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The Life of Adolescent Patients with Complex Congenital Heart Disease
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Purpose: In the present study, an analysis of the life of adolescents with complex congenital heart disease (CHD) was
done using grounded theory. Consideration was given to the socio-cultural context of Korea. Methods: After approval
from the institutional review board of Y hospital, 12 patients ranging in age from 14 to 35 were recruited. Data were gath-
ered using in-depth interviews. Theoretical sampling was performed until the concepts were saturated. Results: The results
confirmed the life of adolescents with complex CHD as a ‘journey to finding uniqueness of oneself as a person with CHD’.
The life consisted of 3 stages. In the crisis stage, participants had a feeling of threat to self-existence, and made an effort
to be the same as others. In the self-recognition stage, participants who had sufficient role-performance built self-esteem
while those who did not fell into self-accusation. In the self-establishment stage, participants who reached sufficiency in
independence and knowledge planned the future, whereas those who did not conformed to the realities of life. Conclu-
sion: The results of present study provide help in understanding the experiences of adolescents with CHD and provide a
basis for developing nursing intervention strategies for these patients.
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Table 1. Demographic Characteristics of the Participants
Case Gender Age in years Diagnosis Age at start of treatment  No. of operations Complication
A M 22 TOF, PA Newborn 3 CHF
Arrythmia
B M 27 DORYV, VSD, PS, MAPCAs 7 yr-old 5 Arrythmia
C M 22 TGA, PDA, VSD, Pul. HTN 21 yr-old 1
D F 18 PA, VSD, MAPCAs Newborn 6
E M 18 PA, ASD, VSD, PDA, TR Newborn 2 Arrythmia
F F 19 SV, Lt Isomerism 10 yr-old 1
G F 14 TOF, LPAJS Newborn 6
H M 15 PS, ASD, PDA Newborn 2
I F 14 TOF, PA Newborn 5
J F 20 ECD 5 yr-old 2
K F 14 TOF, TR Newborn 6
L = &b SV, Dextrocardia, MAPCAs 8 yr-old 1 Arrythmia.
Rt. Isomerism, PA Endocarditis

TOF=Tetralogy of Fallot; PA=Pulmonary atresia; CHF=Congestive heart failure; DORV=Double outlet right ventricle; VSD=Ventriclular septal defect; PS=
Pulmonary stenosis; TGA=Transposition of the great arteries; PDA=Patent ductus arteiosus; Pul. HTN=Pulmonary hypertension; MAPCAs=Major aorto
pulmonary collateral arteries; ASD=Atrial septal defect; TR=Tricuspid regurgitation; SV=Single ventricle; LPAJS=Left pulmonary artery junctional steno-

sis; ECD=Endocardial cushion defect.

Table 2. Categories and Concepts

Categories

Concepts

Perceiving oneself as being different from others

Feeling of isolation

Becoming a pitiful person
Being exhausted with school life
Suffering between life and death

Feeling a threat to self-existence

Uncertainty

Feeling of oppression from over-protectiveness
Feeling of guilty

Making an effort to be the same as others

Being afraid of opening the disease

Wishing to be the same as others

Feelings of a sense of belonging

Accepting themselves from sharing family members’ feelings

Feeling a sense of belonging from the friends’ consideration
Feeling a sense of belonging from the emotional support of health providers

Building self-esteem

Feeling a sense of belonging

Becoming a valuable person
Having self-confidence

Falling into self-accusation
Managing independently

Absence of trust in oneself
Learning ways to solve problems

Self-administering heart disease treatment

Managing dependently

Depending on others in self-administering treatment

Avoiding the management of heart disease

Planning for the future
Conforming to the realities of life

Life for the people with congenital heart disease
Settling for the present

Living in seclusion
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- Role performance

Intervening condition

- Recognition of physical limitation
- Parent’s acquirement of knowledge
- Acquirement of knowledge

- Achievement of independence

Causal condition Phenomenon  J

Perceiving oneself
as being different
from others

Feeling of threat
to self-existence A

Action/interaction Consequences

- Making an effort to be the same
as others

- Feeling of sense of belonging

- Building self-esteem

- Falling into self-accusation

- Managing independently

- Managing dependently

- Planning for the future
- Conforming to the
realities of life

Contextual conditions

- Perceiving social prejudice
- Unachievable social expectation
- Parents’ over protectiveness

Figure 1. Paradigm of life of adolescent with complex congenital heart disease.
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Figure 2. Journey to finding uniqueness of oneself as a person with CHD.
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00,0000 00 000 000 000 0000 000,
00000 0000 00 000 0000 000 000.0
0 Spijkerboer 0(2006)0 0000 00 0000 00 OO
00 0000 0000 00 0000 0000000 00
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Berdat, Saner(] Carrel (2004)] 140 000 000 000
0000000 000000000000000000
000 Kamphuis 0(2002)0 18000 3200 000 00
00 00 0000 00 00 0000 0000 00000
00 0000 0000 0000,0000,00 0000
0000 000 0000 00 0 00000 00000 O
0 0o0.

00 00 00 0000 00 0000 00000 000
00 000 0 00000 00 00 00 0000 0000
000 00000 000 000 000 00 000 000
000 0000 000 0000 0000 000 0000
0000 000 00.000 000 00 000 00000
000 00,00000 00,00 000 000 00 00
000000000 0030000000000000
0 oo.
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gooooo oo oooo oo ooooo oooooo
0 0000 o000 000 oo ooooo oo oo o
00 0oo0obD o000 0ob ogoo.oobo 0oooo oo
00,000000000000000COO0O0O0CGCOO
00000000000 o00000CO0O00O000o0ooO
0000 00000 00 000. Viner (19990 O0O0OO
00 o000 000 000 00 0o0obo oo ooo ooo
0 0ooooo oooo,00000 0oo ooo ooo
uod ooooo oo oooo 0o ooudo oooo
ot ooobo oug oooo gooooo ooooo.o
oodd ooo ooo ooo oooooo oo ooo
0od ooodo oboou oo 0o Ooooob boooo o
ooodg oboooo 000 oooo ooo 0ooo ooo
00 000 oo ooob oo oo obobobb oo oo
00 0obO ooo.obobo oo obooo oo oooooo
oog oob oo ooooo bogo ob 0 00 oo
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0 dobdb ooo ooob 0o obd obo obo og
00 000 oob obob ob.ob0ooobo ooo oo
00 000 0DO0bOOobO oobog gogo oo oooog
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000 000 0000 0000019%00 0000000
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aod odod.
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00000 00000 00 000 0000.0 000 O
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0 000 0000 000 0000 000 0000 000.
000 00000 0000 0000 0000000 00
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0. Deanfield 0(2003)0 000 0000 OO0 0DO0OOO
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0 00 000 00000 000 000 000000 00
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000000 000 000 00(Han & Kim, 2006; Lee,
2007). 00 Masid Brovedani (1999)] 000 0000 O
0 00000 0000 000000 000 00 000 O
0000 00 0000 0000 000 000 0000 O
00 0000 000 000 0000 00000 000 0
0000 00000.

00 000 00000 0000 0000 00 000 O
0 000 000 00 00000 00 00000 0000
00 0000 00 0000 00000 000 000 00
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0000 0O0. Foster 0(00)0 0000 OO 0000
000000000000 0000000000000
000 000 0000 00 00000 000 0000 O
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0 0000 000 00 00 000 0000 oooo, o
000 0000000000 00 000000 ooooo
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00 00 000 00 00 000000 0oo oooo o
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