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Background: For the transition to adult health care, it is important that children with congenital heart disease
(CHD) understand their disease. However, disease understanding in children has not been well documented.
This study evaluated the ability of children with CHD to understand their disease according to patient age and
disease severity.

Methods: A total of 28 children in grades 1-9 who received treatment at a pediatric cardiology department
participated in semi-structured interviews.

Results: No differences according to age or severity were observed in children’s knowledge of “limitation of
exercise,” “medication frequency,” “medication effect,” and “prevention of infective endocarditis.” However,
understanding of “disease name,” “medication name,” “reason for consultation,” “next consultation date,” and
“self-management of medication” increased with age. “Cardiac defect” was specifically understood best by pa-
tients with mild symptoms.

Conclusion: The results suggest that care providers should explain the disease to children with CHD while con-
sidering cognitive development and disease complexity.
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Table 1 Diagnosis (n=28)

Severity Diagnosis

>

Ventricular septal defect
Atrial septal defect
Simple Mitral regurgitation
Patent ductus arteriosus
Coronary artery fistula

Tetralogy of Fallot

Total anomalous pulmonary venous drainage
Aortic insufficiency

Congenital pulmonary arteriovenous fistula
Aortic stenosis

Pulmonary atresia

Single ventricle

Complete atrioventricular block

Moderate
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Table 2 Cardiac defect
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Severity Grade

Answer

There was a hole in my heart.*

1-3
| have heart disease.

Before surgery, there was a hole in my heart.*

4-6 There was a congenital defect in the form of a hole in my heart, and | underwent surgery at the age of 4-5 years.*

There was a transposition of the blood vessels.

There was a hole in my heart. When | exercise vigorously, my heart beats faster.*

Simple | have heart disease.
There is a hole in the left ventricle.*
The hole is relatively small.*
7-9 There was a hole in my heart.*
There was a hole in my heart.*
| have heart disease.
The blood flows backwards.*
The tricuspid valve had only two leaflets.*

(Point to the heart) Instead of two, there is only half one.

1-3 My heart doesn’t move very much.

Because my heart is bad, a pacemaker was implanted.

Moderate  4-6 | have heart disease.

| underwent surgery to open a constricted blood vessel.*

| have heart disease, but | don’t know the details.
7-9 | have heart disease, but | don’t know the details.

Single ventricle.*

*Answer was clear and correct.

Table 3 Limitation of exercise

Severity Grade

Answer

4-6 | take a break only if | experience heart pain.

Simple 9 | take a break if | experience heart pain.

| take a break frequently when it is time to participate in soccer.

1-3 .
| don't exercise often.

| don’t use the horizontal bar. | only watch other kids use it.

Moderate 4-6 Instead of running, | walk.

| exercise but | don’t run.

7-9 | observe other kids instead of to participating in horizontal bar exercises.

| don’t overexert.
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Table 4 Medication

Answer
Grade
Management Frequency Effect Medication name
Patient and parent. Once per day. Prevention of blood coagulation. | don’t know.
1-3 Parent. Once in the morning. | don’t know. | dont know.
Parent. Morning, noon, and night. Medication for heart disease. Aldactone and warfarin.
4-6 Patient and parent. Morning and night. Medication for heart disease. | don’t know.
Patient. Three times a day. Blood. Warfarin.
Morning. It prevents blood coagulation. Warfarin
7-9 . . . :
Patient. Morning and night. | don't know. Renivace.
Morning and night. It passes in the urine well. Aldactone.
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Table 5 Reason for consultation

Severity Grade

Answer

1-3 For an examination.

For a medical examination.
4-6 Cardiac examination.
To identify abnormalities.

To confirm how long a hole of the heart is occupied and determine whether there are any abnormalities.

Simple

Cardiac examination.

7.9 Periodic postoperative follow-up exam.
Cardiac examination.

Examination.

Examination of heart sounds and murmurs.

Annual medical examination.

To determine whether the disease worsened or improved.

Cardiac examination.

1-3 . L
Cardiac examination.

Cardiac treatment.

4-6 L
Examination.

Moderate Cardiac examination.

Cardiac examination.

7-9 Periodic medical examination.
Medical examination.
Assessment of current condition.
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