BARRIERS AND FUTURE ACTIONS IN JAPAN

should play a central role in educating general
physicians.

Providing information on palliative care to pa-
tients and their families is also important. The
most powerful barrier to providing effective pal-
liative care is likely to be the physician in charge.
of the patient. Most physicians are reluctant to in-
troduce palliative care options, particularly in
early treatment phases. Development of a system
that allows nursing staff to propose referral to
palliative care is necessary, and nurses should be
aware of their role.

It should be noted that establishment of a spe-
cialty for palliative care is hindered by these
problems. In Japan, because of a lack of specific
departments for palliative care and the lack of
a systematic educational system for palliative
care specialists, there may not be common opin-
ions about the curriculum for palliative care ed-
ucation. A palliative care specialty should be es-
tablished immediately. The low response rate
(16%) to the questionnaire represents a major
limitation of this study. Although there is some
overlap in members between the Japanese Soci-
ety of Palliative Medicine and Hospice Pallia-
tive Care Japan, the response rate was still dis-
appointing. The low response rate can be
explained by the fact that open-ended questions
are tiresome and time consuming to answer,
therefore, many potential respondents might
have been reluctant to complete the question-
naire. Nevertheless, the 426 responses we did
receive provided much worthwhile informa-
tion, which could be equivalent to 426 inter-
views. Another limitation of the present study
was that home care practitioners and hospital
administrators were underrepresented because
of the sampling procedure used. Home pallia-
tive care practitioners are a minority in Japan.
Thus, the problems relating to home care and
economic factors might be underestimated. Fur-
thermore, medical social workers, psychothera-
pists, physiotherapists, and occupational thera-
pists also participated at only very low levels.
The opinions of these professionals would thus
also have been underrepresented.

As mentioned above, a report detailing the bar-
riers to palliative care as identified in the present
study has been developed (the report can be ob-
tained by contacting, in Japanese, the corre-
sponding author of the present study). It is ex-
pected that the relevant organizations will use the
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report as a basis for cooperation to overcome the
various barriers identified. In addition, the report
details challenges for hospitals and individuals to
overcome.
CONCLUSIONS

In conclusion, we identified 95 critical barriers
to providing effective palliative care and 136 fu-
ture actions necessary to advance palliative care.
We found that there exist numerous barriers, in-
cluding not only problems related to medical
practitioners, but also those related to economic
factors and the general population. These find-
ings suggest that to overcome these barriers, we
need to take action on many fronts, including in-
creasing social awareness and effecting political
change, as well as addressing problems relating
to practitioners. In addition, we prioritized the fu-
ture actions necessary to advance palliative care.
The five most frequent urgent problems were
identified. We hope that collaborative efforts by

the relevant organizations will improve palliative
care in Japan.
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Background: The aims of this study were to () conceptualize dimensions of a good.death in Japanese cancer care,
{ii) clarify the relative importance of each component of a good death and (ii) explore factors related to an individual’s

perception of the domains of a good death.

Methods: The general population was sampled using a stratified random sampling method {n =.2548; response rate,
51%) and bereaved families from 12 certified palliative care units were surveyed as well (0 = 513; 70%). We asked the
subjects about the relative importance of 57 components of a good death.

Results: Explanatory factor analysis demonstrated 18 domains contributing to a good death. Ten domains were
classified as ‘consistently important domains’, including ‘physical and psychological comfort’, ‘dying in a favorite
place’, ‘good relationship with medical staff, ‘maintaining hope and pleasure’, ‘not being a burden to others’, ‘good
relationship with family’, ‘physical and cognitive contrql’, ‘environmental comfort’, ‘being respected as an individuaP

and ‘life completion’.

Conclusions: We quantitatively identified 18 important domains that contribute to a good death in Japanese
cancer care. The next step of our work should be to conduct a national survey to identify what is required to

achieve a good death.

Key words: attitude to death, good death, hospice, neoplasms, paliiative care, public opinion

introduction

One of the most important goals of palliative care is achieving
a ‘good death’ or a ‘good dying process’. In many countries,
elaborate efforts have been devoted to conceptualizing a good
death using qualitative research [1-9]. Quantitatively,
Steinhauser et al. [10, 11] have elucidated important factors
that influence the end of life. Steinhauser et al. [10] reported
that 27 items including pain and symptom management,
preparation for death, achieving a sense of completion,
decisions about treatment preferences and being treated as

a ‘whole person’ are consistently important among patients,
bereaved family members, physicians and other health care
providers in the United States. In addition, several other
surveys have been conducted that explore the attitudes of
patients and bereaved family members {12, 13].

In Japan, however, we have had only a few studies
investigating this topic: a qualitative study of hospice nurses
[14], a small investigation of advanced cancer patients [15]
and an observational study of participants [16]. To set up a goal
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of palliative care in Japan, it is important to conceptualize
what constitutes a good death in Japan.

In Japan, cancer is the leading cause of death. Patients with -
cancer suffer many physical and psychological problems in
their dying process. Enhancement of palliative care for Japanese
cancer patient is a priority in Japan. Therefore, we conducted
a nationwide qualitative study to explore components of a good
death in Japanese cancer care [17]. In the current investigation,
we have conducted a quantitative study to determine what
components were considered necessary for a good death,
using a large nationwide sample of the general population and
bereaved family members in Japan.

The primary aims of this study were to (i) conceptualize
the dimensions of a good death in Japanese cancer care,

(ii) clarify the relative importance of each component of a good
death and (iii) explore factors related to an individual’s
perception of the domains of a good death.

methods

participants and procedures

A cross-sectional anonymous questionnaire was administered to a sample
of the general Japanese population and to bereaved family members of
cancer patients who had died in a certified palliative care unit (PCU), We
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Table 1. Participant characteristics

Age, years
<49 24%
50-59 30%
. 60-69 . . S L. 28%-
702 16%
Sex, female - 52%
Having chronic disease 40%
Bereavement experience by cancer within 10 years 25%
Place of patient’s death
Home 13%
Acute care hospital 77%
Palliative care unit 5.4%
Nursing home 1.8%
Other 2.2%
Patient characteristics
Age, years (mean * SD) NA
Sex, female NA
Relationship to the deceased
Spouse ’ NA
Parent/parent-in-law NA
Child . NA
Other NA
Hospital length of stay, days (mean * SD/median) NA
Interval from patient’s death, months (mean * SD/median) NA

n=4613 20% n=105
n=758 28% n= 144
n=710 28% n= 146
n =420 23% n=120
n= 1326 67% n =343
n= 1023 NA NA

n =649 100% n=>513
n =86

n =502

n=35 100% n=513
n=12

n=14

NA 68 + 13

NA 42% n=216
NA 56% n =288
NA 33% n=171
NA 2.7% n=14
NA 5.1% n=26
NA 44 = 49/29

NA 28 *+ 7.0/28

Percentages do not add up to 100% due to missing values.
SD, standard deviation; NA, not available.

identified four areas (Miyagi, Tokyo, Shizuoka and Hiroshima prefectures).
as target areas for this study to obtain a wide geographic distribution for the
nationwide sample. The main reason we selected these four areas was the
feasibility of random sampling for the general population. The four areas
included an urban prefecture (Tokyo) and mixed urban-rural areas (Miyagi,
Shizuoka and Hiroshima). The survey was conducted in the general
population in order to determine prevailing views. In addition, we surveyed
bereaved family members who received specialized palliative care (best
available practice in Japan) and who acted as proxies for deceased patients.

In Japan, the Ministry of Health, Labor and Welfare has strongly
supported dissemination of specialized palliative care services, with
coverage of PCUs by National Medical Insurance since 1991. The number -
of PCUs has dramatically increased from five in 1991 to 135 in 2004. On the
other hand, the growth of home-based palliative care programs has been
slow; palliative care teams were not covered by National Medical Insurance
until 2002. Therefore, the most common type of specialized palliative
care service in Japan is the PCU, and we chose the bereaved family
members of patients in PCUs as study targets for this investigation.

We initially identified 5000 subjects in the general population by
a stratified two-stage random sampling method of residents of the four
areas. We selected 50 census tracts for each area and then selected 25
individuals, aged 40-79 years, within each census tract, thus identifying
1250 individuals for each area. The census tracts usually cover 200 families
to conduct national census survey in Japan. We randomly sampled 50
census tracts in each prefecture, and then we sampled 25 individuals in
each census tract according to national census method in Japan. We mailed
questionnaires to potential participants in March 2004, and sent a reminder
postcard 2 weeks later.

To identify bereaved family members, we initially identified all 37 PCUs
in the four areas as potential participating institutions. We then approached
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the 18 PCUs (three in Miyagi, nine in Tokyo, three in Shizuoka and
three in Hiroshima) that had collaborative researchers available, and
ultimately 12 PCUs (two in Miyagi, five in Tokyo, two in Shizuoka and
three in Hiroshima) agreed to participate in this survey. Primary care
physicians identified bereaved families that fulfilled the indusion criteria:
(i) primary caregiver of an adult cancer patient, (ii) aged 20 years or more,
(iii) capable of replying to a self-reported questionnaire, (iv) aware of the
diagnosis of malignancy and (v) without serious psychological distress as
determined by the physician. Each PCU was requested to enroll 50 (Tokyo)
or 80 (Miyagi, Shizuoka and Hiroshima) consecutive families. We mailed
questionnaires to potential respondents in August 2004, and again in
October 2004, to those who did not respond, and we asked that the primary
caregiver fill in the questionnaire. If the respondents did not want to
participate in the survey, they were asked to return a questionnaire with ‘no
participation’ indicated, and a reminder was not mailed to them. The
ethical and scientific validity of this study was confirmed by the
institutional review boards of all participating hospitals.

measurements

Our questionnaire asked about the relative importance of 57 components
that might contribute to a good death in Japanese cancer care. We asked
that participants answer for their experience of dying from cancer. The
questions for the general population and bereaved family members were
identical. We show details of the 57 components in Table 2. These
components were based on a previous qualitative study {17] and literature
review [1-6, 10, 11, 14-16). The participants of the qualitative study were
13 advanced cancer patients, 13 family members of such patients and 20
physicians and 20 nurses caring for dying cancer patients. The participants
were asked what was important in the experience of dying from cancer
and we conducted a content analysis [17]. Then, we conducted pilot studies

doi: 10.1093/annonc/mdmo068 | 1091
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Table 2. Conceptualization of a good death by factor analysis in Japan

ean (SD)Z = mean:(SD)

1. Physical and psychological Being free from pain and physical distress 0.88 599 (0.79)  6.21 (0.63)  0.65
comfort . . Being free from psychological distress 0.58 - -
2. Dying in a favorite place Being able to stay at one’s favorite place 0.80 6.03 (0.91) 613 (0.81) NA
3. Good relationship with Having a professional nurse with whom 0.82 594 (0.74)  6.17 (0.65) 0.84
medical staff one feels comforiable '
Receiving consistent care from the same 0.80
physician and nurse
Trusting physician 0.78
Discussing one’s treatment with one’s physician 0.73
Having a physician or nurse with whom one 0.65
can discuss fears of death )
Having people who listen to me 0.54
4. Maintaining hope and pleasure Having some pleasure in daily life 0.92 573 (0.82) 578 (0.77)  0.83
! Living in hope 0.84 '
: Living positively 0.82
5. Not being a burden to others Not being a burden to family members 0.90 5.82 (0.83) 5.74 (0.87) 0.79
Not making trouble for others 0.86
Having no financial worries 0.67
6. Good relationship with family Spending enough time with one's family 0.82 5.84 (0.81) 592 (0.84) 0.88
Family is prepared for one’s death t 079
Having family to whom one can express one’s 0.73
feelings
Having family by one's side when one is going 0.72
to die
Believing that one’s family will do well after 0.71
one’s death
Having family support 0.68
7. Physical and cognitive control Being able to eat 0.88 5.66 (0.78) 5.58 (0.79) 0.79
Being mentally clear 0.78
Being independent in daily activities 0.73
8. Environmental comfort Living in calm circumstances 0.84 5.54 (0.90) 5.74 (0.82) 0.73
' Living like being at home 0.78
9. Being respected as an individual ~ Not being treated as an object or a child 0.85 577 (0.89) 591 (0.83) 0.67
Being free from trivial routines 0.67 :
Being respected for one's values 0.58
10. Life completion Having no regrets 0.82 5.64 (1.00)  5.81{092) 0.80
Feeling that one’s life was completed 0.77
Family has no regrets for one’s death 0.76
11.'Natural death Not being connected to medical instruments 0.85 552 (1.06)  5.57 (1.04) 049
or tubes
. Dying a natural death 0.62
12. Preparation for death Saying good-bye to dear people 0.85 491 (107) 497 (1.03) 0.80
Secing people whom one wants to see 0.83
Being reconciled with people 0.65
Feeling thankful to people 0.46
Being prepared for dying 0.38
13. Role accomplishment and Maintainirig one’s role in family or occupational 0.82 525 (1.05)  5.24 (0.98) 0.84
‘contributing to others ’ circumstances
Fecling that one can contribute to others 0.77
Feeling that one’s life is worth living 0.71
14. Unawareness of death Dying without awareness that one is dying 0.87 492(102) 494 (1.01) 0.70
Not being informed of bad news 0.81
Living as usual without thinking about death 0.51
15. Fighting against cancer Fighting against disease until one’s last moment 0.80 510(1.15)  5.08(L.13) 0.78
Believing that one used all available treatments 0.80
Living as long as possible 0.77

1092 | Miyashita et al. Volume 18 | No. 6 | June 2007



Annals of Oncology

Table 2. (Continued)

. e ean’ (SD)
16. Pride and beauty Not having a change in one’s appearance 0.69 4,95 (0.95)  4.89(0.97) 0.61
Not receiving pity from others L .. 0.59
Not exposing one’s physical and mental weakness ~ 0.47
) to family
17. Control over the future Knowing how long one will live 0.81 539(0.93) 549(0.85) 0.73
Knowing what to expect about one’s condition in ~ 0.79
the future
Controlling time of death, like euthanasia 0.72
Having planned arrangements for one’s grave, 0.61
funeral and last will
18. Religious and spiritual Having faith 0.95 431 (1.44) 446 (1.46) 082
comfort Feeling that one is protected by higher power 0.88

beyond oneself

Standardized regression coefficients were calculated by explanatory factor analysis (principal method with promax rotation).

SD, standard deviation; NA, not available.

on 54 participants from the general population and 183 nurses by a similar
method as in this study. We assumed there were 18 hypothetical domains
before the study according to the results of these pilot studies by factor
analysis and calculation of Cronbach’s alpha coefficients.

‘We asked participants to rate the relative importance of each component
for a good death on a seven-point Likert scale (1: absolutely unnecessary,
2: unnecessary, 3: somewhat unnecessary, 4: unsure, 5: somewhat necessary,
6: necessary and 7: absolutely necessary). In addition, we asked about the
relative importance of three components of a good death: ‘dying as one
sleeps’ [17], ‘pokkuri’ [16] (sudden death) and ‘omakase’ [18] (leaving the
decision to a medical expert). :

We also asked age and sex for all participants. For the general population,

we asked whether they had a chronic disease (defined as the presence of
a regular hospital visit during the previous year) or a bereavement
experience caused by cancer within the past 10 years.

analysis

First, to conceptualize a good death, we used explanatory factor analysis
(principal method with promax rotation) and Cronbach’s alpha
coefficients. We included all participants in the factor analysis because
separate analyses showed essentially the same factor structure from the
general population and bereaved family members, as well as from the
general population with or without chronic disease. Secondly, to easily
interpret the relative importance of each component of a good death, we
summed up the proportion of ‘somewhat necessary’, ‘necessary’ and
‘absolutely necessary’ responses. We then classified each component into
three groups: ‘consistently important domains’ (all summed proportions of
components that were >80%), mixed important domains (some summed
proportions of components that were >80% and others that were not) and
relatively less important domains (all summed proportions of components
that were <80%). We adopted 80% as the threshold level from a clinical
point of view. Thirdly, we explored the factors that affect an individual’s
good-death domain score using bivariate analysis.

After calculation of the individual’s domain score, defined as the mean
value of all components belonging to each domain, we compared the mean
value between the general population and bereaved family members using
the student’s z-test. Next, we explored the association between the mean
value and age, sex, presence of a chronic disease, bereavement experience by
cancer and interval from patient’s death using the Student’s t-test, linear
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regression and analysis of variance, where appropriate. These comparisons
were conducted for the general population sample and bereaved family
members separately. Finally, we explored the association between each
good-death domain score and the relative importance of dying as one
sleeps, pokkuri and omakase by Spearman’s rank correlation coefficient.

As a large sample size may result in an excess of statistically significant
results (P < 0.05), we described only ‘clinically significant’ results if the
effect size {(ES) was >0.5. This criterion indicates that the mean value
difference as an absolute figure between two extreme categories was more
than half the standard deviation (SD) for each domain. All analyses were
carried out using the statistical package SAS version 9.1.

results

participant characteristics

Of 5000 questionnaires sent to a sample of the general
population, 26 were undeliverable and 2670 were returned
(Table 1). Of these, eight subjects refused to participate and
114 were excluded due to missing data, Thus, 2548 responses
were analyzed (effective response rate, 51%).

Of 866 bereaved families initially considered as potential
participants, 72 were excluded due to serious psychological
distress recognized by primary physicians (n = 30), lack of
available adult family members (n = 17) and other reasons
(n = 25). Of 794 questionnaires sent to the remaining bereaved
families, 56 were undeliverable and 552 were returned. Among
these, 27 individuals refused to participate, and 12 responses
were excluded due to missing data. Thus, in this group,

513 responses were analyzed (effective response rate, 70%).

conceptualization of a good death by

factor analysis

By factor analysis, we identified 18 domains of a good death
in Japan: (1) “physical and psychological comfort’, (2) ‘dying
in a favorite place’, (3) ‘good relationship with medical staff,
(4) maintaining ‘hope and pleasure’, (5) ‘not being a burden

doi:10.1093/annonc/mdmOB8 | 1093



to others’, (6) ‘good relationship with family’, (7) ‘physical
and cognitive control’, (8) ‘environmental comfort’, (9) ‘being
respected as an individual’, (10) life completion, (11) natural
death, (12) preparation for death, (13) role accomplishment
and contributing to others, (14) unawareness of death, (15)
fighting against cancer, (16) pride and beauty, {17) control over
the future and (18) religious and spiritual comfort (Table 2).
The mean values of each domain score ranged from 4.3 to 6.2
and the SDs were 0.63-1.46. Cronbach’s alpha coefficients
ranged from 0.61 to 0.88, except for ‘natural death’.

relative importance of each component of
a good death

Table 3 lists the domains and the components classified

as consistently important domains: (1) physical and
psychological comfort, (2) dying in a favorite place, (3)
good relationship with medical staff, (4) maintaining hope
and pleasure, (5) not being a burden to others, (6) good
relationship with family, (7) physical and cognitive control,
(8) environmental comfort, (9) being respected as an
individual and (10) life completion.

Table 4 lists the domains and components classified as mixed
important domains: (11) natural death, (12) preparation for
death, (13) role accomplishment and contributing to others
and (14) unawareness of death.

Table 5 lists the domains and components classified as
relatively less important domains: (15) fighting against cancer,
(16) pride and beauty, (17) control over the future and (18)
religious and spiritual comfort.

The five most frequently stated components for a good
death were the following: (1) being free from
psychological distress (general population sample, 97%;
bereaved family members, 98%), (2) trusting physician
(96%; 98%), (3) discussing one’s treatment with one’s
physician (95%; 96%), (4) having people who listen (94%;
97%) and (5) having a professional nurse with whom
one feels comfortable (94%; 97%). On the other hand,
the five least frequent responses were the following: (58)
religious and spiritual comfort (38%; 37%), (57) living
as long as possible (42%; 39%), (56) not being
informed of bad news (44%; 42%), (55) feeling that
one is protected by a higher power beyond oneself
(47%; 52%) and (54) being reconciled with people
(51%; 53%).

factors influencing an individual’'s good-death
domain score

No clinically significant difference was found in any

domain scores of a good death between the general population
sample and bereaved family members. In the general
population, older participants were significantly more likely to
perceive ‘unawareness of death’ as important for a good
death (ES = 0.66, P < 0.001). Among bereaved family members,
older participants tended to emphasize unawareness of death
(ES = 1.00, P' < 0.001), ‘religious and spiritual comfort’ (ES =
0.58, P < 0.001) and physical and cognitive control (ES = 0.53,
P < 0.001); women emphasized good relationship with
medical staff (ES = 0.63, P < 0.001) and other factors were not
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clinically significantly associated with the good-death domain
scores (data not shown).

association between good-death domain score
and dying as one sleeps, pokkuri and omakase

Dying as one sleeps broadly correlated with nine good-death
domain scores; unawareness of death correlated with.dying as
one sleeps, pokkuri and omakase (Table 6).

discussion

The most important results of this study were that we identified
18 domains contributing to a good death for Japanese subjects,
and quantified the relative importance of each good-death
component in Japanese cancer care. As a whole, the important
domains that emerged in this study are similar to those in
Western surveys [10, 11]. That is, most Japanese emphasized
physical and psychological comfort, environmental comfort
and dying in a favorite place, good relationship with family and
medical staff, maintaining hope and pleasure, not being

a burden to others, life completion, physical and cognitive
control and being respected as an individual. This finding
indicates that these concepts are core elements of a good death,
despite ethnic and cultural differences.

The clinical implication of this finding is that all practitioners
caring for terminally ill patients should recognize broader
good-death concepts beyond symptom control: not only
symptom management (e.g. physical and psychological
comfort) and improving the health care system (e.g. dying in
a favorite place) but also challenging psycho-existential issues
(e.g. hope and pleasure, not being a burden to othets and
‘completion of life’) [19, 20} as an essential part of quality
palliative care.

On the other hand, we identified some domain responses
that varied significantly from individual to individual,
including experiencing a natural death, preparation for death,
role accomplishment and contributing to others, unawareness
of death, fighting against cancer, pride and beauty, control over
the future and religious and spiritual comfort. This finding
indicates that beside the ‘core elements” of a good death, there
are no uniform styles of a good death. The clinical implication
of this finding is that clinicians should explore the relative
importance of these domains for each patient and each
situation, and tailor the circumstances for each patient.

We found two major differences in quantitative results from
Western surveys. One is about religious belief. Whereas
Steinhauser et al. [10) showed that 89% and 85% of USA
patients emphasized ‘being at peace with God’ and ‘prayer’,
respectively, the corresponding figures were 37% and 52%
in this Japanese study. The potential interpretation is that
many Japanese have no specific religion and expression of
religious belief tends to be ambiguous.

Another noteworthy difference was in ‘control over the
future’ and unawareness of death. While 96% of USA patients
emphasized ‘know what to expect about one’s physical
condition’ to achieve a good death, the proportion in this
Japanese survey was 50%—69%, and the control over the future
domain appeared in the relatively less important category. In
addition, we identified unawareness of death as one of the
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Table 3. Consistently important domains

. Physical and psychological comfort Being free from psychological distress 97 98

1
Being free from pain and physical distress 90 96
-2. Dying in a favorite place - - --  Being able to stay at one’s favorite place D 93 - : 94 -
3. Good relationship with medical staff  Trusting physician 96 98
Discussing one’s treatment with one’s physician 95 96
Having a professional nurse with whom one feels comfortable 94 97
Having people who listen to me 94 97
Receiving consistent care from the same physician and nurse 83 88
Having a physician or nurse with whom one can discuss fears of death 78 80
4. Maintaining hope and pleasure Having some pleasure in daily life ' 91 93
Living positively 91 92
Living in hope 88 88
5. Not being a burden to others Having no financial worries 92 92
Not being a burden to family members 89 86
Not making trouble for others 88 83
6. Good relationship with family Spending enough time with one’s family 84 83
Having family to whom one can express one’s feelings 92 94
Believing that one’s family will do well after one’s death 92 9]
Family is prepared for one’s death 91 91
Having family support 90 94
Having family by one’s side when one is going to die 85 85
7. Physical and cognitive control . Being mentally clear 90 88
Being able to eat 89 88
Being independent in daily activities 88 85
8. Environmental comfort Living in calm circumstances 87 91
Living like being at home 83 88
9. Being respected as an individual Not being treated as an object or a child 89 91
Being respected for one’s values 88 91
Being free from trivial routines 81 84
10. Life completion Family has no regrels for one’s death 84 88
Having no regrets 83 85
Feeling that one’s life was completed 81 86

Consistently important domains were defined as all summed proportions of components that were >80%.
Figures indicate percentage of somewhat necessary, necessary or absolutely necessary.

Table 4. Mixed important domains

11. Natural death Dying a natural death 89 90

Not being connected to medical instruments or tubes 66 68

12. Preparation for death Feeling thankful to people 92 95
Being prepared for dying 86 89

Seeing people whom one wants to see 76 79

Saying good-bye to dear people 75 76

Being reconciled with people 51 52

13. Role accomplishment and ~ Feeling that one’s life is worth living 81 83
contributing to others Maintaining one’s role in family or occupational circumstances 62 61
Feeling that one can contribute to others 75 73

14. Unawareness of death Living as usual without thinking about death 85 88
Dying without awareness that onc is dying 53 53

Not being informed of bad news 44 42

Mixed important domains were defined as some summed proportions of components that were >80% and others were not.
Figures indicate percentage of somewhat necessary, necessary or absolutely necessary.
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Table 5. Relatively less important domains
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15. Fighting against cancer Believing that one used all available treatments 78 79
Fighting against disease until one’s last moment 73 68

- Living as long as possible - - : - Co 42 39

16. Pride and beauty Not receiving pity from others 69 69
Not having a change in one’s appearance 65 60

Not exposing one’s physical and mental weakness to family 57 52

17. Control over the future Knowing how lohg one will live 67 68
Having planned arrangements for one’s grave, funeral and last will 66 69

Knowing what to expect about one’s condition in the future 58 64

Controlling time of death, like euthanasia 57 50

18. Religious and spiritual comfort Feeling that one is protected by a higher power beyond oneself 47 52
Having faith 38 37

Relatively less important domains were defined as all summed proportions of components that were <80%.
Figures indicate percentage of somewhat necessary, necessary or absolutely necessary.

Table 6. Association between good-death domains and dying as one sleeps, pokkuri and omakase

Percentage of somewhat necessary, necessary or absolutely necessary
General population, %
Bereaved family, %
Correlation with good-death domain®
1. Physical and psychological comfort
3. Good relationship with medical staff
4. Maintaining hope and pleasure
5. Not being a burden to others
6. Good relationship with family
8. Environmental comfort
11. Natural death
14. Unawareness of death
16. Pride and beauty

93 77 59

94 75 63
0.36 b -b
0.40 b b
0.34 P b
0.35 0.30 -+
0.32 b -
0.48 : 0.30 -
0.31 b b
0.39 033 036
0.31 -5 b

®Figures indicate Spearman’s rank correlation coefficient.
Spearman’s rank correlation was under 0.3.

major contributors to a good death in Japan, and unawareness
of death significantly correlated with the traditional Japanese
style of death (dying as one sleeps, pokkuri and omakase).
These Japanese traditional concepts of death indicate that
unawareness of death is more important in Japan compared
with Western countries. These findings, consistent with the
previous finding that many Japanese do not want to know the
seriousness of their condition {21], indicate that living as usual
without the feeling of facing impending death can be a core
factor for a Japanese good death. Thus, Japanese clinicians are
challenged to help their patients achieve life completion
through facing mortality and respecting their value of
unawareness of death. This becomes a difficult task in such
situations.

To achieve a Japanese good death, more in-depth studies are
apparently required to explore how we can clinically achieve the
maximized balance between life completion and unawareness
of death. In addition, this study reveals several unique
characteristics of a good death that are uncommonly described
in Western culture. The Japanese general population might

1096 | Miyashita et al.

tend to emphasize the relationship with others rather than
autonomy; familial cohesiveness is a common attribute of
Japanese and Asian cultures [18, 22]. This would result in

a higher perception of a good death as including not being

a burden to ‘others’ (e.g. not being a burden to ‘family
members’, not making trouble for ‘others’), ‘feeling thankful to
people’ (rather than T say good-bye) and ‘not exposing one’s
weakness to family’. '

- Of note was that dying as one sleeps significantly correlated
with nonspecific multiple good-death domains, including
physical and psychological comfort, environmental comfort,
good relationship with medical staff, unawareness of death and
not being a burden to others. In other words, ‘dying as one
sleeps’ would be an expression describing an overall good death
in Japan, and not that they literally want to ‘die in their sleep’.

limitations

The limitations of this study are as follows: First, the response
rate was 51% in the general population and response bias could
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exist. We believe this is not a fatal flaw of this study because this
is the average response rate for public surveys in Japan.
Secondly, as the study subjects were not terminally ill patients,
results could not be automatically applied to patients. The |
patient’s perspective is important, but we did not survey cancer
patients because questions regarding dying are too burdensome

_ to such patients in Japan. We believe, however, that this study
provides a unique and valuable perspective because the study
population included bereaved family members of patients who
received specialized palliative care (best available practice in
Japan), and the generalizability is supported by the fact that
40% of the participants in the general population had a chronic
disease. Thirdly, since this was a cross-sectional study, we
cannot rule out the possible instability of the findings. Finally,
although we examined the questionnaire for factor validity by
factor analysis and for reliability by calculating Cronbach’s
alpha coefficient, concurrent validity and test-retest validity
were not examined.

conclusions

In conclusion, the good-death concept for Japanese cancer
care consists of 18 domains, led by physical and psychological
comfort, dying in a favorite place, good relationship with
medical staff, maintaining hope and pleasure, not being

a burden to others, good relationship with family, physical and
cognitive control, environmental comfort, being respected as
an individual and life completion. The next step of our work
should be to focus on developing an instrument to measure
‘achievemnent of a good death [23-25], and conducting

a national survey to identify what is required to achieve a
good death [26, 27].
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Abstract

Recent empirical studies revealed that fostering patients’ perception of meaning in their life is
an essential task for palliative care clinicians. However, few studies have reported the effects
of training programs for nurses specifically aimed at improving skills to relieve the
meaninglessness of terminally ill cancer patients, and we have had no specific measurement
instruments. The primary aims of this study were 1) to validate measurement tools to
quantify nurses’ self-reported practice and attitudes toward caring for terminally ill cancer
patients feeling meaninglessness and 2) to explore the effects of the five-hour educational
workshop focusing on meaninglessness on nurses’ self-reported practice, attitudes toward
caring for such patients, confidence, burnout, death anxiety, and meaning of life. A quasi-
experimental pre-post questionnaire survey was performed on 147 nurses. The questionnaire
was distributed before the intervention workshop and one and six months after. The workshop
consisted of lecture, role-play, and the exercise of assessment and care planning based on two
vignette verbatim records. First, using the first questionnaire sample and an additional
sample of 20 nurses for the test-retest examination, we validated a six-item Self-Reported
Practice scale, and an eight-item Attitudes Toward Caring for Patients Feeling
Meaninglessness scale with three subscales (Willingness to Help, Positive Appraisal, and
Helplessness). The nurses also completed a scale to assess confidence in caring for terminally
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ill patients with meaninglessness, the Maslach Burnout Inventory, the Death Attitude
Inventory, the Frommelt Attitudes Toward Care of the Dying scale, the Self-Reported Practice
Score in General Communication, and the three pain-related items from the Palliative Care
Quiz for Nursing. For the Self-Reported Practice scale and the subscales of the Attitudes
Toward Caring for Patients Feeling Meaninglessness scale, the Cronbach’s alpha coefficients
were 0.63—0.91, and the intra-class correlations were 0.89—0.94. The Self-Reported
Practice scale significantly, but moderately, correlated with the Self-Reported Practice Score in
General Communication (P = 0.41). The Willingness to Help and Helplessness subscales
significantly but weakly correlated with the Frommelt scale (P = —0.27, 0.21). Both scales
did not correlate or minimally corvelated with the Palliative Care Quiz for Nursing

(P < 0.20). The construct validity was confirmed using factor analysis. At the follow-up, of
147 nurses who participated in this workshop, 91 (62%) and 80 (54 % ) nurses responded.
Self-reported practice and confidence significantly improved, whereas helplessness, emotional
exhaustion, and death anxiety significantly decreased. The percentages of nurses who
evaluated this program as “useful” or “‘very useful” were 79% (to understand the
conceptual framework in caring for terminally ill patients with meaninglessness), 73% (to
help in self-disclosing nurses’ personal beliefs, values, and life goals), and 80% (to help in
learning how to provide care for patients with meaninglessness). The Self-Reported Practice
scale and the Attitudes Toward Caring for Patients Feeling Meaninglessness scale are reliable

and valid tools to specifically quantify nurses’ self-reported practice and attitudes toward
caring for terminally ill cancer patients feeling meaninglessness of life. The five-hour
workshop appeared to have a modest but significant beneficial effect on nurse-reported
practice, attitudes, and confidence in providing care for terminally ill cancer patients feeling
meaninglessness. Further educational intervention trials with control groups are
promising. ] Pain Symptom Manage 2007;34:160—170. © 2007 U.S. Cancer Pain
Relief Commitice. Published by Elsevier Inc. All rights reserved.
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Introduction

Recent empirical studies have revealed that
fostering patients’ perception of meaning in
their lives is an essential task for palliative
care clinicians.™* In Japan, multiple surveys
have identified that terminally ill cancer
patients experience considerable levels of
meaninglessness,5‘6 and our group recently
proposed a conceptual framework for psycho-
existential care for Japanese patients.7 In that
national pro_ject,7 we used consensus-building
methods with 26 panel members and 100 mul-
tidisciplinary peer reviewers. Through two days
of face-to-face discussion, the group agreed to
adopt a conceptual framework by combining
the empirical model and a theoretical hypoth-
esis. We defined psycho-existential suffering as
pain caused by extinction of the being and the
meaning of the self. We assumed that psycho-
existential suffering is caused by the loss of

essential components that compose the mean-
ing of human beings: loss of relationships with
others, loss of autonomy, and loss of future. In
this model, sense of meaning is interpreted as
a main outcome, as consistent with some psy-
chometric instruments measuring sense of
meaning as a core concept of the state of spir-
itual well-being.®

In fostering a sense of meaning for termi-
nally ill cancer patients, nurses play a major
role, but, except for general training in com-
munication skills,> ' few studies have re-
ported the effects of training programs for
nurses specifically aimed at improving skills
to relieve the meanin§lessness of terminally
ill' cancer patients,’®** and we have had no

" specific measurement instruments. The pri-

mary aims of this study were 1) to validate mea-
surement tools to specifically quantify nurses’
self-reported practice and attitudes toward car-
ing for terminally ill cancer patients feeling
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meaninglessness, and 2) to explore the effects
of a five-hour educational workshop focusing
on meaninglessness on nurses’ self-reported
practice, attitudes toward caring for such pa-
tients, confidence, burnout, death -anxiety,
and meaning of life.

Subjects and Methods

This study was designed as a quasi-experi-
mental, anonymous, pre-post questionnaire
survey. We used the first questionnaire sample
for the scale validation. Nurses across the
country voluntarily applied to the workshop
via announcements in specialty journals and
the Internet. No inclusion criteria for partici-
pation were required. After consent was
obtained, the participants were asked to com-
plete the questionnaire before, one month,
and six months after the workshop. The initial
questionnaire was collected at the place of the
workshop. No reward or reminder was used.

Validation Study

Item Development

On the basis of literature reviews and discus-
sion among the authors,”_24 we had deter-
mined to develop instruments to specifically
quantify nurses’ self-reported practice and atti-
tudes toward caring for terminally ill cancer
patients, as potentially useful outcome mea-
sures in sequential intervention trials. A recent
study suggested that measuring nurses’ self-re-
ported practice can be a sensitive outcome of
educational interventons in palliative care set-
tings.”! Although nurses’ attitudes about care
in such difficult situations are associated with
burnout and also are regarded as one of the
endpoints of educational intervention-

,J18720.22=2% \here have been no specific mea-
surement instruments to evaluate nurses’
attitudes in caring for terminally ill patients
with meaninglessness, in contrast to general
end-oflife care.

Item generation was based on preliminary
in-depth qualitative interviews with five pallia-
tive care nurses, a literature review, and discus-
sion among the authors.’”"* To achieve face
validity, a multidisciplinary expert panel (two
nurses, two psychiatrists, a psychologist, a social
worker, and a palliative care physician) rated
the appropriateness of each item using the

Delphi Method, and the items that achieved
8 or more on a 1—9 scale were selected.

Self-Reported Practice Scale. We conceptualized
selfreported practice as the level of self-
reported adherence to recommended clinical
practice in helping terminally ill patients to
find meaning in their lives. Self-reported prac-
tice was thus evaluated by the level of
adherence to each recommended practice
statement on a Likert-type scale from 1: “not
do at all” to 5: “always”—"I try to know what
makes the patient’s life meaningful,” “I try to
know what strengthens or weakens the mean-
ing of life for the patient,” “I try to know
what supports the patient’s life,” “I ty to
know what meaning the disease has for the pa-
tient,” “ I try to understand the patient’s wish-
es,” and “I try to know what is important to the
patient.” We defined the score on the Self-
Reported Practice scale as the mean of the total
score of the responses, and thus practice sub-
scores ranged from 1 to 5, with a higher score
indicating a higher level of performance of
recommended practices.

Attitudes Toward Caring for Patients Feeling Mean-
inglessness scale: Willingness to Help, Positive Ap-
praisal, and Helplessness. We conceptualized
attitudes toward caring for patients feeling
meaninglessness as having three dimensions:
Willingness to Help (the degree of willingness
to make effort to help patients with meaning-
lessness), Positive Appraisal (nurses’ positive
attribution of the experience of encountering
patients feeling meaninglessness), and Help-
lessness (nurses’ perception of helplessness
when facing patients feeling meaninglessness).

These were evaluated by the levels of agree-
ment with several statements on a Likert-type
scate from 1: “never” to 7: “very much.” The
instruction specifically clarified the situation
when the nurse faced a terminally ill cancer pa-
tent suffering from meaninglessness of life.
Item questions were the following: “I feel will-
ing to do something to relieve the patient’s suf-
fering” (Item 1), “I think how I can support
the patient effectively” (Item 2), and “I wish
to ‘relieve’ the patient’s suffering as much ‘as
possible” (Item 3), (Willingness to Help); “I

~ feel grateful that the patient has told it to

me” (Item 4), and “I feel that the patient trusts
me” (Item 5), (Positive Appraisal); and “I feel
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helplessness” (Item 6), “I feel like escaping”
(Item 7), and “I feel willing to be involved”
(reversed item, item 8), (Helplessness). Be-
cause we theoretically hypothesized no single
higher structure exists for the three dimen-
sions, each subscale score was defined as the
mean of the responses, and we did not calcu-
late a total score. Higher scores indicated high-
er levels of nurses’ willingness to help, positive
appraisal of their experience, and perception
of helplessness.

Reliability and Validation Testing

Reliahility. To determine the internal consis-
tency, the Cronbach’s alpha coefficients were
calculated. The testretest reliability was ex-
plored in a convenience sample of 20 nurses
by calculating intra-class correlation coeffi-
cients with two-week interval administrations.

Construct validity. The construct validity of the
Self-Reported Practice scale was examined us-
ing an exploratory factor analysis, because
a single factor structure had been hypothe-
sized. The construct validity of the Attitudes
Toward Caring for Patients Feeling Meaning-
lessness scale was tested using a confirmatory
factor analysis. We had decided the cutoff
points of 0.90 on the goodness-offit index
(GFI), adjusted GFI, and the comparative fit
index (CFI) as acceptable construct validity.

Convergent and discriminate validity To exam-
ine convergent and discriminate validity, we
calculated the Spearman'’s correlations of these
scales with the Frommelt Attitudes Toward Care
of the Dying scale,)”2® the SelfReported
Practice Score in General Communication,?
and the Palliative Care Quiz for Nursing.?>2®

Frommelt Attitudes Toward Care of the Dying sca-
le.””%°  The Frommelt Attitudes Toward Care
of the Dying scale (short version) is a six-item
brief inventory to measure the degree of
nurses’ willingness to participate in general
end-oflife care.””® Internal consistency,
testretest reliability, and construct validity of
the Japanese version have been established. 17
Scores range from 1 to 5, and a hlgher score
indicates higher levels of nurses’ willingness
to participate in general end-oflife care.

The Self-Reported Practice Score in General Com-
munication.” The Self-Reported Practice

Score in General Communication measures
the degree of self-reported adherence to rec-
ommended general communication pracnce
in caring for terminally ill cancer patlents
Item questions included “Talk with patient
and family in a quiet and private place,”
“Make efforts to provide compassionate re-
sponse to patients,” and “Use open-ended
questions.” Good internal consistency and sen-
sitivity after educauonal intervention have
been reported The scores range from 1 to
5, with a higher score indicating a higher level
of perceived performance of recommended
Ppractices.

The Palliative Care Quiz for Nursing.
The Palliative Care Quiz for Nursing measures
the degree of correct knowledge about mult-
ple fields m palliative care. Following an ear-
lier study, we selected three items about
opioids to examine the degree of nurses’
knowledge about medical aspects of palliative
care: “morphine often induces addiction,”
“patients receiving morphine often require
laxatives,” and “pain threshold is lowered by
anxiety or fatigue.” We defined a Knowledge
score as the total number of correct answers
(“unsure” responses were regarded as incor-
rect answers); thus, the Knowledge score
ranged from 0 to 3, and a higher score indi-
cated a higher level of knowledge. We had hy-
pothesized that low correlations with the )
nurses’ knowledge about medical aspects of
palliative care could support the discriminant
validity of the new instruments.

25.26

Pre-Post Intervention Study
Interventions

The workshop was principally based on Mur-
ata’s conceptual framework and specifically fo-
cused on care for terminally ill cancer patients
with rneaninglessmess.7 The second author
(HM) provided all lectures. This workshop
consisted of introduction and pre-test (30 min-
utes), a general lecture about Murata’s concep-
tual framework using a visual presentation (60

~ minutes), role-play and discussion about com-
munication skills when caring for patients feel-

ing meaninglessness (60 minutes), real
assessment and care planning based on one
verbatim case record and feedback (90 min-
utes), and assessment and care planning in
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another case (30 minutes). In addition, the
participants were requested to send the assess-
ment and care planning about the latter case
to Prof. Murata by mail, and he gave written
feedback individually within one month.

The assessment and care planning exercise is
a main part of this workshop. In this session,
each participant was provided with a brief ver-
batim record of one patient and was requested
to analyze these statements following Murata’s
conceptual framework: to identify which part
of the patient’s statement is an expression of
meaninglessness and define the origin of the
patient’s meaninglessness (loss of future, loss
of relationships, or loss of autonomy). Then,
the respondents were requested to establish
a care plan to improve the patient’s sense of
meaninglessness in daily nursing practice by
strengthening the factors supporting meaning
and alleviating the factors causing meaningless-
ness. A structured assessment sheet is used for
this process. This sheet was designed to make
a comprehensive assessment to determine
what represents meaninglessness to the patient
(i.e., loss of future, loss of relationships, or loss
of autonomy) from the patient’s own
statements.

Outcome Measures for Intervention Trials

In addition to newly validated measures, the
nurses’ Self-Reported Practice and the Atti-
tudes Toward Caring for Padents Feeling
Meaninglessness, we assessed confidence in
caring for terminally ill patients with meaning-
lessness, burnout, death anxiety, and meaning
of life as outcome measures. Time difference
was tested using the Friedman test.

Confidence. Confidence in caring for termi-
- nally ill cancer patients with meaninglessness
was evaluated on a single Likert-type scale
from 1: “not confident at all” to 7: “very confi-
dent” for the question “With what degree of
confidence can you communicate with termi-
nally ill cancer patients saying ‘I can see no
meaning in life”?

Burnout. Professional burnout was measured
using the Maslach Burnout Inventory.?”?®
The Maslach Burnout Inventory measures
three components of burnout syndrome: emo-
tional exhaustion, depersonalization, and lack
of personal accomplishment?”  The

psychometric properties of the Japanese ver-
sion have been confirmed.

In addition, we used the same numeric rat-
ing scales (0, not at all to 10, very much) for
job satisfaction, job stress, and compassion
for dying persons for comparison with the pre-
vious study.’*

Death anxiety and meaning of lif. Similar to an
earlier study,'* we measured nurses’ own death
anxiety and meaningg of life using the Death
Attitude Inventory.?® The Death Attitude In-
ventory is a self-reported questionnaire to mea-
sure the levels of death anxiety and meaning of
life, in which subjects are requested to identify
the degree of agreement with short statements
on a 5-point Likert-type scale from “not agree
(1)” to “agree (5).” The reliability of these
subscales was established by high internal con-
sistency and the stability of test-retest examina-
tion. Construct validity was ascertained by
confirmatory factor analysis, and criterion val-
idity was established by significant correlation
with other psychometric measures including
Temper’s Death Anxiety Scale®® and the Gen-
eral Health Questionnaire-28. Higher scores
on death anxiety and meaning of life indicate
higher levels of death anxiety and perception
that life is meaningful for the respondent.
Each scale ranges from 1 to 5.

Overall Evaluation

Finally, following the previous study,’® we
asked the respondents to rate their overall
evaluation about the usefulness of this pro-
gram in terms of helping 1) to understand
the conceptual framework in caring for termi-
nally ill patients with meaninglessness; 2) to
self-disclose nurses’ personal beliefs, values,
and life goals; and 3) to learn how to provide
care for patients feeling meaninglessness in
clinical practice. The choices were “not use-
ful,” “slightly not useful,” “slightly useful,”
“useful,” and “very useful.”

Results

Of 173 nurses who participated in this pro-
gram, we obtained the consent from a total
of 147 nurses (85%). Mean age was 39+ 9.7
years old, and 146 were female. Working insti-
tutions were general hospital for 87 nurses,
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specialized palliative care centers for 22, can-
cer centers or academic hospitals for 19, and
outpatient clinic or home care setting for 10.
The nurses had a mean clinical experience of
15 £ 9.1 years, and a median number of cancer
deaths of 10 per year. At the postal follow-up,
the response rate was 62% (n=91) and 54%
(n=80) in the second and last surveys,
respectively.

Validation Study

Feasibility and Demographic Values

Missing values were less than 5% in both
scales. Mean scores of the Self-Reported Prac-
tice scale, Willingness to Help, Positive Ap-
praisal, and Helplessness were 3.6+0.73,
6.1 +£0.83, 5.31+£0.92, and 3.7%1.3, respec-
tively (Table 1).

Reliability and Validation Testing

Self-Reported Practice Scale. Cronbach’s alpha
coefficient was 0.91, and the intra-class correla-
tion in the test-retest examination was 0.94.
The Self-Reported Practice scale significantly
correlated with the SelfReported Practice
Score in General Communication, but the cor-
relation was moderate (P=0.41, Table 1); the
practice score did not significantly correlate
with the Knowledge score (Table 1). The

Table 1
Correlation Coefficients Among Measurement
Scales

Self-Reported
Practice
Frommelt Score in General Knowledge
Scale® Communication  Score®

Self-Reported 0.13 0.41° 0.16
Practice score

Attitudes Toward Caring for Patients Feeling
Meaninglessness

Willingness to 0.21¢ 0.26° 0.16
Help
Positive 0.14 0.28° 0.18¢
- - Appraisal : : - :
Helplessness ~0.27° -0.20¢ —0.098
“Frommelt Attitudes Toward Care of the Dying scale (short
version).

5Three items from the Palliative Care Quiz for Nursing.
‘P<0.01.
‘p<0.05.

exploratory factor analysis revealed a single
structure.

Attitudes Toward Caring for Patients Feeling Mean-
inglessness  Scale. Cronbach’s alpha coeffi-
cients were 0.81 (Willingness to Help), 0.67
(Positive Appraisal), and 0.63 (Helplessness).
The intra-class correlations were 0.94 (Willing-
ness to Help), 0.91 (Positive Appraisal), and
0.89 (Helplessness).

Willingness to Help and Helplessness sub-
scales significantly correlated with the From-
melt scale, but the correlation was weak
(P < 0.30, Table 1). These subscales minimally
correlated with the Knowledge score (P < 0.20,
Table 1). The confirmatory factor analysis sup-
ported the underlying structure hypothesized:
Chi-square (18) =51.8, P=0.00; GFI=0.95;
adjusted GFI=0.89; CFI=0.90; the root
mean square error of approximation=0.10
(Fig. 1).

Pre-Post Intervention Study (Table 2)

The Self-Reported Practice and confidence
itemn significantly improved after the interven-
tion, whereas Helplessness significantly de-
creased. These changes were maintained at
the six-month follow-up (all P<0.01).

Emotional exhaustion and death anxiety
significantly decreased, but the statistical sig-
nificance was moderate (P=0.048, 0.021, re-
spectively). In addition, there was statistically
marginal improvement in Personal accom-
plishment. There were no significant changes
in the Willingness to Help, Positive Appraisal,
depersonalization, and meaning of life. In ad-
dition, the Frommelt scale, as well as three sin-
gle measurements of job stress, job satisfaction,
and compassion for patients, demonstrated no
statistically significant changes.

Overall Evaluation

The percentages of nurses who evaluated
this program as “useful” or “very useful”
were 79% (n="72, to understand the concep-
tual framework in caring for terminally ill pa-
tents with meaninglessness), 73% (n=67, to

“help in self-disclosing nurses’ personal beliefs,

values, and life goals), and 80% (n="73, to
help in learning how to provide care for pa-
tients with meaninglessness). At the six-month
follow-up, these figures were 81% (n==65),
71% (n=80), and 74% (n= 80), respectively.
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Fig. 1. Factor structure of attitudes toward caring for patients with meaninglessness.

Discussion

This study validated measurement tools to
specifically quantify nurses’ self-reported prac-
tice and attitudes toward caring for terminally
ill cancer patients feeling meaninglessness and
identified the potentially beneficial effects of
a five-hour educational workshop focusing on
meaninglessness and nurse-reported practice,

attitudes, and confidence in providing care
for such patients.

The data provided psychometric evidence
for these new instruments. That is, these scales
have acceptable internal consistency, test-retest
reliability, face validity, convergent and dis-
criminate validity, and construct validity. The
fact that the Self-Reported Practice scale

Table 2
Pre-Post Analyses
Baseline One Month After Six Months After P
Self-Reported Practice score (1—5) 3.6+£0.73 38+ 0.71 3.9+ 0.62 <0.001
Attitudes Toward Caring for Patients Feeling Meaninglessness
Willingness to help (1~7) 6.1+0.83 6.2+ 0.72 6.2 £ 0.69 0.66
Positive appraisal (1—7) 5.3+£0.92 54 +0.98 54+1.1 0.61
Helplessness (1—7) 3.7+13 35+£1.3 3.3+£1.3 0.004
Confidence (1—7) 31+13 36+1.2 38+1.1 <0.001
Burnout
Maslach Bumnout Inventory
Emotional exhaustion 33+11 31+10 31+10 0.048
Personal accomplishment 32+10 34+£9.6 34+9.3 0.076
Depersonalization 27+8.1 28+7.7 28173 0.44
Ad hoc measures for comparisons'*
Job stress (0—10) 75+2.0 74+1.8 73+24 0.45
Job satisfaction (0—10) 6.3+2.2 61+21 6.3+£20 0.69
Compassion for patients (0—10) 72+1.8 74+18 75+1.7 a 0.35
Death Atdtude Inventory
Death anxiety (1—7) 435+1.7 41+£16 40+15 0.021
Meaning of life (1-7) 43+1.1 44+12 43+1.2 0.70
Frommelt scale (1-5) 39+045 3.9+048 3.9+0.49 0.34
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significantly but only moderately correlated
with the Self-Reported Practice Score in Gen-
eral Communication indicates that this new
tool measures the levels of adhesion to recom-
mended practice specifically in caring for
terminally ill cancer patients with meaningless-
ness, not general communication practice.
Furthermore, the fact that the Attitudes To-
ward Caring for Patients Feeling Meaningless-
ness scale only weakly correlated, at best, with
the Frommelt scale indicates that this new
scale can specifically measure nurses’ attitudes
toward caring for terminally ill patients with
meaninglessness, not general attitude toward
end-oflife care. In addition, because both
scales did not correlate or minimally corre-
lated with medical knowledge about opioids,
these scales have sufficient discriminate valid-
ity in measuring caring for patients with mean-
inglessness. A potential limitation of these
scales is probable ceiling effects, especially
with the Willingness to Help subscale, but
this is reasonable, because the study partici-
pants voluntarily participated in this workshop,
and if nonselected nurses are enrolled, we be-
lieve the ceiling effects would reduce.

The second important finding is the poten-
tially beneficial effects of a five-hour workshop
to improve nurses’ skills in caring for termi-
nally ill cancer patients feeling meaningless-
ness. Of note was the high evaluation of the
overall usefulness of the workshop in learning
how to provide care in clinical practice com-
pared with a previous study (80% vs. 34%'°).
Also, inconsistent with the previous study,'*
this workshop demonstrated no, or small, in-
fluence on nurses’ own death anxiety, meaning
of life, and work-related stress, but appeared to
influence more specifically practical aspects in
caring for patients with meaninglessness, such
as self-reported practice, confidence, and help-
lessness. These findings are reasonable, be-
cause this program was specifically designed
to improve the clinical skills for each nurse,
rather than focusing on their own work-related
stress, death anxiety, or meaninglessness.

In addition, the fact that we observed signif-

-icant changes after the intervention on the
newly developed measurement tools (self-
reported practice and helplessness), not on
the Frommelt scale, indicates that they could
have satisfactory sensitivity in future interven-
tion trials.

"This study has several limitations. First, the
effects of the workshop may be difficult to in-
terpret due to the lack of control groups. Sec-
ond, as the response rate at the follow-up
survey was relatively low, nonresponders might
feel the workshop was less useful. This limita-
tion should be overcome in the next interven-
tion study, which will have a control group and
use face-toface or telephone surveys, not

_ postal followup. Third, small to modest

changes in outcome measures suggest that in-
tervention is not so strong, and whether these
changes are clinically meaningful is uncertain.
Fourth, as this study did not evaluate patient
outcomes, we cannot determine the effects of
the workshop on them.

In conclusion, the Self-Reported Practice
scale and the Attitudes Toward Caring for Pa-
tients Feeling Meaninglessness scale are reli-
able and valid tools to specifically quantify
nurses’ self-reported practice and attitudes to-
ward caring for terminally ill cancer patients

_ feeling meaninglessness of life. Also, the five-

hour workshop appeared to have a modest
but significant beneficial effect on nurse-
perceived practice, attitudes, and confidence
in providing care for patients feeling meaning-
lessness. Intervention trials with control
groups using these newly validated tools are
promising, after modifying the program to in-
clude some stress management for nurses,
such as personal counseling or group counsel-
ing led by a psychologist.
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