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Attitudes and other factors influencing end-of-life discussion by physicians, nurses, and

care staff: A nationwide survey in Japan

Abstract

Context

Better understanding about the attitudes of healthcare providers toward end-of-life

discussion would facilitate the development of systematic strategies for improving for

end-of-life care.

Objective

To clarify attitudes toward end-of-life discussion with patients near death and explore

the factors influencing these attitudes among physicians, nurses, and care staff.

Methods

This study was part of a nationwide cross-sectional anonymous survey of the public

attitudes toward end-of-life medical care performed in December 2017. The participants

were physicians, nurses and care staff from randomly selected facilities, including

hospitals, clinics, home-visit nursing offices, nursing homes, and long-term care

facilities throughout Japan. The questionnaire was sent to 4,500 physicians, 6,000

nurses, and 2,000 care staff. We assessed attitudes about end-of-life discussion with

patients near death, identification of the proxy decision maker, and sharing documented

information on end-of-life discussion with the multidisciplinary team.
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Results

We analyzed responses from 1,012 physicians, 1,824 nurses, and 749 care staff. The

number of responders who considered they had adequate end-of-life discussion with

patients near death was 281 (27.8%), 324 (17.8%), and 139 (18.6%) respectively.

Participation in a nationwide education program and caring for at least one dying patient

per month were factors that showed a significant association with adequate end-of-life

discussion and identification of the proxy decision maker.

Conclusions

The percentages of physicians, nurses, and care staff involved in adequate in end-of-life

discussion with patients near death were not high. Participation in a structured education

program might have a positive influence on end-of-life discussion with patients.

Keywords: End of life discussion, nationwide survey, health care provider
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Introduction

End-of-life discussion (EOLD) is considered an essential part of high-quality

end-of-life care for patients with life-threatening illnesses!. Several studies have

revealed that EOLD makes it easier to provide treatment and care according to the

patient’s wishes, reduces aggressive treatment near death, improves depression and

complex grief among the bereaved family, and helps patients to experience quality

end-of-life care and a good death?7.

Recent international recommendations have pointed out that involving the

multidisciplinary healthcare team in supportive discussions about the patient’s

preferences for goals of care is an important part of EOLDS?,

According to Ganguli et al., 44.0% of physicians reported discussing goals of care

with all patients who had life-threatening illnesses, although this study was conducted at

a single hospital'?. Kanoh et al. reported that EOLD was conducted by physicians and

nurses at about three quarters of long-term care facilities in Japan, but it was unclear

whether care staff participated in EOLD with patients!!. As Bernacki et al. pointed out,

development of a systematic and multidisciplinary approach is needed to improve the

quality of end-of-life care and ensure that each patient receives personalized goals of

care!.
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Therefore, it is worthwhile to understand current EOLD practice among healthcare

providers in order to develop a strategy for systematic improvement of end-of-life care,

since little is known regarding the attitudes and factors associated with EOLD in this

setting.

Accordingly, this study aimed to clarify attitudes toward EOLD with patients near

death and to explore associated factors among physicians, nurses, and care staff. The

secondary objectives were to clarify attitudes of physicians, nurses and care staff toward

identifying the proxy decision maker and sharing documented EOLD information with

the multidisciplinary team, as well as the associated factors.

Methods

Participants and procedure

This study was part of a nationwide cross-sectional anonymous survey of public

attitudes toward end-of-life medical care at that was conducted by the Japanese Ministry

of Health, Labor and Welfare (MHLW) in December 2017.

The participants were physicians, nurses and care staff from randomly selected facilities

throughout Japan in December 2017, where the facility managers were asked to

distribute questionnaires to each healthcare professional. The facilities targeted were
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hospitals, clinics, home-visit nursing offices, nursing homes, and long-term care

facilities. The inclusion criteria were 1) physicians who worked in the selected hospitals

or clinics: 2) nurses who worked in the selected hospitals, clinics, home-visit nursing

offices, nursing homes, or long-term care facilities: or 3) care staff who worked in the

selected nursing homes or long-term care facilities. The number of participants targeted

at each facility was one for each type of professional, except two participants each were

targeted among doctors and nurses working in hospitals. The hospital managers were

asked to distribute the questionnaire to at least one professional who was deeply

involved in EOL care. The questionnaire was mailed to 4,500 physicians, 6,000 nurses

and 2,000 care staff, accompanied by a letter explaining the survey. We sent a reminder

to all non-responders in January 2018. Completion and return of the questionnaire, in

combination with receipt of the explanatory letter, were deemed adequate indication of

voluntary and informed consent to participation. The institutional review board of the

University of Tsukuba approved the protocol of this study.

Questionnaire

Since there were no specific and validated instruments for evaluating the attitudes to

EOLD among physicians, nurses, and care staff, we developed an original questionnaire
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based on data from previous reports'? ! and discussion among the authors of this study.

Subsequently, we submitted the draft questionnaire to the MHLW and the ministry

made the final decision about the questionnaire items.

To assess attitudes toward EOLD, we asked “Do you have adequate discussion with

patients near death about treatment and care in the end-of-life period?” Participants

selected one of four responses: 1) EOLD is adequate, 2) EOLD is done to some extent,

3) EOLD is infrequent, or 4) I am not involved in the treatment and care of patients near

death.

To assess the attitude toward identifying the proxy decision maker, we asked “When do

you identify someone who can make proxy decisions if the patient cannot make

decisions about the choice of treatment or care?” Participants selected one of six

responses which the multiple answers was allowed: 1) When an incurable disease is

diagnosed, 2) When the treatment plan is changed significantly, 3) When death is

approaching as the disease progresses, 4) When a patient or family member consults

about end-of-life care, 5) At other times, or 6) I do not identify a proxy decision maker.

To assess the attitude toward sharing documented EOLD information with the

multidisciplinary team, we asked “Have you shared the documented details of EOLD

with other professionals?”” Participants selected one of three responses: 1) I have shared
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documented records, 2) I have shared information, but it was not a documented record,

or 3) I have not shared information. This question was only answered by responders

who answered that they had adequate or frequent EOLD with patients near death.

As characteristics of the participants, we collected the number of years of practice

(categorical variable), the workplace (categorical variable), participation in a nationwide

education program on EOLD (binary category) [the Palliative care Emphasis program

on symptom management and Assessment for Continuous medical Education (PEACE)

and Education For Implementing End-of-Life Discussion (E-FIELD)!¢-18], and the

frequency of caring for dying patients (categorical variable).

Analysis

We first conducted descriptive analyses of the categorical and binary variables,

followed by univariate analysis and multivariate logistic regression analysis. For logistic

regression analysis, we defined the participants who answered “adequate EOLD” as the

participants having EOLD with patients. In addition, we defined the participants who

gave answers other than “I do not identify the proxy decision maker” as participants

who identified the proxy decision maker. We divided the duration of practice into three

categories (<15 years, 16-30 years, and > 31 years), based on the distribution of
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experience of the participants and discussion among the study authors. We performed

univariate analyses by using the chi-square test or Fisher’s exact test to evaluate the

significance of differences between two groups. We performed multivariate logistic

regression analysis by using four categorical variables as independent variables: years

of practice, workplace (hospital or not and long-term care facilities or not), participation

in a nationwide education program or not, and caring for at least one dying patient per

month or not. Probability values were two-sided and statistical significance was

accepted at P <0.05. All analyses were conducted using SPSS-J (ver. 24.0; IBM, Tokyo,

Japan).

Results

A total of 1,039 physicians, 1,854 nurses, and 752 care staff who returned the

questionnaire (response rate: 23.1%, 30.9%, and 37.6% respectively). After excluding

questionnaires with missing data, we analyzed the responses of 1,012 physicians, 1,824

nurses, and 749 care staff (97.4%, 98.4%, and 99.6% of the returned questionnaires).

Characteristics of the responders are summarized in Table 1. The majority of physicians

and nurses had > 31 vears of experience [481 (47.5%) and 612 (33.6%), respectively],

and worked in hospitals [652 (64.4%) and 838 (45.9%), respectively], while the
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majority of the other care staff had less than 30 vears of experience and worked in

long-term care facilities (396: 52.9%) (Table 1). The number of physician, nurses, and

care staff who answered they had adequate EOLD with patients near death was 281

(27.8%), 324 (17.8%), and 139 (18.6%), respectively (Table 1).

Factors influencing the attitude toward adequate EOLD, identifying the proxy decision

maker, and sharing documented EOLD information with the multidisciplinary team

Univariate analysis revealed several factors associated with adequate EOLD, identifying

the proxy decision maker, and sharing EOLD information with the multidisciplinary

team among physicians, nurses, and care staff (Table 2).

According to multivariate logistic regression analysis, performing adequate EOLD and

identifying the proxy decision maker were significantly associated with participation in

the nationwide education program and caring for at least one dying patient per month

among physicians, nurses, and care staff (Table 3). Caring for at least one dying patient

per month was associated with the attitude of nurses to sharing EOLD information with

the multidisciplinary team, but there were no factors associated with the attitude of

physicians or care staff toward sharing information (Table 3).
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Discussion

To the best of our knowledge, this is the first nationwide survey of attitudes toward

EOLD with patients near death and exploration of influential factors among physician,

nurses, and care staff.

The first important finding was that 27.8% of physicians, 17.8% of nurses, and 18.6%

of care staff answered they participated in adequate EOLD with patients near death.

According to a recent study, 44.0% of physicians and 33.0% of advanced practitioners,

including nurse practitioners, physician assistants, certified registered nurse anesthetists,

and nurse midwives, discussed the goals of care with all patients who had serious,

life-limiting illnesses!?. Those results are inconsistent with our findings, but the other

study was conducted at single hospital in the USA. One possible reason for the

difference is that many US states, including that where this study was conducted, ask

physicians to use a specified medical form to document EOLD with patients who have

advanced illnesses!?. In addition, the US government has recently begun to pay

physicians for EOLD, as well as nurse practitioners and physician assistants. On the

other hand, there is no systematic approach or support to encourage EOLD in Japan,

though several education program on end-of-life care have been implemented recently

16-18
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The second important finding was that a factor significantly associated with adequate

EOLD was participation of physicians, nurses, and care staff in a nationwide education

program. This finding was consistent with a previous systematic review that revealed

lack of training in communication as one of the barriers to end-of-life discussion!®-20,

with the authors suggesting that communication training should be provided for

physician to overcome barriers. A noteworthy point is that nurses and care staff might

also benefit from such education programs, though no previous study has assessed the

effects of education programs on EOLD implementation by nurses and care staff.

The third important finding was that caring for at least one dying patient per month

was a factor significantly associated with physicians, nurses, and care staff identifying

the proxy decision maker. This result implies that more experienced health professional

were more likely to recognize when it was necessary to identify the proxy decision

maker, although our study could not assess causality.

The fourth important finding was that the only factor significantly associated with

sharing EOLD information with the multidisciplinary team was caring for at least one

dying patient per month among nurses. One possible interpretation is that sharing

EOLD information with the multidisciplinary team might be encouraged by external

motivation, such as practice guidelines or reimbursement. Another possible
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interpretation is that our study did not assess potential individual variables, such as

knowledge and attitudes toward interprofessional collaborative practice?'-23. Therefore,

it might be worthwhile investigating associated factors in relation to interprofessional

collaborative practice in the future.

This study had several limitations. First, we did not assess gender, age, and knowledge

or beliefs about end-of-life care that could influence EOLD with patients. Therefore, our

study could not explore the association between EOLD and these factors, especially

gender, although there are significant gender differences of attitudes among health care

providers, as reported previously?*. Second, we did not define adequate EOLD.

Accordingly, it is possible that evaluation of adequate EOLD was overestimated or

underestimated by the participants. Third, our study was only conducted in Japan and

had a low response rate, making generalization of the results difficult. Fourth, we could

not assess causality, because it was a cross-sectional study. Although our findings need

to be interpreted with caution, we believe that this study has provided useful

information for improving EOLD between patients and healthcare providers.

Conclusion

Our nationwide survey revealed that the frequency of physicians, nurses, and care staff
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1  performing adequate EOLD with patients near death was not high. Performance of

oNOYTULT D WN =

2 adequate EOLD and identification of the proxy decision maker by physicians, nurses,

3  and other care staff were significantly associated with participation in the nationwide

4  EOLD education program and with caring for at least one dying patient per month. To

5 improve end-of-life care, it seems that a tailored EOLD education program is needed,

6  especially for experienced healthcare providers.
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Table 1 Characteristics of the respondents

; Physicians (n=1012) Nurses (n=1824) Care staff (n=749)
2 n % n % n %

5 Years of practice

g 1-15 139 13.7 317 17.4 386 515
8 16-30 392 38.7 895 49.1 334 44.6
o 31- 481 475 612 33.6 29 3.9
11 Workplace

. Hospital 652 64.4 838 459  naf n.at

14 Clinic 337 333 300 16.4 n.af n.af

1 2 Long-term care facility n.af n.a' 194 10.6 340 45.4
17 Care home n.af n.a' 199 10.9 396 52.9
12 Visiting nurse office n.af n.a' 210 11.5 n.af n.af

20 Others 10 1.0 63 3.5 6 0.8
;; Participation in nationwide training program

23 Yes 205 20.3 164 9.0 26 3.5
;g Frequency of caring for dying patients

26 At least one patient per month 403 39.8 549 30.1 115 15.4
i One patient per 6 months 230 2.7 631 34.6 349 46.6
29 One patient per year 131 12.9 270 14.8 200 26.7
i Rarely 225 222 337 18.5 72 9.6
32 EOLD* with patient

2431 Adequate 281 27.8 324 17.8 139 18.6
35 To some extent 385 38.0 809 44.4 280 37.4
2 Not much 135 133 301 165 232 31.0
38 Not involved with dying patients 196 19.4 354 19.4 89 11.9
23 Identifying the proxy decision maker

41 Yes 830 82.0 1541 84.5 597 79.7
fé Sharing documented EOLD* information with the multidisciplinary team . .

42 http://mc.manuscriptcentral.com/ajhpm

45

N
o))



oNOYTULT D WN =

American Journal of Hospice and Palliative Medicine

Yes 587 58.0

969

53.1

362

48.3

*EOLD: End-of-life discussion
tn.a: not applicable
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Table 2 Univariate analysis of factors influencing the attitude toward EOLD, identifying the proxy decision maker, and sharing documented EOLD information with the

; multidisciplinary team

2 Table 2-1 Physicians Physicians (n=1012)

5 o . Sharing documented EOLD*
6 Adequate EOLD* with patients Identifying the proxy decision information with the

7 maker

8 multidisciplinary team

?O Yes No Yes No Yes No

1 n % n % p n % n % p n % n % p
13 Years of practice 0.005 0.006 0.009
14 1-15 43 42 93 92 120 119 19 19 101 10.0 7 0.7

12 16-30 128 12.6 262 259 335 331 57 5.6 254 251 23 23

17 31- 110 109 361 35.7 375 37.1 106 10.5 232 229 42 42

12 Workplace

20 Hospital 228 22.5 414 40.9 <0.001 582 57.5 70 6.9 <0.001 483 477 27 2.7 <0.001
;; Clinic 45 44 287 284 <0.001 225 222 112 11.1 <0.001 85 84 45 44 <0.001
23 Long-term care facility n.a’ n.a® na’ n.af n.a' na’ na’ naf naf n.af na’ na’ naf naf n.a’
;g Care home n.a® na’ n.a’ na' n.a' na’ na’ naf naf n.af na’ na’ naf naf n.a’
26 Visiting nurse office n.a’ n.a® na’ n.af n.a' na’ na’ naf naf n.af na’ na’ naf naf n.a'
;é Participation in nationwide training program <0.001 <0.001 0.655
29 Yes 97 9.6 103 10.2 192 19.0 13 1.3 168 16.6 19 1.9

2(1) No 187 18.5 613 60.6 641 633 174 172 421 416 54 53

32 Frequency of caring for dying patients <0.001 <0.001 0.008
" At least one patient per month 180 17.8 215 21.2 369 365 34 3.4 327 323 23 23

35 One patient per 6 months 72 7.1 156 154 213 21.0 17 1.7 166 164 26 2.6

2 One patient per year 19 1.9 108 10.7 118 117 13 13 70 69 11 11

38 Rarely 8 08 216 213 114 113 111 11.0 17 1.7 5 05

23 *EOLD: End-of-life discussion

41 tn.a: not applicable

42
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Table 2-2 Nurses
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Nurses (n=1824)

Identifying the proxy decision

Adequate EOLD* with patients

Sharing documented EOLD*

information with the

maker
multidisciplinary team
Yes No Yes No Yes
n % n % p n % n % p n % n % p
Years of practice 0.004 0.1 0.243
1-15 76 42 235 129 250 13.7 67 3.7 160 88 18 1.0
16-30 156 8.6 729 40.0 766 42.0 129 7.1 501 27.5 56 3.1
31- 92 50 500 274 525 28.8 87 4.8 308 169 48 2.6
Workplace
Hospital 102 5.6 726 39.8 <0.001 743 40.7 95 52 <0.001 487 26.7 63 3.5 0.772
Clinic 7 04 290 159 <0.001 175 9.6 125 6.9 <0.001 25 14 26 1.4 <0.001
Long-term care facility 55 3.0 135 7.4 <0.001 173 95 21 12 0.059 122 6.7 7 0.4 0.035
Carehome 76 42 118 6.5 <0.001 188 103 11 0.6 <0.001 135 74 10 0.5 0.089
Visiting nurse office 70 3.8 131 7.2 <0.001 190 104 20 1.1 0.011 154 84 13 0.7 0.143
Participation in nationwide training program 0.001 0.003 0.072
Yes 45 25 119 6.5 152 83 12 0.7 120 6.6 8 0.4
No 279 153 1345 73.7 13890 76.2 271 14.9 849 46.5 114 6.3
Frequency of caring for dying patients <0.001 <0.001 <0.001
At least one patient per month 157 8.6 381 20.9 506 277 43 24 411 225 38 2.1
One patient per 6 months 123 6.7 492 27.0 572 314 59 32 408 224 47 2.6
One patient per year 28 1.5 238 13.0 28 15 42 23 116 64 32 1.8
Rarely 10 0.5 322 17.7 201 11.0 136 7.5 22 1.2 5 0.3

*EOLD: End-of-life discussion
tn.a: not applicable

http://mc.manuscriptcentral.com/ajhpm
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Table 2-2 Care staff

American Journal of Hospice and Palliative Medicine

Adequate EOLD* with patients

Care staff (n=749)

Identifying the proxy decision

Sharing documented EOLD*

information with the

maker
multidisciplinary team
Yes No Yes No Yes No
n % n % p n % n % p n % n % p
Years of practice 0.009 0.043 0.356
1I-15 59 7.9 321 429 294 393 92 123 170 2277 18 24
16-30 72 9.6 259 34.6 279 372 55 73 180 240 17 23
31- 8 1.1 21 28 24 32 5 07 12 1.6 3 04
Workplace
Hospital n.a® n.af n.a® naf n.af nal na’ na’ naf n.af nal na’ na’ na’ naf
Clinic n.a® n.af na® naf n.af nal na’ na’ naf n.af nal na’ na’ na’ naf
Long-term care facility 44 5.9 291 38.9 <0.001 245 327 95 12.7 <0.001 138 184 14 19 1
Care home 94 12.6 298 39.8 <0.001 346 462 50 6.7 <0.001 221 295 24 32 0.863
Visiting nurse office n.a’ n.af n.a® n.af n.af nal na’ naf naf n.af nal na’ na’ na’ naf
Participation in nationwide training program 0.014 0.043 0.708
Yes 10 13 16 2.1 25 33 1 0.1 20 2.7 1 0.1
No 129 17.2 585 78.1 572 764 151 20.2 342 457 37 49
Frequency of caring for dying patients <0.001 <0.001 0.417
At least one patient permonth 45 6.0 70 9.3 109 14.6 6 038 76 10.1 7 0.9
One patient per 6 months 66 8.8 277 37.0 279 372 70 93 197 263 19 25
One patient per year 27 3.6 172 23.0 150 20.0 50 6.7 76 10.1 12 1.6
Rarely 0 00 72 96 48 64 24 32 g8 1.1 0 0.0

*EOLD: End-of-life discussion
tn.a: not applicable

http://mc.manuscriptcentral.com/ajhpm
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Table 3 Multivariate logistic regression analysis of factors influencing the attitude toward adequate EOLD, identifying the proxy decision maker, and sharing documented

EOLD information with the multidisciplinary team

Table 3-1 Physicians Physicians
_ o Sharing documented
Adequate EOLD* with Identifying the proxy ) ) )
patients decision maker EOLD* information with
the multidisciplinary team
Exp(B) 95% CI¥ p Exp(B) 95% CI¥ p Exp(B) 95% CI¥ p
Years of practice
1-15 1.00 0.293 1.00 0.358 1.00 0.316
16-30 1.31 0.84-2.06 0.234 1.13 0.61-2.10  0.704 0.58 0.19-1.81 0.348
31- 1.05 0.47-1.34 0.851 0.86 0.47-1.57 0.616 0.44 0.14-1.38  0.157
Workplace
Hospital 1.67 1.12-2.50  0.012 2.84 1.91-423 <0.001 8.88 4.65-16.9 <0.001
Long-term care facility — n.a’ n.af n.af n.af n.af n.a' n.af n.a' n.a'
Participation in nationwide training program 2.03 1.43-2.89 <0.001 2.47 1.34-4.57 0.004 0.69 0.37-1.3  0.253
Frequency of caring for dying patients
At least one patient per month 2.68 1.90-3.76 <0.001 1.62 1.02-2.59 0.043 0.90 0.46-1.77 0.758

*EOLD: End-of-life discussion
95% CI: 95% Confidence interval
tn.a: not applicable

http://mc.manuscriptcentral.com/ajhpm
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Table 3-2 Nurses

Adequate EOLD* with

Exp(B)

American Journal of Hospice and Palliative Medicine

patients

95% CI8

Nurses

Identifying the proxy

decision maker

p Exp(B)

95% CI8

p

Sharing documented

EOLD* information with

the multidisciplinary team

Exp(B)

95% CI8

p

Years of practice
1-15
16-30
31-
Workplace
Hospital
Long-term care facility
Participation in nationwide training program
Frequency of caring for dying patients

At least one patient per month

1.00
0.63
0.63

0.30
n.af

1.52

3.89

0.45-0.87
0.44-0.90

0.22-0.40
n.af

1.03-2.24

2.92-5.15

0.012 1.00
0.005 1.48
0.011 1.55

<0.001 1.49
n.at n.af

0.035 2.09

<0.001 2.36

1.06-2.01
1.08-2.23

1.13-1.97
n.af

1.13-3.84

1.66-3.37

0.037
0.023
0.019

0.005
n.af

0.018

<0.001

1.00
0.98
0.79

0.86
n.atf

1.80

1.59

0.56-1.72
0.44-1.42

0.58-1.27
n.af

0.85-3.80

1.05-2.42

0.558
0.943
0.431

0.439
n.af

0.125

0.030

*EQOLD: End-of-life discussion
95% CI: 95% Confidence interval

tn.a: not applicable
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Table 3-3 Care staff Care staff
o Sharing documented
Adequate EOLD* with Identifying the proxy ) ) )
patients decision maker EOLD* 1nf0@?t10n with
the multidisciplinary team
Exp(B) 95% CI¥ p Exp(B) 95% CI¥ p Exp(B) 95% CI¥ p
Years of practice
1-15 1.00 0.146 1.00 0.143 1.00 0.327
16-30 142 0.95-2.12 0.086 1.48 1.00-2.18 0.049 1.05 0.52-2.12 0.896
31- 0.82 0.75-4.51 0.185 1.24 0.44-345 0.686 0.37 0.09-1.45 0.161
Workplace
Hospital n.af n.af n.af n.af n.af n.a' n.af n.a' n.af
Long-term care facility 0.52 0.35-0.78  0.002 0.46 0.33-0.62 <0.001 1.11 0.54-2.27 0.779
Participation in nationwide training program 2.83 1.21-6.64 0.017 4.65 1.54-143 0.006 2.47 0.31-19.8 0.394
Frequency of caring for dying patients
At least one patient per month 3.24 2.08-5.06 <0.001 2.23 1.40-3.54 0.001 1.17 0.49-2.79 0.720

*EOLD: End-of-life discussion
95% CI: 95% Confidence interval
tn.a: not applicable
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