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Fig.4 Clinical pathway for discharge to home care for pediatric patients requiring home mechanical ventilation (Staff

sheet)
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Fig. 5 Clinical pathway for discharge to home care for pediatric patients requiring home mechanical ventilation (Family

sheet)
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Table 1 Patient characteristics

Case  Sex Diagnosis [Zizét HMV  Duration of HMV  Feeding method Complication Outcome
1 M ELBWI, CLD 0 NPPV 4 months Tube feeding Weaned
2 M ELBWI, CLD 0 NPPV 7 months Tube feeding Weaned
3 M Nemaline myopathy 0 TPPV 15 years Gastrogavage Survived
4 M Cornelia de Lange syndrome 0 TPPV 10 years Gastrogavage Tracheomalasia Survived
5 F Anomalad 0 TPPV 1.7 years Gastrogavage Epilepsy Died
6 M Trisomy 18 0 TPPV 6 years Tube feeding Tetralogy of Fallot Died
7 M Thanatophoric dysplasia 0 TPPV 2 years Tube feeding Epilepsy Survived
8 M Trisomy 18 0 NPPV 2 years Tube feeding Ventricular septal defect Survived
9 F Costello syndrome 0 TPPV 2 years Tube feeding Hypertrophic cardiomyopathy Survived
10 F Gaucher’s disease 0 TPPV 14 years Gastrogavage Epilepsy Survived
11 F Congenital myopathy 0 TPPV 11 years Tube feeding (ven tri?ijg’gg?giﬁ shunt) Died
12 M RSV-associated encephalopathy 1Mo TPPV 7 years Gastrogavage Survived
13 M RSV-associated encephalopathy 10Mo TPPV 4 years Tube feeding Hydronephrosis (nephrostomy) Survived
14 F Bacterial meningitis 2 TPPV 6 years Tube feeding Survived
15 F Drowning 1 TPPV 4 months Tube feeding Died
16 M Acute epiglottitis 1 TPPV 1.9 years Tube feeding Decannulated

HMYV : home mechanical ventilation ; ELBWI : extremely low birth weight infant ; CLD : chronic lung disease ; NPPV : noninvasive positive pressure

ventilation ; TPPV : tracheostomy positive pressure ventilation.
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Abstract

For children who require prolonged mechanical ventilation, there is meaning in spending time with family. We
herein report 16 patients (3 of NPPV and 13 of TPPV) of home mechanical ventilation. In our hospital, an inter-
professional collaborative team supports the family using an adjustment sheet and clinical pathway for discharge
to home care. After discharge, the team supports the family through visiting care, relief care, and urgent hospi-
talization. Weaning from NPPV was successful in 2 patients. Decannulation was attempted in 2 patients and suc-
cessful in 1 of the 13. Of the 16 patients, 14 (88%), a cumulative total of 91 have been re-admitted in a deterio-
rating condition and 7 (44%), a cumulative total of 19 have undergone problems with their medical equipment.
The transition to home care can produce substantial stress for the family of the respiratory-technology-dependent
child. Therefore, adequate planning for the support of home care is important. The children require continuous
medical care in the acute phase to home. We provide continued and comprehensive interprofessional support and
community cooperation. In the future, it is desirable that we strongly increase the number of pediatric visiting
physicians, home nursing stations and welfare facility for relief care and organize home-care teams.
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