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AppENDIX. DEFMNITIONS OF EACH MEASUREMENT

Efficacy
Poor

Fair

Good

Unknown
Hangover
Presence

Absence

Unknown
Respiratory depression
Presence

Absence

Chart descriptions of 1) patient expressions such as “I didn’t sleep.”, “I didn’t sleep at all.”,
“I didn’t sleep and was distressed.”, “T didn’t sleep soundly.”, “I didn’t get to sleep easily.”,
“l had a bad dream.”

Or, 2) physician or nurses’ records such as “The patient tossed and turned all night.”, “The
patient woke up off and on.”, “The patient moved during the night.”, “Reconsideration of
hypnotics is necessary.”, “no sleep”, “not very much sleep”. “slept lightly”, “The patient was
delirious.”

Chart descriptions of 1) patient expressions such as “I slept so-s0.”, “I slept a little.”, “I
generally slept.”, “I slept slightly better than yesterday.”

Or. 2) physician or nurses’ records such as “The patient mostly slept although he woke up or
moved during the night.”

Chart descriptions of 1) patient expressions such as “I slept.”. “I had a good sleep.”, “I slept
very well.”, “T slept soundly.”

Or, 2) physician or nurses’ records such as “The patient didn’t wake up and didn’t move during
the night.”

There was no description about sleep.

Chart descriptions of 1) patient expressions such as “I am drowsy.”, “1 am sleepy.”, “My mind
is not clear.”, I have a hangover.”

Or. 2) physician or nurses’ records such as “drowsy”, “somnolent”, “The patient sleeps until
past 9 am.”, “The patient dozes off.”, “The patient cannot eat breakfast because of
sleepiness.”, “The patient looks sleepy.”, “There is a sign of hangover.”. “The patient doesn’t
wake up.”, “The patient dozes off while talking.”, “The patient cannot urinate because of
sleepiness.”

Chart descriptions of 1) patient expressions such as “My mind is very clear.”, “I awoke
refreshed.”.

Or, 2) physician or nurses’ records such as “The patient awoke refreshed”. “The patient is very
alert.”

There was no description about sleepiness next morning.

Physician or nurses’ records such as “apnea”, “respiratory arrest”. “decreased respiratory rate”,
“respiratory depression”.

There was not above description.
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Abstract

Although delirium is a common complication in terminally ill cancer patients and can cause
considerable distress for family members, little is known about effective care strategies for
terminal delirium. The primary aims of this study were 1) to clarify the distress levels of
bereaved families and their perceived necessity of care; and 2) to explore the association
between these levels and family-reported professional care practice, family-reported patient
behavior, and their interpretation of the causes of delirium. A multicenter questionnaire
survey was conducted on 560 bereaved family members of cancer. patients who developed
delivium during their final two weeks in eight certified palliative care units across Japan. We
obtained 402 effective responses (response rate, 72%) and, as 160 families denied delirium
episodes, 242 responses were analyzed. The bereaved family members reported that they were
very distressed (32%) and distressed (22% ) about the experience of terminal delirium. On
the other hand, 5.8% reported that considerable or much improvement was necessary, and
31% reported some improvement was necessary in the professional care they had received.
More than half of the respondents had ambivalent wishes, guilt and self-blame, and worries
about staying with the patient. One-fourth to one-third reported that they felt a burden
concerning proxy judgments, burden to others, acceptance, and helplessness. High-level
emotional distress and family-perceived necessity of improvement were associated with

a younger family age; male gender; their experience of agitation and incoherent speech; their
interpretation of the causes of delirium as pain/physical discomfort, medication effects, or
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mental weakness/death anxiety; and their perception that medical staff were not present with
the family, not respecting the patient’s subjective world, not explaining the expected course
with daily changes, and not relieving family care burden. In terminal delirium,

a considerable number of families experienced high levels of emotional distress and felt some
need for improvement of the specialized palliative care service. Control of agitation symptoms
with careful consideration of ambivalent family wishes, providing information about the
pathology of delirium, being present with the family, respecting the patient’s subjective world,
explaining the expected course with daily changes, and relieving family care burden can be

useful care strategies. ] Pain Symptom Manage 2007;34:579—589. © 2007 U.S.
Cancer Pain Relief Committee. Published by Elsevier Inc. All rights reserved.
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Introduction
Delirium or cognitive disorder occurs in
68%—90% of terminally ill cancer patients just
before death.'™ Although cognitive impair-
ment can sometimes be labeled as part of the
“natural” dying process, delirium-related symp-
toms can cause great distress to both patients
and family members.5” According to one pro-
spective observation study of 75 family members
of delirious cancer patients, 76% of family
members showed high levels of psychological
distress as a result of the delirium symptorms.
A questionnaire survey involving 300 bereaved
Japanese families revealed that more than two-
thirds perceived all delirium-related symptoms
other than somnolence as distressing or very
distressing.7 These results indicate that, given
that one of the primary goals of integrated pal-
liative care is to alleviate family suffering, active
support for the family members of delirious
terminal patients is of great importance.
Understanding the experience of families of
delirious terminallyill patientsisvital to explore
effective care strategies. To our knowledge, how-
ever, despite many experience-based recom-
mendations by palliative care specialists,g"11
only a few studies have explored the actual expe-
riences of families in the terminal stage.'?™'*
Our previous qualitative study revealed that
the families experienced various phenomena
other than psychiatric symptoms, had a range
of emotions, interpreted the delirium variously,
and listed some specific useful support strate-
" gies in caring terminal delirium.’* Although
this study provides a potentially useful insight,
generalizability is limited due to alack of quan-
titative data.

The primary aim of the current study was
thus to: 1) clarify the distress levels of bereaved
families and their perceived necessity of care
related to terminal delirium; and 2) explore
the association between these levels and fam-
ily-reported professional care practice, family-
reported patient behavior, and their interpre-
tation of the causes of delirium.

Methods

This was a crosssectional, anonymous, mul-
ticenter survey of the bereaved families of can-
cer patients who had been admitted to eight
palliative care units in Japan. We mailed ques-
tionnaires to bereaved families in February
2006, and again in March 2006 to nonrespond-
ing families. If the families did not want to par-
ticipate in the survey, they were requested to
return the questionnaire with “no participa-
tion” indicated, and the second questionnaire
was not mailed. The participating institutions
were conveniently selected from 150 certified
palliative care units. We acknowledged the po-
tential sampling bias, but decided to use con-
venient institations due to the practical
difficulties of obtaining participants from all
palliative care units, and because a relatively
large number of patients can minimize the
risk of sampling bias.

Subjects

Primary palliative care responsible physi-
cians identified potential participants follow-
ing these inclusion criteria: 1) bereaved adult
family members of an adult cancer patient
(one family member was selected for each
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patient), with delirium during the final two
weeks of life (based on a retrospective chart
review and using Diagnostic and Statistical
Maqual of Mental Disorders, 4 (DSM-IV) crite-
ria'®), 2) capable of replying to a self-reported
questionnaire, 3) aware of the diagnosis of ma-
lignancy, and 4) no serious psychological dis-
tress recognized by the primary palliative care
physicians. The last criterion was adopted in
the same way as in our previous surveys,’s’]7
on the assumption that primary palliative care
physicians could identify families who would
suffer serious psychological distress from this
survey, because they were closely involved in
caring for their relative in an inpatient care set-
ting with a2 mean admission period of 43 days.
We excluded patients with preexisting symp-
tomatic organic brain pathology (i.e., brain me-
tastasis, infarction) or psychiatric disorders
other than delirium (i.e., psychosis, dementia),
because the psychiatric symptoms might influ-
ence the results. To minimize the possibility
of sampling bias among institutions, we com-
pared the percentages of patients diagnosed
with delirium per all dead patients and the per-
centages of patients excluded from this study
due to the last criterion among the institutions.

Each hospital was requested to consecutively
enroll the families of 90 patients who devel-
oped delirium and died in 2005 (one institu-
tion with clinical activity of less than one year
enrolled all patients treated there).

The completion and return of the question-
naire was regarded as consent to participate in
this study. Ethical and scientific validity was
confirmed by the institutional review board
of each hospital.

Measurement Tools

Questionnaire. A questionnaire (available from
the authors upon request) was developed for this
study based on a systematic literature review,
6=1418=23 qur previous qualitative study based
on in-depth interviews with 20 bereaved family
members,'*and discussions among the authors.
Content validity was assessed by full agreement
of the authors, and the face validity of the ques-
tionnaire was confirmed by a pilot test.

As background data, the families reported
their ages, genders, relationships to the pa-
tient, and intervals from patient death to the
study. In the first part of the questionnaire,

we asked the respondents whether they
thought the patient was delirious or not, be-
cause in our previous interview study, 17 of
37 families denied delirium despite diagnostic
confirmation based on chart review.'* Delir-
ium was paraphrased in the questionnaire as
“the rapid development of difficulty in con-
centration, forgetfulness, disorientation about
time and place, hallucinations and delusions,
incoherent speech, clouding of consciousness
and difficulty in communicating, emotional
instability, reversal of daytime and nighttime
activities (drowsiness during the day and
wakefulness during the night), and inconsis-
tent behavior, with these conditions changing
even within a day.” We carefully developed
this introduction section on the basis of the
DSM-IV  criteria through full agreement
among the author liaison psychiatrists and pal-
liative care specialists.

The primary endpoints of this study were
family-perceived emotional distress related to
terminal delirium and the necessity for im-
provement in professional care at that time.
Due to the lack of validated instruments, these
outcome parameters were developed for this
study following previous suweys.u"’]7 The level
of family-perceived distress was evaluated by
the response to “How distressing was the pa-
tient’s delirium for you?,” rated on a 5-point
scale from 1, “no distress at all” to 5, “very dis-
tressing.” The necessity for improvement was
evaluated by the answer to “How much im-
provement do you think is necessary in the
care for delirfium?,” rated on a 4-point scale
as 1, “no need for improvement,” 2, “need
for some improvement,” 3, “need for consider-
able improvement,” and 4, “need for much
improvement.” To explore the families’
emotions, we asked the respondents to rate
their degree of agreement with 16 statements
to describe their feelings on a 5-point Likert-
type scale of 1, “disagree,” to 5, “strongly
agree” (Table 2). In addition, we asked the re-
spondents to rate their degree of agreement
with eight potential meanings of delirium for
the family member on a 5-point Likert-type
scale of 1, “disagree,” to 5, “strongly agree”
(Table 4).

The families were further requested to re-
port factors potentially contributing to these
primary endpoints. They were conceptualized
prior to the survey and classified into the
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following categories: 1) familyreported pa-
tient behavior (rated on a 5-point Likert-type
scale of 1: none, 2: occasionally, and 3: often)
(Table 3); 2) families’ interpretation of the
causes of delirium (examined by the degree
of agreement on a 5-point Likert-type scale of
1: disagree to 5: strongly agree) (Table 4); 3)
family-reported professional care practice (ex-
amined using the yes-no format) (Table 5);
and 4) the family care subscale of the Care
Evaluation Scale.”*

The Care Evaluation Scale is an originally
validated 28-item questionnaire to measure be-
reaved family-perceived necessity of improve-
ment in end-of-life czu‘e;24 its reliability and
validity have been well established. The family
care subscale was designed to quantify the fam-
ily-perceived necessity of improvement in care
to relieve the family care burden. A lower score
indicated a greater need for improvement
(possible range, 0—10).

Chart Review Data. Primary palliative care phy-
sicians recorded the patient backgrounds (age,
gender, primary tumor site, admission periods,
and the type and severity of delirium on item 9
of the Memorial Delirium Assessment Scale—
Japanese version%).

Analyses

To describe the estimated frequency of the
phenomenon observed, we calculated the
95% confidence intervals (CI) for each figure.

For comparisons, the respondents were clas-
sified into two groups: family members who
rated their distress level as “very distressed”
(high-level distress) and others (low-level
distress); and family members who rated the
necessity for improvement as “much,” “consid-
erable,” or “some” (defined as a high level of
perceived necessity for improvement) and
others (low level). These cutoff points were de-
termined on the basis of the actual data distri-
bution to divide the whole sample into
appropriate sizes of comparison groups.

To explore the underlying structure of the
families’ emotions (Table 2), we reported fac-
tor-loading values by exploratory factor analy-
sis with promax rotation on emotion-related
items, and calculated Cronbach’s alpha. Two
ambivalent items with different meanings
within one sentence were excluded from this
analysis.

To explore the determinants of the levels of '
family-perceived distress and necessity for
improvement, we initially screened: 1) demo-
graphic variables (patient age, gender,
admission periods, responding family member
age, gender, relationship to the patient, inter-
val from patient death to study, health status
in the last week, availability of someone with
whom they could consult about the patient,
and someone who could care for the patient
instead of them); 2) type and severity of delir-
ium (measured using item 9 of the Memorial
Delirium Assessment Scale by the primary phy-
sicians); 3) family-reported patient behavior
(Table 3); 4) families’ interpretation of the
causes of delirium (Table 4); 5) family-re-
ported professional care practice (Table 5);
and 6) the family care subscale of the Care
Evaluation Scale. Univariate analyses were per-
formed using Student’s #test or the Chi-square
test, where appropriate. Multiple logistic
regression analyses were then performed in
a forward-elimination fashion. All potential
predictors with statistical significance by uni-
variate analyses were entered in the equation
as independent variables, and we reported
the factors that achieved P< 0.1 because they
had a clinically meaningful interpretation
despite marginal statistical significance.

All analyses were performed using the Statis-
tical Package for the Social Sciences (version
11.0).

Results

Of 984 patients who died during this study
period, 672 patients (68%) were diagnosed
with delirium during the final two weeks of
life. Of them, 53 patients had preexisting
symptomatic organic brain or psychiatric disor-
ders, and 19 patients had no competent adult
family members available. Of the remaining
600 patients, we excluded 40 bereaved family
members (6.7%) due to serious psychological
distress recognized by primary physicians.
Among the institutions, the percentages of pa-
tients diagnosed with delirium per all deceased
patients ranged from 47% to 87% (three insti-
tutions below 70%), and the percentages of
patients excluded from this study due to
psychological reasons ranged from 0% to
12% (all but one institution below 7.0%).
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We thus sent questionnaires to 560 families,
10 of which were returned as undeliverable.
Four hundred twentyseven families returned
questionnaires (response rate, 78%, 427/
550). Of them, nine families refused to partic-
ipate, and 16 responses were excluded due to
missing data in primary endpoints. Thus, we
obtained 402 effective responses (effective re-
sponse rate, 73%, 402/550). As 160 families
denied delirium episodes, further analyses
were performed on 242 responses. Table 1
summarizes the backgrounds of patients and
bereaved family members. The subtypes of de-
lirium were hypoactive, 29% (n= 70); hyperac-
tive, 48% (n=117); and mixed, 20% (n= 48).
Symptom severity was mild, 39% (n=95);
moderate, 47% (n=114); and severe, 11%
(n=26) on item 9 of the Memorial Delirium
Assessment Scale.

Overall Levels of Family-Reported Distress
and Necessity for Improvement

The degree of familyreported distress was
very distressing (32% [95% CI: 26,38],
n="77), distressing (22% [95% CIL: 17,28],
n=53), slightly distressing (31% [95% CI:
25,37], n="74), not so distressing (10% [95%
CI: 7.0,15], n=25), and not distressing at all
(5.4% [95% CI: 3.0-9.0], n=13). The necessity
of improvement in delirium care as rated by
the family members was much improvement
needed (0.8% [95% CI: 0,3.0], n=2), consid-
erable improvement needed (5.0% [95% CI:
3.0,9.0], n=12), some improvement needed
(31% [95% CI: 25,37], n="75), and no im-
provement needed (59% [95% CI: 53,65],
n=143).

Family-Reported Emotions

Exploratory factor analysis categorized family-
reported emotions into seven categories: am-
bivalent, guilt and self-blame, worry about
staying with the patient, burden about proxy
judgment, burden to others, acceptance, help-
lessness, and relief. More than half of the re-
spondents had ambivalent wishes, guilt and
self-blame, and worries about staying with the
patient. One-fourth to one-third reported
that they felt a burden over proxy judgments,
burden to others, acceptance, and helpless-
ness. Less than 5% reported positive feelings
such as relief (Table 2).

Table 1
Backgrounds
% (n)
Padents
Age (mean + SD) 69 +£12
Sex
Male 64 (155)
Female 36 (87)
Primary sites
Lung 26 (62)
Stomach 13 (31)
Colon, rectum 11 (27)
Pancreas, bile duct 12 (29)
Liver 5.3 (13)
Neck 6.2 (15)
Uterus, ovary 4.1 (10)
Bladder, kidney, prostate 7.9 (19)
Breast 3.3 (8)
Esophagus 2.5 (6)
Unknown 2.1 (5)
Others 7.0 (17)
Admission periods (d) 43 + 48 (median, 28)
(mean £ SD)
Bereaved families
Age (mean % SD) 58 +13
Sex
Male 25 (60)
Female 74 (178)
Relationship
Spouse 55 (132)
Child 30 (72)
Parents 1.7 (4)
Siblings 4.1 (10)
Others 9.1 (22)

Interval from patient 12+ 13 (median, 11)

death (mo) (mean + SD)

In the last week
Health status

Good . 74 (180)
Poor 24 (58)
Availability of person with 91 (221)

whom the respondent
consulted
about the patient
Availability of person who 71 (171)

cared for the patient instead
of the respondent
Frequency of staying with the patient

Every day 77 (186)
4—6 days/wk 12 (29)
1-3 days/wk 8.7 (21)

Some data do not add up to 100% due to missing values.

Family-Reported Patient Behavior

The bereaved family members reported vari-
ous patient behaviors other than “psychiatric
symptoms.” More than half of the respondents
reported that, during the delirium episodes, the
patient expressed physiologic desires, seemed
incoherent but talked about actual past events,
and talked about uncompleted life tasks. In addi-
tion, about 30% said that the patient apologized
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Table 2
Family-Reported Emotions
Agree or Factor
Strongly Agree 95% CI Loadings  Alpha
% (n)
Ambivalent N.C.
Simultaneously wanted the patient both to 64 (155) 58,70 N.C.
stay awake and to relieve the patient from suffering.
Simultaneously wanted the patient both to live 40 (97) 34,46 N.C.
longer and to die without suffering.
Guilt and self-blame 0.87
Could not understand what the patient wished for. 62 (149) 55,68 0.89
Might not be able to realize the patient’s unfulfilled wishes. 56 (135) 49,62 0.89
Guilty, could not do enough for the patient. 52 (126) 46,58 0.88
Worry about staying with the patient 0.77
Worried about caring the patient alone. 58 (140) 51,64 0.89
Anxious about taking their eyes off the patient. 57 (139) 51,64 0.88
Burden about proxy judgment N.C.
Burden about having to make a decision on behalf of the patient. 39 (94) 33,45 0.86
Burden to others 0.60
Distressed as the patient troubled others. 38 (91) 32,44 0.68
Not wanting other members of the family to see the patient. 35 (84) 29,41 0.69
Sad to see the patient having completely changed. 29 (71) 24,35 0.85
Acceptance N.C.
Just accepting the fact. 35 (84) 29,41 0.96
Helplessness 0.78
Helplessness about what to do. 32 (78) 27,38 0.87
Not sure about what was happening. 28 (68) 23,34 091
Relief 0.81
Felt relieved. 3.3 (8) 2.0,6.0 0.89
Felt happy. 2.5 (6) 1.0,5.0 091

N.C. = not calculated.

for pastevents and was distressed as they noticed
that they were talking strangely. About 20% of
the family members reported a transcendent
experience, that is, that the patient talked to
or met people who had died (Table 3).

Family-Perceived Meaning of Delirium
and Interpretation of the Causes of Delirium
About half of the respondents perceived
delirium as a sign of approaching death, the pa-
tient trying to express what to say, or patient suf-
fering. About one-fourth to one-third perceived
delirium as a natural part of the dying process,
dreaming, a transcendent phenomenon (enter-
ing the after-death world), or relief from actual
suffering. Forty to 60% of the families inter-
preted the causes of delirium as pain/physical
discomfort or medication effects (Table 4).

Family-Reported Professional
Care Practice for Delirium

The families generally reported high adher-
ence to the recommended care practice for

terminal delirium. Eighty percent or more
families agreed that professionals treated pa-
tients the same as before, tried to understand
what the patient wanted to say, were suffi-
ciently compassionate to the family, explained
the expected course along with daily changes,
and respected the patient’s subjective world
(Table 5).

Determinants of Family-Perceived Emotional
Distress and Necessity of Improvement
Compared with the family members with
low-level distress, family members with high-
level distress were more likely to experience
agitated behavior, incoherent speech, the pa-
tient talking about uncompleted life tasks,
the patient appearing incoherent but talking
about actual past events, and being distressed
by noticing that they were talking strangely;
more likely to interpret the causes of delirium
as pain/physical discomfort, medication ef-
fects, psychosis/“getting crazy,” and mental
weakness/death anxiety; less likely to report
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Table 3
Family-Reported Patient Behavior in the Delirium Episodes
Occasionally 95% CI Often 95% CI
% (n) % (n)
“Psychiatric symploms”™
Incoherent speech 5% (128) 47, 59 25 (60) 20, 31
Mentally clear in some situations within the day 36 (88) 31, 43 37 (89) 31, 43
Hallucinations 34 (83) 29, 41 17 (40) 12,22
Agitated behavior 31 (75) 25, 37 15 (36) 11,20
Other than “psychiatric symptoms”
Expressed physiologic desires (excretion, thirst) 31 (76) 26, 38 40 (96) 34, 46
Seemed incoherent but talked about actual past events 41 (100) 35, 48 26 (62) 20, 32
Talked about uncompleted life tasks 32 (78) 27, 38 24 (57) 19, 29
Good mood 33 (80) 27, 39 7.4 (18) 50,11
Apologized for past events 22 (53) 17, 28 6.6 (16) 4.0, 11
Distressed as the patient noticed him/herself talking strangely 21 (51) 16, 27 6.6 (16) 4.0, 11
Said that the patient talked to or met people who had died 18 (44) 14, 24 4.1 (10) 2.0, 7.0

the medical professionals as present with the
family; and more likely to report the patient
being physically restrained (Table 6).
Compared with the family members who
perceived a low-level necessity of improve-
ment, family members who perceived a high-
level necessity of improvement were more
likely to be young and male; more likely to in-
terpret the causes of delirium as pain/physical
discomfort and medication effects; less likely
to report that the medical professionals were
present with the family, respected the patient’s
subjective world, explained the expected
course along with daily changes, tried to un-
derstand what the patient wanted to say, were
sufficiently compassionate to the family, had
facilitated communication before it became

Table 4
Family-Perceived Meaning of Delirium and
Interpretations About the Causes of Delirium

Agree, or
Strongly
Agree  95% CI
% (n)
Meaning of delirium
Sign of approaching death 59 (143) 53,65
Trying to express what the patent 52 (125) 45, 58
wanted to do or say
Suffering 45 (108) 38, 51
A natural part of the dying process 31 (74) 25, 37
Dream 25 (61) 20, 31
Entering after-death world 22 (54) 17, 28
" Relief from actual suffering 22 (53) 17,28
Happy and welcome experience 7.0 (17) 40,11
Interpretation aboul the causes of delirium
Pain or physical discomfort 60 (144) 53, 66
Medication effects 41 (99) 35, 47
Psychosis or “becoming.crazy” 19 (46) 15, 24
Mental weakness or death anxiety 15 (37) 11, 20

difficult, and had confirmed the patient’s wish-
es before communication become difficult;
and reported a lower score of the family care
subscale of the Care Evaluation Scale.
Multiple  logistic  regression  analyses
revealed that the independent determinants
of high-level distress or high-level necessity of
improvement were younger age; male gender;
experience of agitation and incoherent speech;
interpretation of the causes of delirium as pain/

Table 5
Family-Reported Professional Care Practice
for Delirium
Practiced 95% CI
% (n)
Treated patients the same as before 94 (227) 90, 96
Tried to understand what the 88 (214) 84,92
patient wanted to say
Was sufficiently compassionate 86 (208) 81,90
to the family
Explained the expected course 86 (207) 80, 89
along with daily changes
Respected the patient’s subjective 83 (202) 78,88
world without denying “incoherent
things”
Discussed with the family about 75 (181) 69, 80
how to deal with the issue
Explained the pathology of delirium 72 (175) 66, 78
(not dementia or psychosis)
Was present with the family 71 (173) 65,77
Facilitated with family members in 68 (164) 62,73
communicating and being with the
patient before it became difficult
Explained the universality of delifum 66 (159) 59, 71
Confirmed the patient’s wishes 54 (131) 48, 60
before communication became
difficult
Physical restraint
Before admission to palliative 3.3 (8) 2.0, 6.0
care units
In palliative care units 2.5 (6) 1.0, 5.0
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physical discomfort, medication effects, or
mental weakness/death anxiety; and medical
staff being present with the family, respecting
the patient’s subjective world, explaining the
expected course along with daily changes, and
relieving the family care burden.

Discussion

This is, to our knowledge, the first systemic
survey to investigate the potential correlations
of the distress levels of families and the per
ceived necessity of improvement in care related
to terminal delirium with family-reported pro-
fessional care practice, family-reported patient
behavior, and perception of the causes of
delirium.

This survey revealed that, although
a relatively small number of families (5.8%)
reported that considerable or much improve-
ment was necessary in the professional care
they had received in certified palliative care
units, about half of the families reported being
very distressed or distressed about the experi-
ence of terminal delirium. This figure is rela-
tively low compared with the previous two
surveys,®’ but confirms that at least 50% of
the families of patients with delirium experi-
enced considerable emotional distress.

The most important finding of this study was
the identification of factors associated with the
distress levels of families and their perceived
necessity of improvement. The chief factors
included family experience of agitation, their
interpretation of the causes of delirium, and
their perception about the care they had
received.

Consistent with previous surveys that identi-
fied agitation as a significant determinant of
family distress,®” family-reported agitation
was an important determinant of family dis-
tress in this study. The control of agitation
symptoms, therefore, is an important task for
palliative care clinicians. This study revealed,
however, that ambivalent wishes between symp-
tom control and maintaining communication
were the most common emotions of the fami-
lies. Together with qualitative studies stressing
the importance of ambivalent wishes in this sit-
uation,m’“ clinicians should note that families
want not only symptom palliation but also
much broader elements of quality of life,
such as maintaining cognitive control,
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communicating with others, and living as
long as possible.?**” That is, clinically, pharma-
cologically sedative therapy should not be rou-
tinely applied to control agitation symptoms
without careful individualized considerations,
and the depth or duration of sedation should
be closely adjusted for each situation.?®
Families often interpreted delirium as the
consequences of pain /physical discomfort, med-
ication effects, psychosis/“becoming crazy,” or
mental weakness/death anxiety, and these inter-
pretations were significantly associated with
both family distress and necessity of improve-
ment. These findings confirm the great impor-
tance of information focusing on the cause
and pathologies of delirium (i.e., terminal
delirium is usually not an expression of pain,
medication effects, “becoming crazy,” or men-
tal weakness), as stated in expert literature.'%*
The major care practices related to a family’s
ernotional distress and necessity of improve-
ment included being present with the family,
respecting the patient’s subjective world, ex-
plaining the expected course with daily
changes, and relieving the family care burden.
Of special note, as this study suggests, re-
specting the patient’s subjective world can be
an important care strategy in terminal delir-
ium. This care strategy was associated with
the overall necessity of improvement, and the
family members experienced various patient
behaviors other than “psychiatric symptoms”:
the patient expressed physiologic desires,
seemed incoherent but talked about actual
past events, talked about uncompleted life
tasks, and apologized for past events. Consis-
tent with the recommendations of palliative
care textbooks,®'' these findings suggest
that the care strategy for terminal delirium
may include exploring and fulfilling unmet
physiological needs behind delirium symp-
toms, and trying to understand the “strange”
behavior of delirious patients as a potentially
meaningful experience to find a clue for im-
portant landmark events and achieve uncom-
pleted life tasks for patients and families.
Among care strategies investigated in this
study, only being with the patient was associated
with families’ emotional distress. This result
indicates, as nonempirical literature stresses
the importance of “being” for palliative care
clinicians,®™!"! being with the families of deliri-
ous patients is an essential element of care.
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Tuble 6 (Continued)

Necessity of Improvement

Emotional Distress Level

Multivariate Analysis®

Univariate Analyses

Multivariate Analysis”

Odds Ratio

Univariate Analyses

{95% CI]

Low Necessity
(n=143)

=89)

High Necessity
(n

Odds Ratio
[95% CI]

Low-Distress
(n=165)

High-Distress
(n="T77)

78% (n=105)

=55)

62% (n

Had facilitated

communication before it
became difficult

Relieved the
burden’

0.025

0.84 [0.73—0.98]

7.9425°

64+25

family care

=6)°

3.6% (n

10% (n=8)

0.15.

Physical restraint
0.37.

‘R
s

“Rated as 0 (none), 1 (occasionally), and 2 (often).

‘P<0.001.

P<0.05.
p<0.01.

gly disagree) to 4 (strongly agree).

ERated as 0 (stron;

y

‘Rated on the family care subscale of the Care Evaluation Questionnaire. Lower score indicates a family-perceived higher necessity of care to relieve the family care burden.

"Rated as practiced or not.

The family-perceived necessity of improve-
ment in care to relieve the family care burden
was a significant determinant in the overall
family-perceived necessity of improvement. As
the family is an important target in palliative
care, clinicians should make maximum efforts
to relieve the family care burden, through reas-
suring the families that they can leave the pa-
tients’ care to the staff, making the hospital
environment comfortable for the families,
and coordinating support from other mem-
bers of the family.

Of interest was that this study highlighted
some specific emotions evoked by the experi-
ence of terminal delirium. In this study
sample, the three major emotions were ambiv-
alent wishes, guilt and self-blame, and worry
about staying with the patient. As only a few
qualitative studies proposed a care strategy to
relieve such specific distress,”r more empirical
studies are needed to understand in-depth
family emotions related to terminal delirium
and explore a specific care strategy.

Despite several strengths, including the suc-
cess in obtaining a large sample with more
than a 70% response rate, this study has
some limitations. First, due to its retrospective
nature, there might be a recall bias. Second,
some families denied the episode of delirium
despite a psychiatrically confirmed diagnosis,
and might recall episodes other than delirium.
Third, as all patients received specialized palli-
ative care, adherence levels to recommended
care practice were generally high and might re-
sult in low-sensitivity statistical analyses, and
the findings could not be automatically gener-
alized to other situations. Fourth, the cross~
sectional design of this study cannot allow
the causality of the associations identified.
Fifth, we excluded 6.7% of the potential re-
spondents with profound emotional distress
due to ethical reasons. Finally, what is impor-
tant for a good death, such as maintaining con-
sciousness and dying during sleep, is different
among cultural backgrounds,‘z”"29 and the re-
sults might not be automatically applied to dif-
ferent cultural settings.

In conclusion, a considerable number of
family members experienced high levels of
emotional distress and felt some need for im-
provement of the care for terminal delirium.
Control of agitation symptoms with careful
consideration of ambivalent family wishes,
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information about the pathophysiology of de-
liium, being present with the family, respect-
ing the patient’s subjective world, explaining
the expected course with daily changes, and re-
lieving the family care burden can be useful
care strategies. Intervention trials to determine
the efficacy of these care strategies are needed.
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This study investigated physician and nurse attitudes
toward artificial hydration in terminally ill cancer
patients and compared differences in attitudes between
these 2 professions and among clinical settings in Japan.
The response rate was 53% (584/1123) for physicians
and 79% for nurses (3328/4210). More physicians
answered that artificial hydration alleviates the sensation
of thirst. More palliative care unit physicians and nurses
answered that withholding artificial hydration allevi-
ated several physical symptoms. Oncologists answered
that artificial hydration alleviated the sensation of
thirst and fatigue. Discussion among patient-centered

teams and individualized decision making are impor-
tant. Because the differences identified here are
attributable to differences in knowledge of artificial
hydration for terminal cancer patients, oncologists
should place greater emphasis on the opinion of pal-
liative care specialists. Medical practitioners caring for
terminal cancer patients should consider a broader
range of views on hydration therapy, with a focus
on effective hydration techniques and alternative
interventions.

Keywords: palliative care; fluid therapy; attitude

rtificial hydration for terminally ill cancer
A patients is controversial."? Arguments usually

focus on symptom control, such as fluid reten-
tion symptoms,® delirium,* nausea,’ sensation of thirst,®
the urination burden,” and ethical problems.*"

In Japan, Morita et al'? identified 3 factors that
significantly correlated with the decision to provide
artificial hydration: decision-makers who were less
involved in end-of-life care, the belief that artificial
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hydration is effective for symptom palliation, and
the belief that artificial hydration is a component of
minimum standards of care. Despite reports of various
negative effects, physicians who work in health centers
other than palliative care units (PCUs) usually favor
high-volume hydration.'? In addition, a second article
by Morita et al'’® on physician-reported and nurse-
reported effects of artificial therapy on symptoms in ter-
minally ill patients with cancer found that physicians
and nurses in oncology and palliative care settings fre-
quently observed that artificial hydration caused a dete-
rioration in fluid retention symptoms, with limited

benefit in alleviating symptoms of dehydration.!?

The beliefs of physicians about artificial hydration
significantly affect decision making by both patients
and their families.'*!*> These findings highlight the
importance of examining these beliefs in detail, yet
attitudes toward artificial hydration have not been
investigated in detail, especially for nurses.

The present report is based on 2 nationwide sur-
veys conducted in Japan—the first in physicians'® and
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the second in nurses—to clarify respective attitudes
toward symptom control and ethical issues in artificial
hydration in terminally ill cancer patients. Differences
in attitudes were compared between professions and
among clinical settings. The 2 surveys were conducted
separately, but the clinical settings of the respondents
were similar and the questions were identical.

Methods

Participants

The first questionnaire was part of a previous survey on
physician attitudes toward terminal hydration, reported
in detail elsewhere.”® Participants were recruited from
2 nationwide organizations, the Japanese Association of
Clinical Cancer Centers and the Japanese Association
of Hospice and Palliative Care Units. The former
included 28 centers of excellence in clinical oncology,
and the latter, a wider range of 80 hospitals with PCUs
or inpatient hospices. Of these, 16 cancer centers and
73 hospitals participated in the present study. These
were augmented by a further 4 general hospitals and a
palliative care clinic belonging to the Japan Palliative
Oncology Study Group.

Representatives of each institution were asked to
identify for potential participation attending physi-
cians who specialized in the care of terminally ill can-
cer patients. A total of 1123 physicians were recruited
as a heterogeneous sample of physicians working at
cancer centers, general hospitals, and PCUs.

The second questionnaire was part of a previous
survey conducted in October 2002. Participants
were recruited in the same manner as for the physi-
cian survey. The participating institutions included
24 cancer centers and 55 hospitals belonging to the
above 2 organizations as well as 4 general hospitals.
Representatives of each institution were asked to
identify for potential participation attending nurses
working in units for the care of terminally ill cancer
patients. A total of 4210 nurses were recruited as a
heterogeneous sample of nurses working at cancer
centers, general hospitals, and PCUs.

In Japan, the Ministry of Health, Labor and
Welfare has strongly supported the expansion of
specialized palliative care services. Coverage for
PCUs under the National Medical Insurance began
in 1991, and the number of PCUs has increased
dramatically, from 5 that year to 135 in 2004. In
contrast, the growth of home-based palliative care
programs has been slow, and in fact, palliative care
teams were not covered by National Medical Insurance

until 2002. The most common type of specialized
palliative care service in Japan is the PCU. We
selected medical practitioners belonging to general
wards of cancer centers, general hospitals, and
PCUs as study targets for this investigation.

Questionnaire

The questionnaire (available from the authors) was
developed by the Japan Palliative Oncology Study
Group. Face validity of the questionnaire was con-
firmed by a pilot test with 11 physicians and 15
nurses from oncology and palliative care settings.
The respondents were first asked to report their
backgrounds, including the number of years of clinical
practice, practice setting, number of cancer deaths in
their unit during the preceding year, and specialty
(physicians only). The 2 questionnaires then made 15
identical statements developed after an extensive liter-
ature review of attitudes toward terminal artificial
hydration, with a particular focus on symptom control
and ethical issues.®!"*2! The 15 statements were:

Artificial hydration alleviates sensations of thirst.

Artificial hydration alleviates fatigue.

Artificial hydration alleviates delirium.

Withholding artificial hydration alleviates the

burden of urination.

Withholding artificial hydration alleviates nausea/

vomiting.

6. Withholding artificial

cough/sputum/dyspnea.

Withholding artificial hydration leads to the

loss of patient trust.

8. Withholding artificial hydration leads to the
loss of family trust.
9. Withholding artificial hydration leads to under-

treatment in compromised patients.

10. Withholding artificial hydration often shortens
patient survival.

11. Withholding artificial hydration can be criti-
cized by colleagues.

12. Artificial hydration is essential for meeting
minimum standards of care.

13. Determining the medical indications for artifi-
cial hydration is difficult.

14. Patients have the right to refuse artificial
hydration.

15. Maintaining a venous route is a burden on the

patient.

hall o

1

hydration alleviates

~1

Respondents were asked to evaluate each state-
ment and respond using a 6-point Likert scale (strongly
agree to strongly disagree).
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Statistical Analyses

Before statistical analysis, an explanatory factor
analysis with promax rotation was conducted to
order the questions and help with their interpreta-
tion. These results were used to order the questions
and word them as listed. ,

To compare attitudes between the 2 respondent
groups, overall percentages of “strongly agree,”
“agree,” and “slightly agree” answers were calculated
and compared using the y? test. Given the marked
differences in responses depending on clinical set-
ting,"* responses were also compared by clinical set-
ting by using the %? test.

Data for physicians and nurses affiliated with
cancer centers and general hospitals as oncologists
and oncology nurses were aggregated and compared
with those for physicians and nursing staffs of PCUs.
For statistical tests, 2-tailed P values were calculated,
with values of P < .05 considered statistically signifi-
cant. Owing to the large sample size, we considered
an absolute 20% difference in responses as clinically
significant. All analyses were performed using the sta-
tistical package SAS 9.1 (SAS Institute, Cary, NC).

Results

Characteristics of Participants

Questionnaires were mailed to 1123 physicians, and
responses were received from 595. Eleven did not
meet the eligibility criteria and were excluded, leav-
ing 584 responses for the final analysis (validated
response rate, 53%). Questionnaires were mailed to
4210 nurses, and responses were received from
3515. A total of 187 were excluded because of miss-
ing values, leaving 3328 for final analysis (validated
response rate, 79%). Participant characteristics are
summarized in Table 1. General hospital settings
accounted for a higher proportion of physicians
(physicians, 46%; nurses, 35%), and cancer centers
accounted for more nurses (physicians, 38%; nurses,
47%). The proportion of PCU settings was about the
same (physicians, 15%; nurses, 18%).

Attitudes Toward Terminal Hydration

When responses of nurses and physicians were
compared (Table 2), more than 70% of physicians
and nurses agreed with the statements “determining
the medical indications for artificial hydration is dif-
ficult” and “patients have the right to refuse artificial

Downl from hitp:/ial B.com at NAT)
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Table 1. Participant Characteristics
Physicians Nurses

Characteristic? (n =584) (n=3328)
Age 42 (43+£8.5) 31(33%8.7)
Sex

Female (%) 6.0 99

Years of clinical experience 16 (17£8.3) 9 (J1 + 8.6)
Clinical setting

General hospital 46 35

Cancer center 38 47

Palliative care unit 15 18
Specialty (%)

Surgery 36

Gastroenterology 16

Internal medicine, 15

hematology, medical
oncology

Palliative medicine 10

Respiratory medicine 8

Radiology 29

Gynecology 2.7

Urology 2.4

Otolaryngology 1.9

Orthopedics 1.7

Anesthesiology 1.2

Neurosurgery 0.3

Dermatology 0.3
Patient deaths during the 10 (22 £ 35) 22 (40 £ 42)

past year {n)

a. Continuous data are presented as median + SD.
b. Physicians only.

hydration.” In contrast, less than 30% agreed with
the statements “artificial hydration alleviates delir-
ium,” "withholding artificial hydration leads to loss
of patient trust,” “withholding artificial hydration
leads to loss of family trust,” “withholding artificial
hydration leads to undertreatment in compromised
patients,” “withholding artificial hydration shortens
patient survival,” and “withholding artificial hydra-
tion may be criticized by colleagues.” Responses to
the other statements differed between physicians
and nurses, although with a clinically significant dif-
ference for 1 statement only, “artificial hydration
alleviates the sensation of thirst” (difference, 23%;
P <.0001). In addition, although not clinically signif-
icant, physicians tended to agree with the statement
“artificial hydration is a component of minimum
standards of care” (difference, 18%; P < .0001).
When responses from physicians were compared
among clinical settings (Table 3), oncologists agreed
to a clinically significant degree with the statements
“artificial hydration alleviates the sensation of thirst”

ONAL TAIWAN UNIV LIB on February 21, 2008
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Table 2.  Attitudes Toward Artificial Hydration Therapy for Terminally Ill Cancer Patients
' Between Physicians and Nurses
Physicians Nurses
. s
(Phy) (N Difference
{n=584) (n = 3328) (Phy-N) P

Belief that artificial hydration alleviates physical symptoms

Artificial hydration alleviates the sensation of thirst 43 20 23 <.0001

Artificial hydration alleviates fatigue 34 19 14 <.0001

Artificial hydration alleviates delirium 20 11 10 <.0001
Belief that withholding artificial hydration alleviates physical symptoms

Withholding artificial hydration alleviates the burden of urination 51 57 -7 0.002

Withholding artificial hydration alleviates nausea/vomiting 46 35 11 <.0001

Withholding artificial hydration alleviates cough/sputum/dyspnea 52 48 4 0.08

Perception of loss of trust by withholding artificial hydration

Withholding artificial hydration leads to loss of patient trust 23 19 4 0.034

Withholding artificial hydration leads to loss of family trust 26 21 5 0.010

Perception of guilt with withholding artificial hydration

Withholding artificial hydration leads to undertreatment in 8 5 4 0.001

compromised patients

Withholding artificial hydration shortens patient survival 29 23 6 0.002

Withholding artificial hydration may be criticized by colleagues 10 5 5 <.0001

Belief that artificial hydration is a component of minimum care

Artificial hydration is a component of minimum standards of care 40 22 18 <.0001
Perception of difficulty concerning decision making for artificial

hydration

Determining the medical indications for artificial hydration is difficult 72 72 0 0.81

Patients have the right to refuse artificial hydration 96 95 1 0.18
Belief that maintaining a venous route is a burden

Maintaining a venous route is a burden on the patient 65 71 -6 0.003

NOTE: Values denote the proportion of summed “strongly agree,”

(difference, 26%; P < .0001), “artificial hydration
alleviates fatigue” (difference, 24%; P < .0001),
“withholding artificial hydration shortens patient
survival” (difference, 23%; P < .0001), and “artificial
hydration is a component of minimum standards
of care” (difference, 30%; P < .0001). In addition,
PCU physicians agreed to a clinically significant
degree with the statements “withholding artificial
hydration alleviates the burden of urination” (differ-
ence, —38%; P <.0001), “withholding artificial hydra-
tion alleviates nausea/vomiting” (difference, —50%;
P < .0001), and “withholding artificial hydration
alleviates cough/sputum/dyspnea” (difference, —46%;
P < .0001).

For nurses, PCU nurses agreed to a clinically
significant degree with the statements “withholding
artificial hydration alleviates nausea/vomiting” (dif-
ference, ~34%; P < .0001) and “withholding artificial
hydration alleviates cough/sputum/dyspnea” (differ-
ence, -43%; P < .0001).

“agree,” and “slightly agree” responses.

Discussion

This study details the broad range of attitudes toward
artificial hydration for terminally ill cancer patients
obtained by using an identical questionnaire sent to
physicians and nurses working in a variety of clinical
settings. Several responses differed significantly
between professions and among clinical settings.

A higher percentage of physicians than nurses
answered that artificial hydration alleviates the sen-
sation of thirst. Given that several studies have
shown that the sensation of thirst is not improved by
hydration therapy,®? this result indicates a miscon-
ception on this point among Japanese physicians,
particularly oncologists. The reason for the nurses’
low agreement might be due to clinical experience
that mouth care or sips of liquids are an effective
intervention.' It is important to educate physicians
that mouth care is more effective than artificial
hydration in alleviating the sensation of thirst.
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Table 3.
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Attitudes Toward Artificial Hydration Therapy for Terminally Ill Cancer Patients

(Comparison Among Clinical Settings)

Physicians, Oncologist (O} and PCU

Nurses, Oncology {O) and PCU

One
(n =493)

PCU
(n = 90)

Diff (O-PCU) P

(¢ PCU

(n=2735) (n=593) Diff (O-PCU) P

Belief that artificial hydration alleviates
physical symptoms
Artificial hydration alleviates the 47 21
sensation of thirst
Artificial hydration alleviates fatigue 37 13
Artificial hydration alleviates 21 18
delirium
Belief that withholding artificial
hydration alleviates physical symptoms
Withholding artificial hydration 45 82
alleviates the burden of urination
Withholding artificial hydration 39 89
alleviates nausea/vomiting
Withholding artificial hydration 45 91
alleviates cough/sputum/dyspnea
Perception of loss of trust by withholding
artificial hydration
Withholding artificial hydration 25 11
leads to loss of patient trust
fithholding artificial hydration 28 17
leads to loss of family trust
Perception of guilt with withholding
artificial hydration
Withholding artificial hydration 9 3
leads to undertreatment in
compromised patients
Withholding artificial hydration 33 10
shortens patient survival
Withholding artificial hydration may 9 17
be criticized by colleagues
Belief that artificial hydration is a
component of minimum care
Artificial hydration is a component 45 14
of minimum standards of care
Perception of difficulty concerning
decision making for artificial hydration
Determining the medical indications 74 66
for artificial hydration is difficult
Patients have the right to refuse 96 98
artificial hydration
Belief that maintaining a venous route
is a burden
Maintaining a venous route is a 63 78
burden on the patient

26 <.0001 21 17 4 .028
24 <.0001 21 13 8 <.0001
3 0.52 11 9 2 15

<.0001 66 =11 <,0001

i
i

<.0001 29 63 <.0001

<.0001 4] 83 <.0001
14 0.004 21 11 10 <.0001

11 0.025 23 : 16 001

~

6 0.06

Jt
EN
2]

23 <.0001

v
i
—_
n
—
[~

<.0001

-8 0.025

1%
")
™~

.09

30 <.0001 24 12 12 <.0001

-2 0.40 95 95 0 .70

-15 0.607 73 66 7 .001

NOTE: PCU = palliative care unit.

Physicians tended to answer that artificial hydration
represented a minimum standard of care.” Physicians
often consider that hydration therapy has a symbolic
role as a personal intervention by the medical expert
for the terminally ill patient.®>?* In contrast, nurses
would more likely attempt other nursing interventions

Downl from hitp://a
© 2007 SAGEF All rights

to alleviate the burden of artificial hydration. These
differences of view might arise from a difference in
attitudes toward minimum standards of care.
Results for several of the statements show a lack of
concordance among physicians and nurses.”® These
differences of belief would result in differences in the
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conduct of artificial hydration.'*"* Effective hydra-
tion therapy thus requires discussion among patient-
centered teams and an emphasis on individualized
decision making.'>1%2

Among physicians, responses to several state-
ments differed between oncologists and PCU physi-
cians. The PCU physicians more clearly recognized
that withholding artificial hydration palliates physi-
cal symptoms such as cough/sputum/dyspnea and
nausea/vomiting, likely because of their greater first-
hand experience with the effectiveness of withhold-
ing hydration therapy for terminally ill patients. The
PCU physicians also disagreed that hydration ther-
apy represents a minimum standard of care. The
PCU physicians would similarly be more skilled in
other medical or nonmedical treatments for patients
than oncologists. Japanese oncologists might not
only prescribe medications and fluid but might also
have views on caring for patients that would in turn
allow them to realize again their own role for termi-
nally ill patients through the provision of alternative
methods of hydration, alternative care, and in-depth
communication as holistic care. In addition, data on
artificial hydration is still insufficient, and further
evidence from randomized clinical trials or well-
designed observational studies is required.?

Among nurses, PCU nurses had greater recogni-
tion that withholding artificial hydration palliated
physical symptoms such as cough/sputum/dyspnea
and nausea/vomiting. Similar to physicians, oncology
nurses require greater understanding of the effective-
ness of withholding artificial hydration. In contrast
to physicians, however, oncology and PCU nurses
showed only small differences in their understand-
ing of the clinical effectiveness of hydration therapy,
likely because of their greater personal contact with
patients.

The present study has several limitations. The
response rate for physicians was relatively low.
Nevertheless, this figure is common in Japanese opinion
surveys of physicians. Further, questions concerning
general attitudes may be confounded by answers
that depend on individual scenarios, including the
care of patients with complications such as bowel
obstruction, ascites, and pleural effusion.

Conclusion

Our results show that attitudes toward several state-
ments on artificial hydration differ between physi-
cians and nurses and among clinical settings. They

further emphasize the importance of discussion
among patient-centered teams and of individualized
decision making. As the differences are attributable
to knowledge of artificial hydration for terminal can-
cer patients, oncologists should place greater
emphasis on the opinions of palliative care special-
ists. Overall, medical practitioners caring for termi-
nal and palliative care patients should consider not
simply the providing or withholding of hydration
therapy, but rather a broader range of views on
hydration therapy, with a focus on effective alterna-
tive interventions.
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We evaluated nurse views on the adequacy of decision-
making discussion among nurses and physicians regard-
ing artificial hydration for terminally ill cancer patients and
nurse distress arising from artificial hydration issues, as
well as factors related to this distress. A self-administered
questionnaire consisting of 4 questions about nurse views
of discussions regarding artificial hydration and 6 ques-
tions about nurse distress arising from artificial hydration
issues was distributed in participating institutions in
October 2002 and returned by mail. A total of 3328
responses (79%) were analyzed. Almost half of the nurses
felt that discussion of terminal hydration issues was
insufficient. Among responses, 39% of oncology nurses
and 78% of palliative care unit (PCU) nurses agreed that
patients and medical practitioners discuss the issue of
artificial hydration adequately, and 49% and 79%, respec-
tively, agreed that medical practitioners discuss the issue
of artificial hydration with other physicians adequately.

As for distress on behalf of patients and families who
refuse artificial hydration, 44% of oncology nurses and
57% of PCU nurses experienced such distress for
patients, and 19% and 28% did so for families, respec-
tively. Furthermore, 48% of oncology nurses and 47% of
PCU nurses experienced distress arising from disagree-
ments among medical practitioners about withholding
artificial hydration, whereas 44% and 43% experienced
distress about medical practitioners refusing artificial
hydration, respectively. Discussion among care providers
regarding artificial hydration is insufficient, particularly
in general wards. Medical practitioners caring for termi-
nally ill cancer patients should engage in greater discus-
sion among patient-centered teams and facilitate
individualized decision making.

Keywords: palliative care; attitude; fluid therapy; nurses;
decision making; questionnaires
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urses encounter many difficulties in the care
N of terminally ill patients.' In Japan, Sasahara

et a] reported that 92% of nurses were dis-
tressed by insufficient opportunities to discuss care
with physicians. Morita et al investigated the emo-
tional burden faced by nurses in palliative sedation
therapy and emphasized the importance of a team
approach to resolving conflicting opinions, especially
between physicians and nurses.’ Regarding the team
approach to care, Maeyama et al reported that per-
ceptions of the practice of team care differ between
physicians and nurses and that nurses regarded
team care as insufficient in Japan.® Together, these
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