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/ABSTRACT

Background. Advance care planning (ACP) is a process that
supports adults in understanding and sharing their personal
values, life goals, and preferences regarding future medical
care. We examined the current status of ACP and end-of-
life (EOL) communication between oncologists and patients
with metastatic breast cancer.

Materials and Methods. We conducted a survey among
41 institutions that specialize in oncology by using an online
tool in October 2019. Participants (118 physicians) from
38 institutions completed a 39-item questionnaire that
measured facility type and function; physicians’ background
and clinical approach, education about EOL communication,
and understanding about ACP; and the current situation of
ACP and EOL discussions.

Results. Ninety-eight responses concerning physicians’ engage-
ment in ACP with patients were obtained. Seventy-one (72%)

answered that they had engaged in ACP. Among these, 23 (33%)
physicians used a structured format to facilitate the conversation
in their institutions, and only 6 (8%) settled triggers or sentinel
events for the initiation of ACP. In the multivariable analysis, only
the opportunity to learn communication skills was associated
with physicians’ engagement with ACP (odds ratio: 2.8, 95% con-
fidence interval: 1.1-7.0). The frequency and timing of communi-
cation about ACP and EOL care with patients substantially varied
among the oncologists. Communication about patients’ life
expectancy was less frequent compared with other topics.
Conclusion. The opportunity to improve EOL communication
skills promoted physicians’ engagement with ACP among
patients with metastatic/advanced breast cancer. However,
there were still substantial variabilities in the method, fre-
guency, and timing of ACP and EOL communication among
the oncologists. The Oncologist 2021;26:e686—e693

Implications for Practice: This study found that the opportunity to improve end-of-life (EOL) communication skills pro-
moted physicians’ engagement in advance care planning (ACP) among patients with metastatic/advanced breast cancer. All
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oncologists who treat said patients are encouraged to participate in effective education programs concerning EOL communi-
cation skills. In clinical practice, there are substantial variabilities in the method, frequency, and timing of ACP and EOL com-
munication among oncologists. As recommended in several clinical guidelines, the authors suggest a system that identifies
patients who require conversations about their care goals, a structured format to facilitate the conversations, and continu-

ous measurement for improving EOL care and treatment.

INTRODUCTION

Although the development of new targeted therapies and
immune therapies has improved survival outcomes among
patients, metastatic breast cancer (MBC) is still difficult to
cure [1-3]. Therefore, the main goal of MBC treatment
remains to prolong survival and improve patients’ quality of
life (QOL). However, treatment expectations differ greatly
between patients and physicians. More than half of
patients with metastatic colon or lung cancer considered
that the purpose of systemic therapy was to cure the dis-
ease [4], and patients with MBC are also not provided with
adequate information about the disease [5, 6].

Although discussing end-of-life (EOL) care is one of the
important elements in the communication between clini-
cians and patients with noncurable cancer [7], it often
occurs late in the course of their illness, and some patients
have no EOL discussions before death [8-10]. Failing to
have these discussions is associated with intensive treat-
ment (e.g., chemotherapy, admission in intensive care unit)
near EOL and underuse of medical resources such as pallia-
tive care service [11, 12]. There are many reasons for the
less frequent EOL communication between patients and phy-
sicians [13—16]. Some physicians may have little confidence
in their EOL communication ability, particularly related to
uncertainty about prognosis and fears over providing an
inaccurate prediction. Physicians also may fear that sharing
bad news could lead to patients’ experiencing depression
and a loss of hope. Other physicians may fear not knowing
how to answer patients’ questions during EOL discus-
sions [13].

The purpose of advance care planning (ACP) is to enable
individuals to make plans about their future health care and
increase the quantity and quality of discussions about EOL
care and treatment. ACP has been shown to improve the
consistency of care with patients’ goals among various
patient populations [17, 18]. However, there are several defi-
nitions and concepts of ACP, which make it difficult for
clinical practitioners and researchers to understand what
ACP means. Therefore, multidisciplinary panels of interna-
tional experts recently met to develop a consensus definition
of ACP in Europe, the U.S., and Asia [19-21].

Because there have been few reports about the current
status of ACP and whether oncologists’ specialty and experi-
ence affect their attitude toward EOL discussions, we exam-
ined the current status of ACP and EOL discussions with
patients with MBC to determine what factors are associated
with physicians’ engagement with ACP in institutions that
specialize in oncology. Existing literature indicates, to date,
that the beliefs of physicians and their attitudes toward EOL
discussions are possible factors associated with the timing
[12, 22, 23]. However, these findings come from less recent
works conducted among physicians of patients with other
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Table 1. Definitions of advance care planning from several
organizations

Organization (country) Definition

Institute of Medicine
(U.S.) [39]

A process of discussion of end-
of-life care, clarification of
related values and goals, and
embodiment of preferences
through written documents
(e.g., advance directive,
physicians’ orders for life-
sustaining treatment) and
medical orders

Ministry of Health,
Labour, and Welfare
(Japan)

A process in which the individual
repeatedly discusses end-of-life
treatment and care with the
family and care teams, in
advance

Sudore and colleagues Advance care planning is a

(U.S. and other countries) process that supports adults at

[19] any age or stage of health in
understanding and sharing their
personal values, life goals, and
preferences regarding future
medical care

European Association for Advance care planning enables

Palliative Care (Europe) individuals to define goals and

[21] preferences for future medical
treatment and care, to discuss
these goals and preferences
with family and health care
providers, and to record and
review these preferences if
appropriate

types of metastatic/advanced cancers. Our study is, to the
best of our knowledge, the first survey on the current status
of ACP for patients with advanced MBC per the views of phy-
sicians who specialize in cancer treatment and care.

MATERIALS AND METHODS

Participants

We conducted a survey about the current status of ACP and
EOL communication between patients with breast cancer
and physicians. The target population of our survey was all
physicians who treat breast cancer, including surgical oncol-
ogists, medical oncologists, and palliative care physicians in
45 institutions that belong to the Japan Clinical Oncology
Group (JCOG). JCOG is the largest Japanese cooperative
group for cancer treatment that is fully funded by national
research grants [24, 25] The breast cancer study group of
JCOG (JCOG-BCSG) has conducted more than 20 clinical tri-
als, mainly for patients with MBC, since 1985.

© 2020 The Authors.
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Table 2. Physicians’ engagement with advance care
planning and institution- and physician-related factors

Physicians’
engagement with
advance care planning

Not
Engaged, engaged,
Factor n (%) n (%) p value
Facility factor
Facility type
Academic university 22 (31) 5 (18) .003
Cancer center 18 (25) 13 (48)
National hospital 6 (8) 8 (30)
Municipal/prefectural 8 (11) 0 (0)
hospital
Medical 8 (11) 1(3.7)
cooperation
Other 9 (12) 0 (0)
Supportive/
palliative
care clinic
Yes 60 (85) 24 (89) .58
No 11 (15) 3(11)
Palliative care ward
Yes 24 (34) 15 (56) .049
No 47 (66) 12 (44)
Physician factor
Department
Surgical oncology 52 (73) 21 (84) A7
Medical oncology 17 (24) 4 (16)
Palliative care 2 (3) 0 (0)
Experience in
oncology, years
<10 12 (17) 4 (15) .20
10-19 31 (44) 17 (63)
>20 28 (39) 6 (22)
Average number
of outpatients
in charge
per day
<20 13 (18) 7 (26) .70
20-39 35 (50) 13 (48)
>40 22 (31) 7 (26)
Average number
of patients with
metastatic/advanced
breast cancer
in charge per week
<10 23 (32) 10 (37) .91
10-19 22 (31) 8 (30)
>20 26 (37) 9 (33)
Average consultation
time with outpatients
with metastatic/advanced
breast cancer, min
<10 21 (30) 11 (40) 29
10-30 50 (70) 16 (60)

(continued)

© 2020 The Authors.
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Table 2. (continued)

Physicians’
engagement with
advance care planning

Not
Engaged, engaged,

Factor n (%) n (%) p value
Opportunity to learn
about communication
skills in end-of-life
discussions

Yes 45 (63) 10 (37) .02

No 26 (37) 17 (63)
Total 71 27

Instrument Development

The questionnaire was designed based on an extensive liter-
ature review and evaluated through several meetings and
emails by focus-group members of JCOG-BCSG. The focus-
group comprised 6 medical oncologists, 1 palliative care
specialist, 2 nurses, and 15 surgical oncologists who special-
ized in MBC treatment. We also obtained feedback about
the design and contents of the questionnaire from mem-
bers of several patient advocacy groups. Based on both
forms of feedback, we revised the questionnaire. We devel-
oped the questionnaire using an online survey tool, Survey
Monkey (SurveyMonkey Inc., San Mateo, CA). We did not
collect any identifiable information from physicians; thus,
we deemed that our survey did not require approval from
an institutional review board. After confirmation that the
survey questions worked properly by focus-group members,
we started to collect responses in October 2019. Using our
mailing list, we sent invitations twice to 385 physicians at
45 institutions with the Web link and QR code.

Study Outcome Measures

The questionnaire consisted of 39 questions, including facil-
ity type and function (seven questions), physicians’ back-
ground (three questions), physicians’ situation and clinical
approach to patients with metastatic and recurrent cancer
(e.g., number of outpatients per day, timing of referral to
palliative care clinic; five questions), opportunity for educa-
tion about EOL communication (two questions), physicians’
understanding about ACP (three questions), current situa-
tion of ACP (13 questions), and the current situation of EOL
discussion (six questions; see supplemental data). These
questions about facility type and function, physicians’ back-
ground, physicians’ situation and clinical approach to
patients with metastatic and recurrent cancer, and opportu-
nity for education about EOL communication could poten-
tially contribute to physicians’ engagement with ACP. We
investigated associations between these questions and a
question about the physicians’ engagement with ACP (ques-
tion 20 in supplemental data). As shown in Table 1, each
organization had a slightly different definition of ACP. We
asked physicians what definition was closest to what they
believed by masking the organization in the questionnaire.

Oncologist



Sagara, Mori, Yamamoto et al.

€689

= All patients
60

50

o

Number of physicians
o

o

Patients' concerns, their
values, life goals, and their
preference for future care

m Almost all patients

40
30
sl
° 1
— HEEN

Life expectancy

m Sometimes Rarely u Never

| I I - . I|I

End-of-life care and
treatment

Clinical course of physical
function

Content of communication with patients and their families

Figure 1. Frequency of communication with patients with metastatic breast cancer.

Statistical Analysis

The variable types of responses to the questionnaires on
facility and physician factors were categorical or binary.
Therefore, for the univariable analyses, we performed chi-
square tests to investigate which factors were associated
with physicians’ engagement with ACP. Following this, the
adjusted odds ratios of physicians’ engagement with ACP
were reported from a multivariable logistic regression model
by using the variables that were significant in the univariable
analysis (i.e., facility type, existence of palliative care ward in
the institution, and opportunity to learn communication skills
in EOL discussion). Two-tailed values of p < .05 denoted sig-
nificance. Statistical analyses were performed using STATA
version 16.0 (STATA Corp., College Station, TX).

RESULTS

During the 2-week data collection period, we obtained
responses from 118 physicians (90 surgical oncologists,
25 medical oncologists, and 4 palliative care physicians) from
41 institutions across Japan. There were 20 physicians (17%)
who did not complete half of the questions. Among them,
18 physicians (15%) were not engaged in treating patients
with MBC or associated with outpatient clinics. Thus, they
were not given the opportunity to answer questions on ACP.
A total of 98 (83%) physicians from 38 institutions completed
half of the questions, and 89 (75%) physicians completed the
last question. In the survey, 94 (80%) oncologists had more
than 10 years of experience, and 66 (56%) and 35 (30%)
oncologists saw more than 10 or 20 patients with MBC per
week, respectively.

Physicians’ Understanding and Engagement with ACP
There were 98 responses concerning physicians’ engagement
in ACP with patients. Seventy-eight (80%) physicians
answered that they understood well or almost understood
what ACP means, and 20 physicians (20%) answered that
they had just heard about ACP. The ACP definition (Table 1)
that physicians considered most appropriate was as follows,
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from most to least appropriate: the definition of European
Association for Palliative Care (n = 35, 36%), Sudore and col-
leagues (n =28, 29%), Ministry of Health, Labour, and Wel-
fare of Japan (n =21, 21%), and Institute of Medicine
(n =14, 14%). All respondents (n = 98) considered that the
process of ACP is necessary in their clinical practice.

Seventy-one (72%) physicians answered that they had
engaged in ACP. Table 2 shows the associations between
physicians’ engagement with ACP and the examined vari-
ables. In univariate analyses, physicians’ engagement with
ACP was less frequent in cancer centers (p = .003), facili-
ties with palliative care wards (p = .049), and physicians
without the opportunity to learn communication skills
(p = .02). There was no association between ACP engage-
ment and the following background characteristics of phy-
sicians: physicians’ department and experience in
oncology, average number of outpatients per day, average
number of patients with MBC in charge per week, and
average consultation time with outpatients with MBC. In
the multivariable analysis, only the opportunity to learn
communication skills was associated with physicians’
engagement with ACP (odds ratio: 2.8; 95% confidence
interval: 1.1-7.0). There were three main types of reasons
for not engaging in ACP. First, physicians answered that
there was no systematic approach concerning ACP in their
institution (n = 9). Second, physicians did not understand
how to initiate ACP with patients and families (n = 7).
Finally, physicians did not have enough time and human
resources in their institution (n = 5).

Among the 71 physicians who had engaged in ACP
across 34 institutions, the process of ACP was engaged in
by individuals (n = 33; 21 institutions), medical or surgical
oncology departments (n = 14; 11 institutions), palliative
care services (n = 1), or institutionwide (n = 23; 11 institu-
tions). Twenty-three (33%) physicians used a pamphlet or a
structured format to facilitate the conversation, and only
six (8%) physicians settled triggers or sentinel events
(e.g., initial diagnosis of metastatic disease, relapse, or pro-
gression) for the initiation of ACP for patients with MBC.

© 2020 The Authors.
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As soon as possible after the diagnosis of
advanced/metastatic breast cancer

The physical symptom(s) appear

The expected prognosis is less than one year

The number of remaining anticancer therapy is few

Hospitalization due to worsening of
physical symptom(s) or performance status

When the patient and/or family ask the physician
a relevant topic

o

10 20 30 40
Number of physicians

Figure 2. Appropriate timing of conversations with patients concerning patients’ values, goals, and preferences for future care

(n = 89; choice of one appropriate timing).

As soon as possible after the diagnosis
of metastasis even without any symptom

The patient needs psychological support

Poor pain control of the patient

Late line (e.g., 4th or 5th line) of anticancer therapy

Before withdrawal of anticancer therapy,
or before transfer to the palliative care ward

o

10 20 30 40 50 60 70 80
Number of physicians

Figure 3. Appropriate timing for referring patients to a palliative care department (n = 100; choice of two appropriate timings).

Frequency and Timing of Communication about EOL
and Resource Use

The frequency of communication about ACP and EOL with
MBC patients is shown in Figure 1. Communication about
life expectancy was less frequent compared with the other
topics. We did not find any association between the fre-
quency of communication and physicians’ background.

As shown in Figure 2, there were few discussions with
patients about their values, goals, and preference for future
care, which were performed mostly when little anticancer
therapy remained (n = 33; 37%) or as soon as possible after
the diagnosis of metastasis (n = 29; 33%). Most physicians
documented the content of discussions with patients as a
brief summary (n = 54; 61%), whereas many others (n = 31;
35%) documented them in detail in their medical chart.

Figure 3 shows the appropriate timing of referral to pal-
liative care departments. Reasons included psychological
(n = 54; 54%) or physical (e.g., poor pain control; n = 74;
74%) support, the late line (e.g., fourth or fifth line) of anti-
cancer therapy (n = 26; 26%), and before withdrawal of

© 2020 The Authors.
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anticancer therapy or before transfer to the palliative care
ward (n = 14; 14%).

DiscussioN

To our knowledge, this is the first survey on the status of
ACP for patients with advanced MBC, as per the views of
physicians who specialize in cancer treatment and care. In
our survey, most physicians agreed with the concepts and
the definition of ACP by Sudore and colleagues and the
European Association for Palliative Care (EAPC), which do
not focus on EOL care—rather, they emphasize the impor-
tance of personal values, life goals, and preferences regard-
ing future medical care (Table 1). In contrast, the
definitions of ACP by the Institute of Medicine and the Min-
istry of Health and Welfare of Japan focused on discussions
about EOL treatment or care. More than one-third of physi-
cians considered these definitions better than the two defi-
nitions by Sudore et al. and EAPC.

Oncologist
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The National Comprehensive Cancer Network guidelines
describe practical interventions and evaluations during the
ACP process [26]. In those guidelines, several types of inter-
ventions are recommended according to patients’ estimated
life expectancy. If the estimated life expectancy is months to
years, the oncology team first should assess patients’
decision-making capacity and identify a surrogate decision-
maker, if necessary; then, they should initiate discussions
about patients’ personal values and care preferences. Only
when the estimated life expectancy is weeks should the
oncology team determine patients’ and their caregivers’
preferences for the location of patients’ death and recon-
firm patients’ values and EOL decisions. Although the
appropriate timing of initiating ACP processes is controver-
sial [27], care providers should offer interventions that are
tailored to patients’ needs.

In our survey, more than 70% were surgical oncologists
because only a small number of institutions have a medical
oncology department in Japan [28]; therefore, surgical
oncologists—who are qualified to treat breast cancer—
typically play the chief role in the systemic treatment of MBC.
Seventy-two percent of the oncologists responded that they
were engaged in ACP processes. The only factor that was asso-
ciated with physicians’ ACP engagement was the opportunity
to learn communication skills in EOL discussion. The two most
frequent reasons for not engaging in ACP were not having a
systematic approach in their institution and not understanding
the method to provide ACP to patients. All oncologists who
offer treatment for patients with metastatic/advanced cancer
are encouraged to participate in effective education programs
concerning EOL communication skills [29].

Among the physicians who responded that they were
engaged in ACP processes with patients, half were engaged
individually (not organizationally). Few physicians used a
pamphlet or a structured format to facilitate these conver-
sations, and there was not a standard process of ACP in
most institutions. Moreover, there was substantial variabil-
ity in the frequency and timing for initiating EOL treatment
and care discussions. Previous studies investigating EOL dis-
cussion between physicians and patients with other types
of metastatic/advanced cancers, also showed similar vari-
ability; the beliefs of physicians regarding EOL discussion
were reported to be associated with the timing [8, 22].

Communication about life expectancy was less frequent
compared with the other topics. Although we did not find
any association between physicians’ ACP attitudes and their
background characteristics, Mori and colleagues found that
oncologists’ own perceptions about what is important for a
“good death,” perceived difficulty in estimating the progno-
sis, and discomfort in talking about death influence their
attitudes toward EOL discussions [23]. As recommended in
several clinical guidelines [7, 30], there is a need to develop
a system that identifies patients who require conversations
about their care goals, a structured format to facilitate said
conversations, and continuous measurement for improving
EOL care and treatment in each institution.

In several randomized controlled trials, researchers inves-
tigated the influence of ACP among patients with metastatic
cancers on improved EOL conversation quality and patients’
anxiety and depression [31-35]. However, these studies were
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unable to demonstrate whether the conversations resulted
in care that aligned with patients’ goals or whether they lead
to improved QOL during treatment. In addition, most ACP
interventions in the clinical trials focused on communication
about the EOL care and treatment for the patients whose
expected prognosis was less than 1 year. It is not yet clear
what kind of ACP program is appropriate and when we
should start interventions for patients with advanced cancer
[27, 36-38]; therefore, further clinical research is required to
offer optimal ACP tailored to individual patients with meta-
static/advanced cancer.

There are several limitations to our study. First, the target
population of our questionnaire includes oncologists from the
major cancer centers and universities that belong to JCOG-
BCSG. Therefore, our results are not generalizable to those
who provide community-level ACP. In addition, the perspec-
tives of nurses and patients should also be investigated,
although our previous study revealed that physicians and
nurses noted similar ACP experiences (45 of 71 nurses com-
pleted 90% of the survey; data not shown). Second, the
response rate of the physicians to our questionnaire is not so
high (31%), and the sample size of medical oncologists and
palliative physicians was also small in this survey; thus, we did
not have enough power to detect ACP differences per spe-
cialty. However, 41 out of 45 institutions (91%) responded to
the questionnaire, indicating the current status of ACP across
Japan. A further study should expand the target population.

CONCLUSION

We found the opportunity to learn about communication
skills concerning EOL discussion, which promoted physi-
cians’ engagement with ACP among patients with MBC.
However, there were still substantial variabilities in the
method, frequency, and timing of ACP and EOL communica-
tion that were dependent on beliefs and attitudes of oncol-
ogists. It is crucial to promote educational opportunities
and a cross-organizational system for facilitating ACP and
EOL communication in each institution. Further randomized
clinical trials to investigate and disseminate optimal ACP,
tailored to the individual needs of patients with metastatic/
advanced cancer, are required.
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