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Objectives

® To assess quantitatively the medical care provided at home for non-bedridden C-NAMC.
® To determine the amount of expenses for supporting these children.
This is the first basic research required to create a public support system for such children in Japan.

Results

For each category of medical care, the correlation coefficient was calculated between the level of burden and
the level of motor function, and between the time required for medical care and the level of motor function.

The result showed that only for the category of tube feeding, both care burden and time required for medical
care increased as the child’s motor function increased.

Results

1) Video analysis
This study revealed the impact of medical care on the daily rhythms of caregivers.

Background

1) Neonatal mortality is sharply declining in Japan

1) bedridden, 2) not bedridden but unable to stay in sitting position, 3) not bedridden and able to stay in sitting position
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The video recordings were analyzed separately during daytime (all 15 participants) and during
nighttime (7 participants). Time without medical care during daytime ranged from 25 min
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- Physicians and nurses have empirically known the amount of care burden for the ‘not-bedridden C-NAMC'.
- However, as the methodological framework to measure the care burden for the ‘not-bedridden C-NAMC' has not been
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ii. The physician estimates the level of risk on a 4-point scale in terms of medical equipment and medical procedures.
iii. For certain medical devices and medical cares, risks become higher depending on child’s condition, then the physician adds evaluated
risk factors.

The time-based using the video data and self-reported questionnaire solely could not prove SSCB
increased as the child’s motor function increased which physicians and nurses are empirically feeling.
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4 ) Social support systems for C-NAMC have not established

Discharge and post-discharge follow-up

In the case of medical care via tube feeding, the time for care became longer and the burden

became greater with the increase in the child’s bodily function.
In terms of the care burden by medical care, tube feeding ranked second. In terms of the time required, tube feeding ranked third after

Extinction between medical care and welfare < Evaluation criteria of the sense of care burden > < Evaluation criteria of the risk level >

I . . : . i iteri peritoneal dialysis and central venous feeding.
It is supposed that C-NAMCs are in a hospital, not in a Evaluation criteria i iteri : . : : . :
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governmen

professionals, welfare and care professionals, and needed for medical care of tube feeding increased as the child’s motor function increased.
educational professionals,
nevertheless it is the key to support C-NAMCs

Lack of social resources and human resources.
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Table#1 Tablet#?2

 Excessive burden of mothers

 Difficulties to go to school
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