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Informal respite care:

Support for families who care for terminal-stage cancer patients at home

1. Background and Purpose

Recently, venues of cancer treatment are shifting from palliative care facilities to those of home care.
However, the current formal service does not seem to provide support for family caregivers, who are
the primary home caregivers. In view of such situations, respite care is being reviewed overseas as a

form of support for family caregivers in order to alleviate their burden.

Given the present status and future prospect of our country’s health medical welfare, it seems quite
significant to review the respite care service as a way of supporting home care for cancer patients. This
is even so because the number of such patients is on the increase and there is relatively little

accumulation of related research.

Thus the present study defines respite care as an act of providing rest, from an informal perspective,
for family caregivers who look after terminal cancer patients and at the same time offering

psychological assistance. It is designed to examine the significance of such support.

2. Method

In order to analyze the current conditions of family caregiver support for terminal cancer patients,
semi-structured interviews were conducted for medical social workers (= MSWs), visiting nurses and
volunteers. Also, in order to clarify what kind of support was sought by family caregivers,
semi-structured interviews were conducted with family caregivers who had experienced caring for
cancer patients at home. The data were analyzed by referring to the items related to assessment of

family caregivers’ care based on Caregiver Quality of Life Index Cancer Scale.

3. Results and Conclusion

The survey of family caregivers revealed that the family caregivers were seeking alleviation of
physical burden for themselves as well as psychological support. However, the survey of MSWs and
visiting nurses showed that these professionals were not providing adequate support for family
caregivers. On the other hand, the survey with the volunteers showed that they provided physical and
psychological support for the caregivers, a kind of service that is more congruent with the wish of the



family caregivers.

Then we conducted case studies on the support provided in relation to the family caregivers’ problems,
which involved 11 caregivers who had experienced home care for cancer patients. As a result, the
caregivers problems consisted mainly of physical stress and psychological burden and that 9 cases
indicated that the caregivers were using some kind of informal support service such as that of

volunteers and family members.

The cases which used only a formal type of service manifested a tremendous amount of
psycho-physical burden on the caregivers; they tended to injure their health and also not be satisfied
with their care. However, informal cases seemed to help alleviate such burdens and the caregivers
were more satisfied. Thus, informal support can be considered as being able to provide the same
service as informal respite care.

Informal respite care differs from formal care. While the latter incurs various restrictions, the former
is characterized by its high degree of freedom in terms of its service contents, time, and frequency and
thus could provide flexible support in accordance with caregivers’ wishes. It was thought that, in the
informal respite care cases, care burden was alleviated and the caregivers were satisfied with their
care because the kind of support they wished was available anytime. Thus, we suggest informal
respite care as a necessary form of support for alleviating psycho-physical burden of family caregivers

for terminal cancer patients.
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