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Status and Issues of Pediatric Palliative Care for Patients
with Chronic Heart Failure in Our Hospital
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Background: With the improved outcomes of congenital heart diseases, the number of patients dying from
heart failure in adulthood is increasing. Palliative care for chronic heart failure is becoming increasingly import-
ant, but only few studies have reported on pediatric palliative care for patients with heart failure.

Methods: Pediatric cardiac patients aged >10 years who died between 2000 and 2020 were included. The
characteristics of the patients who died from heart failure, including their clinical symptoms, medications, ven-
tilators, multi-professional conferences, informed consent, psychologist intervention, and chest compressions,
were studied retrospectively.

Results: Seven patients died from heart failure, which was the most common cause of death. The median age at
the time of death from heart failure was 15 years (range, 10-24 years). Multi-professional palliative conferences
were held for two cases (29%), and informed consent was provided for one case. Sedation drugs were used in
five patients (71 %), but opioids were not used in any of the cases except for the orally intubated patients. Dys-
pnea was present in almost all the patients.

Conclusion: Palliative care for patients with pediatric heart failure is still developing, and a multi-professional
palliative care team and system must be established.
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Fig. 1 Causes of death
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Fig. 2 Symptoms of chronic heart failure patients at end-stage

Table 1 Characteristics of chronic heart failure patients

. Number of Length of last
Year of Age . . L . Location of N T
Diagnosis Genetic disorder  Operation NYHA hospitalization hospitalization
death  (year) death
(/year) (days)
1 2001 21 ToF/MAPCA — — \Y, C-ward 1 47
2 2004 16 DCM — — \% C-ward 3 36
3 2007 12 DORV 22q11.2 deletion PAB, BDG 1] PICU 2 114
4 2007 10 DCM Becker dystrophy — \ C-ward 2 40
5 2016 24 DORV, MS, PA — BDG \Y, C-ward 7 36
6 2018 10 VAS Myhre syndrome — ] C-ward 1 11
7 2019 15 Left iso, SRV — BDG \Y, C-ward 2 35
EC-TCPC

BDG, bidirectional Glenn; C-ward, cardiac-ward; DCM, dilated cardiomyopathy; DORYV, double outlet right ventricle; EC-TCPC,
extracardiac total cavopulmonary connection; Left iso, left isomerism; MAPCA, major aortopulmonary collateral arteries; MS,
mitral valve stenosis; PA, pulmonary atresia; PAB, pulmonary artery banding; PICU, pediatric intensive care unit; SRV, single
right ventricle; ToF, tetralogy of Fallot; VAS, aortic valve stenosis.

Table 2 Palliative care and medical therapy of chronic heart failure patients

Multi Drug
No occupational IC Clin Psychol CPR Respirator
discussion Sedation Opioid CA Diuretics

1 - - - - - + - + +
2 - - - - - - - + +
3 - - - + + + + + +
4 - - - - + + + + +
5 + + + - - + - + +
6 - - - + - - - - +
7 + - + - + + - + +

2/7 (29%) 17 (14%)  2/7 (29%)  2/7 (29%)  3/7 (43%)  5/7(71%)  2/7(29%)  6/7 (86%)  7/7 (100%)

CA, catecholamine; Clin Psychol, clinical psychologist; CPR, cardio pulmonary resuscitation; IC, informed consent.
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