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Adolescent Congenital Heart Disease :
Quality of Life in Patients Not Under-
going Intracardiac Repair

Hideshi TOMITA

Abstract

The quality of life of adolescent patients with congenital heart disease (CHD) who have not undergone
intracardiac repair was investigated by assessing the physical activity, complications, and the educational
and occupational status of 69 patients (32 males and 37 females, average age 18+2 years) who had
graduated from junior high school by April 1993. Group A consisted of 54 patients with mild CHD (small
left-to-right shunt disease, mild aortic stenosis and/or regurgitation, and other CHD) who reported to have
no symptoms. Group B consisted of 15 patients who complained of restrictions on physical activity asso-
ciated with CHD (Eisenmenger syndrome, and CHD complicated with pulmonary atresia or severe pul-
monary stenosis). All group A patients were in NYHA class I, and none had had serious complications due
to CHD. Their heart condition had not been a disadvantage in terms of educational and occupational
opportunities after graduation from junior high school. All group B patients in NYHA class IT had reduced
physical activity. Eleven patients suffered from complications associated with CHD, such as brain ab-
scess, infective endocarditis, Down syndrome, supraventricular tachycardia, brain infarction, hemoptysis,
mental retardation associated with conotruncal anomaly face syndrome, and I° AV block without symp-
toms. Two remained at home after graduation from junior high school, and four after high school. Only
two of 15 obtained full time jobs after graduation from high school. About half of the patients with symp-
tomatic CHD are unable to participate actively in society since graduation from junior high or high school.
Not only the severity and complications of CHD, but also developmental circumstances, and insufficient

educational and occupational systems in our country have resulted in this situation.
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Table1 Clinical details of the group B patients

Patient Age Sex Diagnosis Reason for Complications NYHA SAS Management Educational and
No. (yrs) rejecting ICR of the school  occupational state
life
1 19 F Asplenia, DORV, CAVC, PS, Family (Fontan) PSVT, AVB I° I I 2C Studying to enter
AVVR university
2 19 M Asplenia, UVH, PA, TAPVC, Family Brain abscess, brain m v 2B Remained at home
post LBT infarction, hemoptysis after graduation from
junior high school
3 18 Dextrocardia, CAVC, UVH,  Family (Fontan) PSVT m v 2B University
DORY, PS
4 23 M TF,PA,PDA Family (Rastelli) m i1 2C Remained at home
after graduation from
high school
5 16 F TF, PA, MAPCA Unsuitable Mental retardation, m v 2B High school for the
morphology of  brain infarction handicapped
the pulmonary  (hemiparesis)
artery
6 20 F TF, PA,PDA,RAA Unsuitable Mental retardation, m v 2C Remained at home
morphology of AVBI° after graduation from
the pulmonary junior high school
artery
7 15 M D-TGA, VSD, ASD, PA Unsuitable I v 2C High school for the
morphology of handicapped
the pulmonary
artery
8 26 F Ebstein Family PSVT, AVBI°, II I 2C Full time desk work
Protenuria after graduation from
high school
9 18 F L-TGA,LVOTO, VSD, MR, Family IE, AVBI° 1 I 3D Junior college
Azygos connection
10 18 F CAVC,PH Irreversible PH  Down syndrome II v 2C Remained at home
after graduation from
high school
11 20 F CAVC,PH Irreversible PH  Down syndrome 11T v 2B Remained at home
after graduation from
high school for
the handicapped
12 22 M DORYV,PDA,PH Irreversible PH  AVB I° I I 2C Full time desk work
after graduation from
high school for
the handicapped
13 20 M DORYV, PH Irreversible PH  Spinal tumor v v 2C Remained at home
after graduation from
high school
14 19 F VSD,PS, PH,PLSVC Family Down syndrome I I 3D Nursing institution
15 18 M Dextrocardia, UVH, TGA, Ventricular Brain abscess, brain m v 1C Part-time desk work
ASD, PA, PDA, poLBT & dysfunction infarction, secondary after graduation from
Glenn epilepsy, AVB I°, high school for
hemoptysis, chronic the handicapped

hepatitis

NYHA =classification of New York Heart Association;
mon atrioventricular canal; PS=pulmonary stenosis;
monary atresia;
=patent ductus arteriosus;
arteries; VSD=ventricular septal defect;
regurgitation; PH=pulmonary hypertension;
(Fontan, Rastelli)=relative indication for procedures;
infective endocarditis

% =

Report from the Second Joint Study on the Natural His-
tory of Congenital Heart Defects (NHS-2)*® {2 X #Uid, Hifi
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SAS =specific activity scale;
AVVR =atrioventricular valve regurgitation;
TAPVC=total anomalous pulmonary venous connection;
MAPCA =major aorto-pulmonary collateral artery;
ASD=atrial septal defect;

PLSVC =persistent left superior vena cava;
PSVT=paroxysmal supraventricular tachycardia;

DORYV =double outlet right ventricle; CAVC=com-
UVH=univentricular heart; PA=pul-
LBT=left Blalock-Taussig shunt; TF=tetralogy of Fallot; PDA
RAA=right aortic arch; TGA =transposition of great
LVOTO=Ieft ventricular outflow tract obstruction, MR=mitral
ICR =intracardiac repair; family =family wishes;
AVB =atrioventricular block; IE=
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