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Desire for death and requests to hasten death of japanese
terminally ill cancer patients receiving specialized inpatient
palliative care

Tatsuya Morita MD, Yukihiro Sakaguchi PhD, Kei Hirai PhD, Satoru Tsuneto MD,
PhD and Yasuoc Shima MD

Abstract

A desire for death and requests to hasten death are major topics in recent
medical literature. The aim of this study was to clarify the bereaved
family-reported incidence and reasons for desiring death and requests to
hasten death during the whole course of terminally ill cancer patients
recelving specialized palliative care in Japan. A nationwide questionnaire
survey of 500 primary caregivers yielded a total of 290 responses (effective
response rate, 62%). Sixty-two (21%) families reported that the patients had
expressed a desire to die, and 29 (10%) families reported that the patients
had requested that death be hastened. The major reasons for desiring death
and requests to hasten death were: burden on others, dependency,
meaninglessness, unable to pursue pleasurable activities, general malaise,
pain, dyspnea, concerns about future distress, and wish to control the time of
death. No intolerable physical symptoms were reported in 32% and 28% of
the patients who desired death and those who requested to hasten death,
respectively. Concerns about future distress and wishes to control the time of
death were significantly more likely to be listed as major reasons for desiring
death in patients who requested that death be hastened than those who did
not. A desire for death and requests to hasten death are not uncommon in
terminally ill cancer patients receiving specialized inpatient palliative care
in Japan. More intensive strategies for general malaise, pain, and dyspnea
near the end of life, and for feelings of being a burden, meaninglessness, and
concerns about future distress would alleviate the serious suffering of
patients with a desire for death. However, some patients with a strong wish
to control the time of death might not receive benefit from conventional
palliative care.
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Family experience with palliative sedation therapy for terminally
ill cancer patients

Tatsuya Morita MD, Masayuki Ikenaga MD, Isamu Adachi MD, Itaru Narabayashi MD,
Yoshiyuki Kizawa MD, Yoshifumi Honke MD, Hiroyuki Kohara MD, PhD, Taketo
Mukaiyama MD, Tatsuo Akechi MD, PhD, Yosuke Uchitomi MD, PhD and for the
Japan Pain, Rehabilitation, Palliative Medicine, and Psycho-Oncology {(J-PRPP) Study
Group

Abstract

Symptomatic sedation is often required in terminally ill cancer patients, and
could cause significant distress to their family. The aims of this study were
to clarify the family experience during palliative sedation therapy, including
their satisfaction and distress levels, and the determinants of family
dissatisfaction and high-level distress. A multicenter questionnaire survey
assessed 280 bereaved families of cancer patients who received sedation in 7
palliative care units in Japan. A total of 185 responses were analyzed
(response rate, 73%). The families reported that 69% of the patients were
considerably or very distressed before sedation. Fifty-five percent of the
patients expressed an explicit wish for sedation, and 89% of families were
clearly informed. Overall, 78% of the families were satisfied with the
treatment, whereas 25% expressed a high level of emotional distress. The
independent determinants of low levels of family satisfaction were: poor
symptom palliation after sedation, insufficient information-giving, concerns
that sedation might shorten the patient's life, and feelings that there might
be other ways to achieve symptom relief. The independent determinants of
high levels of family distress were: poor symptom palliation after sedation,
feeling the burden of responsibility for the decision, feeling unprepared for
changes in the patient's condition, feeling that the physicians and nurses
were not sufficiently compassionate, and shorter interval to patient death.
Palliative sedation therapy was principally performed to relieve severe
suffering based on family and patient consent. Although the majority of
families were comfortable with this practice, clinicians should minimize
family distress by regular monitoring of patient distress and timely
modification of sedation protocols, providing sufficient information, sharing
the responsibility of the decision, facilitating grief, and providing emotional
support.
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Measuring the quality of structure and process in end-of-life care
from the bereaved family perspective

Tatsuya Morita MD, Kei Hirai PhD, Yukihiro Sakaguchi PhD, Etsuko Maeyama RN,
Satoru Tsuneto MDD, PhD and Yasuo Shima MD

Abstract

Measurement of the structure/process of care is the first step in improving
end-of-life care. The primary aim of this study was to psychometrically
valhidate an instrument for directly measuring the bereaved family's
perception of the necessity for improvement in structural/procedural aspects
of palliative care. Different sets of questionnaires were sent to 800 and 425
families who lost family members at one of 70 certified palliative care units
in Japan in the development and validation phases, respectively, and 281
families of the latter group in the follow-up phase. The participants were
requested to fill out a newly-developed Care Evaluation Scale (CES), along
with outcome measures (the perceived experience and satisfaction levels)
and potential covariates (the degree of expectation, the Center for
Epidemiologic Studies Depression Scale, and the Social Desirability Scale).
We obtained 485, 310, and 202 responses in the development, validation, and
follow-up phases (response rates: 64%, 75%, and 72%, respectively). The
28-item CES had an overall Cronbach's coefficient alpha of 0.98; the
intra-class correlation coefficient in the test-retest examination was 0.57. A
confirmatory factor analysis revealed 10 subscales: physical care (by
physicians, by nurses), psycho-existential care, help with decision-making
(for patients, for family), environment, family burden, cost, availability, and
coordination/consistency. The CES subscales were only moderately
correlated with the perceived-experience and satisfaction levels of
corresponding areas (r=0.36-0.52 and 0.39-0.60, respectively). The CES
score was not significantly associated with the degree of expectation, the
changes of depression, or the Social Desirability Scale. The CES is a useful
tool to measure the bereaved family's perception of the necessity for
improvement in structural/procedural aspects of palliative care. The
advantages of the CES are: 1) it specifically evaluates the structure and
process of care, 2) it directly identifies needed improvements, 3) it is not
affected by the degree of expectation, depression, or social desirability, and 4)
it has satisfactory psychometric properties.

- 286 -



