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Counseling for Families of Children Diagnosed
with Congenital Heart Disease Prenatally or Immediately after Birth

Yukiko Kawazu

Department of Pediatrics, Fukuyama City Hospital, Hiroshima, Japan

Many congenital heart diseases are now diagnosed prenatally in Japan, thanks to advances in fetal echocardiog-
raphy. However, there are still many cases where the diagnosis is made shortly after birth. This report describes
counseling for parents whose children have been diagnosed with congenital heart disease. First, the purpose,
practice, content, and family support of counseling for prenatal diagnosis are described. The anxiety of the
expecting parents and uncertainty of the diagnosis should be carefully considered during counseling. Second,
counseling for a diagnosis that is described immediately after birth can come as a surprise to the new parents,
but it is possible to make a definitive diagnosis. The two scenarios are discussed. Pediatric cardiologists must
have not only the clinical skills necessary to accurately diagnose heart disease but also the counseling skills nec-
essary to provide support to the child’s parents for both prenatal and postnatal diagnoses. It is also important for
pediatric cardiologists to understand their roles as counselors and team leaders.
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Fig. T Number of Level-2 fetal echocardiography registrations with the Japanese Society of Fetal Cardiol-

ogy (2004-2021) (from registration system of the Japanese Society of Fetal Cardiology)
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Fig. 2 Echocardiography images of a healthy heart (Upper) and of a heart with hypoplastic left heart syn-
drome after birth and after the Fontan procedure (Lower)
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Table 1 Suggested scale of congenital heart dis-
ease arranged from 1 to 10, with 1 as the
best prognosis and 10 as the worst.

1. Small VSDs,
Mild PS,
2. ASD, PDA (neither are detectable prenatally),
VSD moderate
Mild AS
3. Severe PS
Large VSD
Moderate AS
TOF
Simple TGA
Simple corrected TGA
4. AVSD
Coarctation
Double outlet RV (some forms)
TAPVR
Ebstein’s anomaly
5. Common arterial trunk
TOF with pulmonary atresia
Pulmonary atresia with IVS (some forms)
6. Common arterial trunk
TOF with pulmonary atresia
Severe aortic stenosis
Double outlet RV
Complex TGA
Corrected TGA
7. Tricuspid atresia
Double inlet ventricle
8. Pulmonary atresia with IVS (some forms)
Mitral atresia,
Severe Ebstein’s with cardiomegaly
Critical aortic stenosis
9. HLHS
Right isomerism
10. AVSD with CHB and left isomerism
Any CHD with congestive heart failure
Mpyocardial dysfunction with congestive heart failure
in utero

Reprinted from reference 1) with permission
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