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Objectives:

The education program for neonatal end of life care in Japan focuses mainly on bereavement care and
does not include assistance with decision-making, pain and comfort management. We therefore conducted
a questionnaire survey to collect basic data to develop a comprehensive education program for neonatal end

of life care.

Methods:

An anonymous semi-structured questionnaire by mail was distributed to 674 members of the Japan
Academy of Neonatal Nursing in April, 2011 and May, 2012. The content of the questionnaire covered the
background of the respondent, perception of human death and neonatal end of life care practice, and what
the respondent wished to learn about neonatal end of life care. Data were descriptively analyzed and then
a one-way ANOVA was carried out.

Results:

340 valid responses were received(51.4%).

1) To the question “The death of neonates is difficult to accept”, 76.5% of the respondents said “Yes” or
“Somewhat so”, with the latter totaling 40.6%.

9) The answers “There is value for parents participating in review/neonatal care” and “It is rewarding
to listen to parents’ feelings” showed a significant difference among three phases: pre-death (decision-
making time), time of death, and after-death. The lowest score was at the time of decision-making.

3) Among the things the respondents wished to learn the most, “End of life family psychological care”
came in first, followed by “Psychological care of health-care professionals”. The ones that scored the
least were “Ethical decision concerning treatment withdrawal” and “Communication with family”.

Conclusion:
The need to develop an interdisciplinary education program in order to deepen the understanding of the
importance and values of neonatal palliative end of life care including psychological care of healthcare

professionals was indicated.
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