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in Adults With Congenital Heart
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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 diseast]l CHDL However, the social status of these patients
remains unknown. This survey investigated the social prospects for adults with CHD, and the limiting fac-
tors for 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 CHID! 4 males, 9
females, mean age: 29.8+ 10 years, range: 180 56 yearsChnd 102 patients with other CHDE] 48 males, 54
females, mean age: 29.5+ 10 years, range: 180 74 years[]

Results. University of California at Los Angeles functional class U 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 graduate! 86% vs 94%(] life insurability] 51% vs 71%[]
marital statuls] 31% vs 32%[hnd employability] 82% vs 80%L] Patients with unrepaired cyanotic CHD had
significantly lower ratio than those with other CHDisl marital status 15%, p [ 0.19; employability 40%,
p 0.0003; high school graduates 69%, p ] 0.06; life insurability 18%, p ] 0.02, respectively[]

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 this field are needed.
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Table 10 Diagnosis

Diagnosis Number

1. CCHD
Tetralogy of Fallot PA
Eisenmenger syndrome

Single ventricle

— D L

Ebstein’ s anomaly
0 Subtotal 13
2.CHD

Repaired tetralogy of Fallot 29

Ebstein’s anomaly

Repaired coarctation of the aorta complex

Two-chambered right ventricle

Repaired TGA

Repaired corrected TGA
3. CHD continued

Double aortic arch

N W W AR W

—_
W =

Ventricular septal defect

=)}

Repaired ventricular septal defect
Repaired endocardial cushion defect
Atrial septal defect

Repaired atrial septal defect

Mitral regurgitation

Atrial regurgitation

Post Fontan procedure

Patent ductus arteriosus division

AN = A = N O W W

Repaired pulmonary stenosis
0 Subtotal 102

CCHDL cyanotic unrepaired congenital heart disease ; CHD[
other congenital heart disease ; PALl pulmonary atresia;
TGAU transposition of the great arteries.
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Table 200 Cardiac functional status
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CCHD CHD value Total
00130 0 a0 1020 P 00 1150

UCLA functional clas§] 000 /0 O T 54%[16 100 99%[1 0 0.0001 1081 94%[17

Free of symptoms 0 8%0 50 50%0 0.04 501 45%0

Hospitalizatioh] cardiac cause[] 21 69%0 501 49%0 0.17 591 51%0

Medication 1Q 77%0 481 42%0 0.002 581 46%0

UCLAUO University of California at Los Angeles. Other abbreviations as in Table 1.
Table 30 Education and employability
CCHD CHD value Total General
0x0 130 00 1020 P 0a0 1150 population

Upper secondary school graduates 91 69%0 90] 88%[] 0.06 991 86%1 94%] 2500 29yr[]
Junior college graduates 0 481 42%0 0.006 481 37%0 32%] 250 29yrd
Fully employed yes/no] 4 40%06 681 87%J10 0.0003 721 82%J16  80%] 250 34yr0
Professional licenses 21 15%0 28] 24%[0 0.51 26] 23%0 NA
Driving license 5138%U 70 70%0 0.03 78] 66%0 NA

NAULI not available. Other abbreviations as in Table 1.

obobobooboooooomooooooooo
gobooooo
4A000:.:0000000000000000000
oboobobooooooooooo
s00o0b00O:.:000000b0b0o0obobooboboooboo
oooboboooooogogoon

3. 000Ooog

StatView J-5.0 PPC] SAS Institute Inc.[J 0 O 0 OO
oooooOooooOoOoDocOoOoobooboOooboooo
0000000000000 00000x*0000
U00000 Student's 0000 00O Tables 1050
ooooooooooooboooo

goooo

1. 0000 (Table 2)

0000000000000000 11500 590
051%000000000000000000000
001300900069%; p0d 0170000000000
0000025M22% M0 0000000000210
018 000000000005 MM4% M 0000
0000000000000 D000000 440
0410 0000000370032%0 000 330

J Cardiol 2002 May, 39 5[t 259-266

029% M 000 19M17%M 0000 1507 13%
gogod

2. 00000000 (Table 3)

00000000000 000000moO/o0
/000MO00002/1/1004/8/5600 pd 0.00200 O
000000000000000000000000
000000000000000000000M0
0/00/000000/9/4000/49/530 0000000
0000000000 0O0/000/000C0 2/0/2
0046/8/1400p0 050 000000000000
(DO0000/00Mm 310035330 p0 0360000
oo

3. 00 (Table 4)

oM obo/ooo@oobos4ssonbogn
000o0o0ooboOoooooooooooogiso
go0ooooobm@oboo/oooomoooo
oogds384Mp00o750 00000000 OO
ogo/moomooools/7oo0ooaod

4. 0000 (Table 5)
gooooooooooomoo/oomobob



262 oooooooo Ood

Table 40] Insurability

CCHD CHD value Total General
00 130 0 #0 1020 p 0 0 1150 population
Certificates for physically handicapped 121 92%0 281 23%0 J 0.0001 351 30%0 4,000 O 18yrd
Grade of certificate] 0/0 /0 O 10/2/0 12/8/3 0.51 22/10/3 NA
Life insurancé] yes/no/denied] 21 18%008/1  5B) 55%[137/5 0.02 58 51%(145/6 71%! 30yr0J
Health insurancé] covered/dependent[] 6/7 61/41 0.34 67/48 NA
Abbreviations as in Table 1.
Table 500 Marriage and children
CCHD CHD value Total General
0n0 130 0 n0 1020 P 0 n0 1150 population
Marital statuf] married/single/divorcedd 21 15%11/0 38 33%[168/0 0.19 36] 31%79/0 32%] 250 29yr[]
. 14% 0O 29yr0O
Children 0 8%0 28 24%0 0.19 251 22%0 239 0 34yr0]
Child with CHD 0 0 3%0 0.83 0 3%0 NA

Abbreviations as in Table 1.
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