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Objectives. Recent advances in medical and surgical treatment have led to the survival of increasing
numbers of adults with congenital heart diseasel CHDI However, the social status of these patients
remains unknown. This survey investigated the social prospects for adults with CHD, and the limiting fac-
torsfor social independence.

Methods. A written questionnaire on patient characteristics, education, employability, marital status and
insurability was designed to define the characteristics of social independence in adults with CHD.
Randomly selected adults with CHD were enrolled: 13 patients with cyanotic unrepaired CHIDI 4 males, 9
females, mean age: 29.8+ 10 years, range: 180 56 yearsCand 102 patients with other CHDS 48 males, 54
females, mean age: 29.5+ 10 years, range: 180 74 years[]

Results. University of California at Los Angeles functiona classd00 was found in 94% of patients,
medication in 46%, and hospitalization in 51%. Compared with the data from Japanese general population,
study patients had a lower ratio of high school graduates 86% vs 94%l(] life insurabilityl 51% vs 71%(]
marital status 31% vs 32%[Cand employability] 82% vs 80%l[1 Patients with unrepaired cyanotic CHD had
significantly lower ratio than those with other CHDS marital status 15%, pd 0.19; employability 40%,
pO 0.0003; high school graduates 69%, p[0 0.06; life insurability 18%, p[ 0.02, respectively[l

Conclusions. Factors affecting social independence in adults with CHD were severity of disease, contin-
uing medication, lower level of education, lower self-esteem, and unknown natural history of CHD. To
improve social independence in these patients, further development of medical and surgical therapy and
more detailed knowledge of the patients, caretakers and society in thisfield are needed.
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Table 100 Diagnosis

Diagnosis Number
1. CCHDO O
Tetralogy of Falot PAO 50
Eisenmenger syndromel] 50
Single ventricle(] 20
Ebsteirnt s anomaly] 10
0 Subtotal O 130
2. CHDO O
Repaired tetralogy of Fallot[ 290
Ebstein’ s anomaly] 30
Repaired coarctation of the aorta complex[] 40
Two-chambered right ventricle( 30
Repaired TGAO 30
Repaired corrected TGAO 20
3. CHD continued O
Double aortic archC] 10
Ventricular septal defect] 130
Repaired ventricular septal defectl] 160
Repaired endocardial cushion defect[] 50
Atrial septal defect(] 30
Repaired atrial septal defectl] 60
Mitral regurgitation] 20
Atrial regurgitation(] 10
Post Fontan procedure[’ 40
Patent ductus arteriosus division 10
Repaired pulmonary stenosisl] 60
0 Subtotal 102

CCHDUO cyanctic unrepaired congenital heart disease; CHDO
other congenital heart disease; PAD pulmonary atresia;C
TGAU transposition of the great arteries.
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Table 20 Cardiac functional status

CCHDO CHDO value TotalO
OnO1300 OnO10200 P OnO 1150 O
UCLA functional classI00OO /000 54%0060 100 99%010 O 0.00010 108 94%0070
Free of symptoms[] 0 8% O 500 50%0 O 0.040 501 45%0 O
Hospitalizatiohl cardiac caused [ 9 69%0 O 50 49%0 O 0.170 591 51%0 O
Medication 101 77%0 O 48 42%0 0 0.002 581 46%0 O
UCLALD University of California at Los Angeles. Other abbreviationsasin Table 1.
Table 30 Education and employability
CCHDO CHDO value TotalO General O
OnO130 0 0 nO 1020 O P 0 n0O 1150 O population
Upper secondary school graduates(’ a1 69%0 O 901 88%] [ 0.06 O 991 86% 0 0  94% 250 29yr O
Junior college graduates(] 00O 48] 42%[ 0.0060J 481 37%0 O 32%l 250 29yr(] O
Fully employed yes/nod O 41 40%006 O 68 87%0100  0.00030C 72 82%J160 80% 250 34yr( O
Professiona licenses 21 15%0 O 26 24%0 O 051 0O 261 23%0 O NAQD
Driving license Bl 38%0 O 70 70%0 O 0.03 761 66%0 O NA

NAL not available. Other abbreviations asin Table 1.
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Table 40 I nsurability

CCHDO CHDO value TotalO Generald
OnO1300 OnO10200 P OnO11500 population
Certificates for physically handicappedd 17192%0 O 2823%0 O [00.00010 36130%0 O 4,000 0 18yr00 O
Grade of certificateS] /0 /00 0O 10/2/0 O 12/8/30 0.510 22/10/30 NAD
Life insurancgl yes/no/deniedd O 18%0J8/10 52 55%037/50 0.020 58 51%[145/601 71% 30yr0 O
Health insurancg!l covered/dependent] [ 6/7 61/41 0.34 67/48 NA
Abbreviationsasin Table 1.
Table 50 Marriage and children
CCHDO CHDO value TotalO GeneralOl
OnO1300 OnO10200 P OnO 11500 population

Marital statusl married/single/divorced O 21 15%[111/000 34 33%[168/00 0.190

0
Childrend 0 8%0 O

Child with CHD 0

241 24%0 O 0.190
0 3%0

36 31%079/00 329 250 29yr O

14%) O 29yr0 O
239 0 34yr0 O

0 3%0 NA

281 22%0 0
083 U

Abbreviationsasin Table 1.
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