities (53.6%) troated patients in pediatric depart-
ments after they reached adulthood. Of 49 faciites that transferred patients, the transfer was most commonly to
another department in the same facility (20 faciities; 40.8%), typicaly the adult cardiclogy department (29 facilities;
§9.2%). In future, 55 facilites (48.7%) desired the transfer of patients to regional ACHD centors, whilo 34 facilitios
(30.1%) preferred to continue treating patients in the pediatric department.

Conclusions: The number of regional ACHD centers offering sufficient outpatient and inpatient care is limited;
transfer from pediatric departments is not standard in Japan. Role division clarification between regional ACHD
conters and other facilities and cooperative network establishment including transitional care programs is neces-

sary. (Circ J 2016; 80: 1242~-1250)

Key Words: Adult; Congenital heart disease; Delivery of health care; Japan; Transitional care

evelopments in surgical treatment, internal medicine,

and testing have resulted in increasing numbers of

congenital heart discase patients surviving to adult-

hood. Japan has approximately 400,000 adult congenital heart

discasc (ACHD) patients, 130,000 of whom are estimated to

be moderate or severe; this number is estimated to increase by

9,000 annually.' Due to sequelac, many of these patients expe-

rience unique issues in adulthood, such as reoperation, preg-

nancy,’ childbirth, and mental health issues.” These issues
require continuous observation and treatment.

Editorial p1108

In ACHD care continuums, the central role is played by
“regional ACHD centers,” also called a “specialist center” in
Europe. International guidelines describe these centers’ roles
as provision of medical care via teams comprising various
professions and response to all latent medical care needs of
ACHD patients.** Therefore, these facilities require physicians
specializing in ACHD, pediatric cardiologists, adult cardi-
ologists, cardiovascular surgeons, and nurses with ACHD
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Social independence of adult congenital heart disease patients in Japan.
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Abstract

BACKGROUND: As treatment outcomes for congenital heart disease (CHD) have improved, the social
independence of adult CHD patients has become a key goal. The aims of this study were therefore to (i)
determine the relationship between social independence and psychological profile, and (ii) identify patient
anxieties, difficulties, and demands related to life in society.

METHODS: A total of 143 patients aged 215 years with physical disability certificates were selected using a
questionnaire distributed by a patients' association. Each participant was asked about employment status,
income, and receipt of disability pension as a social independence index, and about financial and psychological
distress as a psychological status index. Furthermore, each participant was asked to freely describe his or her
difficulties, anxieties, and needs pertaining to life in society.

RESULTS: The subjects were 15-73 years old. Seventy-one (50%) were female, and 94 (66%) had a grade 1
physical disability certificate. Fifty-nine subjects (41%) were employed, 37 (26%) were unemployed, and 45
(31%) were students. Of those employed, 34 subjects (58%) reported annual individual income <2 million yen.
Frequent hospital visits, low total household income, low individual annual income, work dissatisfaction, and
receipt of a disability pension were associated with poorer psychological profile. In an open description section,
subjects expressed desires for better pension systems, support for medical fees, and employment support.
CONCLUSIONS: Because financial issues can adversely affect the psychological profiles of adult CHD patients,
enhancement of social welfare and employment support may improve their social independence.

© 2017 Japan Pediatric Society.

KEYWORDS: adult congenital heart disease; disability pension; physical disability certificate; social independence; welfare
system
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