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Impact of fetal diagnosis of congenital heart disease on parents
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Purpose : This study was performed to assess how a fetal diagnosis of congenital heart disease
affects parents, as regards pregnancy management and care of infants after birth.

Methods : Database search to find out abnormal fetal echocardiography performed at Seoul National
University Children’s Hospital from July 1988 to June 2003 revealed 370 examinations. After exclud-
ing both arrhythmias without structural cardiac disease and multiple pregnancies, 299 pregnancies
remained and this data formed the basis of this analysis. We retrospectively reviewed the medical
records with special attention to pregnancy outcomes and also tried to find out factors influencing
parental decisions on whether to continue or terminate pregnancy.

Results : In this study, the mean gestation age at diagnosis was 28+6.0 weeks. The mean age of
mothers was 30£3.9 years old. Younger gestational ages at diagnosis(P=0.000), more severe grades
of fetal heart disease(P=0.002) and younger mothers(P=0.014) correlated with terminations of preg-
nanies. But the grades of fetal status, the grades of associated anomaly, whether in-vitro—fertilization
was carried out or not and numbers of previous children were not significant.

Conclusion : This study found that the earlier gestational ages at diagnosis, younger maternal age
and higher grades of fetal heart disease tended to lead parent to select abortions. Fetal echocardiogra-
phies were performed too late. Moreover Koreans have a biased view that malformation is a some-
thing incurable and a tragedy not only to oneself, but also to a family. So parents select terminations
of pregnancy, even in curable cases. This is very unethical. (Korean J Pediatr 2006;49:1073-1078)
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Table 1. The Grade of Fetal Heart Diseases
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2. The Grade of Associated Other Organ Anomaly

Grade

Associated Other Organ Anomaly

0
1
2

No associated other organ anomaly

Ventriculomegaly, microtia, one umbilical artery, hydrocele

Two minor anomalies, esophageal atresia, jejunal atresia,
exomphalos, hydrocephalus, significant unilateral renal
anomaly

Two major anomalies, tuberous sclerosis, bilateral signi-
ficant renal anomalies

Chromosomal anomalies

Grade Fetal Heart Disease

0 Abnormal looking aortic arch, simple right aortic arch, tortuous ductus without obstruction, mild right ventricular dilatation
with or without tricuspid regurgitation(at most mild regurgitation)

1 VSD, ductal constriction, pericardial effusion without tamponade, possible CoA based on dilated right side heart and small

aortic isthmus, mild PS without right ventricle dilatation or hypertrophy, mild hypoplastic left heart complex(simple
smallness of left side chambers without mitral stenosis or aortic stenosis)

2 TOF, AVSD, VSD with CoA, complete TGA, corrected TGA without intracardiac defects

3 Corrected TGA with intracardiac defects, critical PS, AVSD with either PA, subaortic stenosis, or CoA, CoA with both VSD
and subaortic stenosis, truncus arteriosus, critical AS, TOF with PA, complete TGA with PS

4 HLHS, TA, PA with IVS, other Fontan candidate

Abbreviations : VSD, ventricular septal defect; CoA, coarctation of the aorta; PS, pulmonary stenosis; TOF, tetralogy of Fallot;
AVSD, atrioventricular septal defect; TGA, transposition of the grate arteries; AS, aortic stenosis; PA, pulmonary atresia; HLHS,
hypoplastic left heart syndrome; TA; tricuspid atresia; IVS, intact ventricular septum
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Table 3. Distribution of Heart Diseases(295 cases) Term Delivery H P3D ” TOP H FOIU ‘ Slill birth ‘ ‘ Described by parenls
. 124 6 112 10 1 7

Congenital Heart Disease Number(%)
Ventricular septal defect 55(18.6) - - -
Tetralogy of Fallot 32(10.8) W:tlm;}u on Wm} on
l\f[alpOSIt}on 28( 9.5) Term Delivery PSD TOP || Still birth
Coarctation of the aorta 24( 8.1) 1 2 2
Hypoplastic left heart syndrome 21( 7.1)
PA with IVS 17( 5.8) Fig. 1. Distribution of study cases. Abbreviations : PSD, pre-
Truncus arteriosus 13( 4.4) term spontaneous delivery; TOP, termination of pregnancy;
TGA 13( 4.4) FDIU, fetal death in utero; OR, obstetric reason.
Rhabdomyoma 13( 4.4)
Single ventricle 1 3.7) Table 4. Differences based on Delivery Information
Double outlet right ventricle 10( 3.4)
Atrioventricular septal defect 9( 3.1 _Delivery Delivery
Corrected TGA 3( 2.7) linformation Information P-

. . . ’ Positive Group Negative Group value
Tricuspid atresia 7( 2.4) (n=260) (n=39)
TOF with PA 6( 2.0)
Ebstein anomaly 5( 1.7) GA at diagnosis (wks) 28.65+595 26.49+591 0.038
Hypoplastic right heart syndrome 4( 1.4) Grade of fetal status 0.43+0.97 0.13£0.57 0.008
Ductal narrowing 4( 1.4) Grade of AA 0.87+1.38 0.44+1.02 0.023
Aortic stenosis 20 0.7) Grade of FHD 2.40+1.20 1.97*+1.46 0.087
Pulmonary stenosis 20 0.7) Age of mother (yrs) 29.91+3.90 31.12+3.99 0.103
Others 11( 3.7) Number of children 0.49+0.63 0.58+0.58 0.471

— - - - IVF 0.03£0.16 0.03£0.16 0.963

Abbreviations : PA, pulmonary atresia; IVS, intact ventricular

septum; TGA,
tetralogy of Fallot

transposition of the great arteries;

TOF,

Abbreviations : GA, gestational age; AA, associated anomaly;
FHD, fetal heart disease; IVF, in vitro fertilization
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Table 5. Differences between Delivery Group and Abortion
Group

Delivery Abortion

Group Group b-

(n=146) (n=114) value
GA at diagnosis (wks) 31.53%£539  24.96+4.40 0.000
Age of mother (yrs) 3044390  29.24+3.82 0.014
Grade of FHD 2.2111.20 2.661+1.16 0.002
Grade of fetal status 0.37£0.91 0.50%1.03 0.289
Grade of AA 0.94+1.37 0.77%+1.40 0.336
IVF 0.03%£0.18 0.02%+0.13 0.393
Number of children 0.52+0.68 0.45+0.56 0.460
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Table 6. Distributions of Gestational Age at Diagnosis

Gestational age

=20 21-25 26-30 31-35 =36
(wks)
Delivery Group 4(15) 18( 6.9) 35(13.5) 50(19.2) 39(15.0)
(%)(n=146)
Abortion Group 17(6.5) 49(18.8) 34(13.1) 13( 5.00 1( 0.4)
(%)(n=114)
Total(%) 21(8.1) 67(25.8) 69(26.5) 63(24.2) 40(15.4)

Table 7. Distribution of the Grade of Fetal Heart Disease

Grade of FHD 0 1 2 3 4

Delivery group  8(3.1) 39(15.0) 44(16.9) 25( 9.6) 30(11.5)
(%)(n=146)

Aborted group 4(15) 16( 6.2) 30(16.2) 29(11.2) 35(13.5)
(%)(n=114)

Total 12(4.6) 55(21.2) 74(285) 54(20.8) 65(25.0)

Abbreviations : GA, gestational age; FHD, fetal heart disease;
AA, associated anomaly; IVFin vitro fertilization

Independent sample T test: P-value=0.002
Abbreviation : FHD, fetal heart disease
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