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Caregivers' feelings until end-of-life care and

support they require for care at home

Objective To conduct interviews with caregivers

who attended a family member's death at home
and clarify their feelings and the support they
required in the process of providing care until
end-of-life care

Method Subjects: Ten home caregivers who pro-

vided care until end-of-life care

Survey period: September 2014-February 2015
Survey method: Semi-structured interviews fol-
lowing an interview guide

Analysis method: We raised the level of ab-
straction after reading verbatim records
thoroughly. Repeated discussions were per-
formed on appropriate categorization and titli
ng.

Ethical considerations Approval was obtained

from the Otsu Municipal Hospital Medical Eth-
ics Committee (Receipt No. 198).

Results Of 124 codes describing caregivers'

thoughts and feelings, we extracted 18
subcategories and five additional categories:
"determination to provide care at home until

non

end-of-life care," "emotional ties with care rece
ivers, " "sense of security that they are not iso-
lated, " "correct understanding of medical condi-
tions and control of symptoms," and "experi-

'

ence in end-of-life care.'

Discussion '"Determination to provide care at

home until end-of-life care" and "emotional ties
with care receivers" are related to family his-
tory as well as sentiments and emotions shared
between care receivers and caregivers cultivated
in the process of providing care. Support re-
quired by caregivers 1s expressed in the

categories "sense of security that they are not
isolated" and "correct understanding of medical

non

conditions and control of symptoms." "Experi-
ence in end-of-life care" is a factor that can in-
fluence caregivers' decisions about the selection
of their own place of death based on emotions
related to a past experience in deathwatch and
support they actually received from support
systems during at-home care. Therefore, sup-
porters of further expansion of support desired
by home caregivers include not only formal but
also informal care, assistance to allow them
time for outings and to rest at night, and en-
hanced support focused on quality of death
(QOD) so that care receivers can receive gently
care for a peaceful death. It is also important
to secure time to ask about the true feelings of
caregivers and family members to promote end-
of-life care at home.

Conclusions From the thoughts of caregivers up

to end-of-life care, the determination to provide
home care and end-of-life care and the bonds
that are formed are related, and the experience
of end-of-life care leads to preparedness for the
next end-of-life care and for one's own last
moments. In addition, as support which is de-
sired in home support, ample home support
from both formal and informal supporters, so
that care is given in peace of mind without the
feeling of being alone, influences the experience
of end-of-life care.

Key Words care at home, end-of-life care, care-

givers, support at home





