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Abstract

Purpose: This study aims to understand how elderly patients with advanced
cancer and their families make a decision for a place of death for the patient.
Methods: Semi-structured interviews were conducted with 17 pairs of elderly
patients and members of their family. The patients had finished anticancer
treatment and made some decision about the preferred place of death. A
modified grounded-theory approach was used for the data analysis. Results:
Making a “tentative” decision for the place of death of the elderly patients is a
process with the core category [carefully choosing the final place for self-ful-
fillment]. The patients were “conducting a comprehensive review of the place
of death” and “embracing the wishes for a way of life without difficulty”. In-
volving the family in making a “tentative” decision about the place of death of
the elderly patients is the process with the core category [realizing the wish of
patients in the terminal condition for the way for death]. The families were
“examining the place of death from different aspects” and “respecting the pa-
tient’s intention as far as possible”. Conclusions: When the patients [careful-
ly choosing the final place for self-fulfillment], it was important to reconcile
their wishes with the burden on the families. When the families were trying to
[realize the wish of patients in the terminal condition for the way for dying],
it was important to balance the respect for the patient intentions and home-
care they can provide for the patient. For the patients and their families, it is
essential to mutually understand the intentions and wishes of the other party
in decision making about the place of death.
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1. Introduction

With the increasing number of elderly patients with cancer dying in Japan [1],
the older the patient the more advanced the cancer staging becomes [2], and
there are many elderly who are diagnosed with advanced cancer. Previously, it
was possible for cancer patients to be hospitalized in hospitals for acute cases
and receive treatment till the end-of-life even after there was no effective anti-
cancer treatment. However, as functional differentiation among hospitals is in-
creasing in Japan [3], it is difficult for patients to receive treatment in such acute
hospitals till the end of life, and it is an urgent issue to consider where elderly
patients with advanced cancer can spend their final days of life.

Dying at a preferred place is very important for cancer patients to maintain
their own preferred way of life till the end because it affects the quality of life
(QOL) of patients and alleviates the depression and sorrow for the bereaved
family [4] [5]. Further, to make it possible for patients to die at a preferred place,
it is necessary to make decisions about the place of death in advance because it
has been reported that the disease conditions of cancer patients in the terminal
stage tend to worsen suddenly [6], and that 42.5% of elderly patients required
decisions about treatment in the final days of life and 70% of such patients
lacked the capacity to make such a decision [7]. For these reasons, it is difficult
for patients to decide on the preferred place of death after their condition has
worsened, and the families are under stress to decide on the final place in a short
period of time [8]. Therefore, it is important to decide the place of death in ad-
vance to make patient and family realize how they wish matters to be settled
when anticancer treatment is no longer effective. Further, even if cancer patients
have decided on a preferred place of death in advance, there will be cases where
the place has to be changed due to painful symptoms, decreased physical func-
tioning, and family caregiving ability [9]. This suggests that if the first decision is
satisfactory for both the patients and their families, they will be able to more eas-
ily change the place where death is assumed to take place when the situation
makes the patients wish to change the preferred place. For this reason, it is in-
dispensable to make a “tentative” decision about the place of death when anti-
cancer treatment has ceased to be effective so that patients can maintain their
QOL and die in their preferred way.

In decision making about the place of death of cancer patients, the thoughts of
the families as well as the patients are important because it affects the daily life of
families [10]. In addition, since the thoughts of patients in the decision making
are influenced by concerns of their family [11], it is important to understand
how families are involved in the decision making, to enable the elderly patients
to spend their final days at the preferred place. Previous studies have reported
the experience of terminal cancer patients and families in decision making about
the place of death [12], the decision-making process of terminal cancer patients
and families [13], and identified 17 factors related to the place selection [14].

However, we have located no studies that clearly and in detail showed how el-
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derly patients with advanced cancer and their family members make decisions
about the place of death before and after the end of anticancer treatment. Fur-
ther, the “decision in the transition to the place of death” is reported to be the
most important issue in cancer nursing research in Japan [15]. Therefore, we be-
lieve that if we have a better understanding of how elderly patients with ad-
vanced cancer and their family members make the “tentative” decision about the
place of death, it will become possible to understand what kind of decision sup-
port is of assistance and how this is to be provided for such patients, and con-
tribute to improving the quality of cancer nursing practices.

This study aims to understand how elderly patients with advanced cancer and

their families make a “tentative” decision about a place of death for the patient.

2. Methods

2.1. Definitions of Terms

1) Decision making about the place of death: The best choice according to
circumstances of the cancer patients among different options for a place of
death, resulting from a careful evaluation of the wishes of these patients and the
burden on the family, as well as through open discussions with other persons
concerned [16].

2) Family: Regardless of marriage or blood relationship, person(s) who are
mainly involved in patient care and decision making with mutual awareness as a

family member.

2.2. Study Design

This study employed the exploratory qualitative descriptive design to search for
factors due to the necessity to construct a theory based on data to understand
how the elderly patients with advanced cancer and their families make decisions

about a place of death for the patient.

2.3. Participants

Data were collected at a designated cancer care hospital, a home care clinic, and
a hospice in the Kansai region in Japan. Inclusion criteria were 1) patients with
advanced cancer over the age of 65 (265) and their family, 2) patients who had
finished anticancer treatments with the diagnosis that no radical cure could be
expected, and had made some decision about the place of death, 3) patients who
were able to communicate verbally and had no problems in cognitive functions
that could affect communication, and 4) patients of whom the chief physician
and nurse in charge had decided that the patients would be able to respond dur-
ing 30 to 60 minute interviews. Exclusion criteria were 1) patients whose physi-
cal conditions were not stable, and 2) patients who were not mentally fit, har-
bored strong feelings of anxiety, or were not convinced of the disease condition.
We requested the chief physician and nurse in charge to introduce us potential

participants from among inpatients, outpatients, and patients in-home care to
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alleviate symptoms. We explained the purpose of the study in writing to the in-
troduced potential participants and included those who expressed consent to

participate in the study.

2.4. Data Collection

1) Survey period: August of 2018 to August of 2019

2) Data collection methods: We collected data through semi-structured inter-
views using an interview guide, and interviewed the patients and their families
separately instead of interviewing them together to ensure that they would ex-
press their own ideas and thoughts straightforwardly: we first interviewed the
patients who were the subjects to make the decisions about a place of death, and
then the family member. Questions put to the patients are as follows: 1) Where
do you wish to spend your final days of life, how do you wish to spend the days,
and why? 2) How did you decide where to spend the time till the end of life? and
3) How did you decide on the treatments received so far and the discontinuation
of further treatment? Questions to the family members are: 1) Where do you
wish the patient, a member of your family, to spend he final days of life, how do
you wish this relative to spend the days, and why? 2) How were you involved in
the decision on where to spend the time till the end of life? and 3) How were you
involved in the decision on the treatments received so far and the discontinua-
tion of treatment? The number of interviews was once or twice per participant,
and the length of an interview was about 30 to 60 minutes in consideration of
the physical and psychological burden on the participants. The interviews used
locations where the privacy of the participants could be protected. With the
permission of the participants, the interviews were recorded on an electronic
audio recording device, and transcribed. The demographic data of the partici-
pants were collected from the medical and nursing records with the permission

of the participants.

2.5. Data Analysis

The data were analyzed using a modified grounded-theory approach (M-GTA)
developed by Kinoshita (2003) [17]. Kinoshita modified the grounded-theory
approach (GTA) proposed by Glaser and Strauss in the 1960s to an original
coding method, taking advantage of the basic characteristics of the GTA. With
the M-GTA the focus is on the participants when interpreting the data without
splitting the data into segments. By generating a concept directly from the inter-
pretation of the data, analysis is performed paying close attention to the data,
and an original theory is generated. The M-GTA is suitable for research related
to social interactions in which people interact directly and when the phenome-
non that is subject to the analysis has a process-like character. We find the
M-GTA suitable in this study because the decision making of patients with ad-
vanced cancer and their families about the place of death is a complex process

and involves phenomena including interactions among participants, their fami-
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lies, and medical professionals.

The analysis was performed as follows. 1) A transcript was created from the
recorded interview data. 2) Subjects that were the focus of the analysis were de-
termined as “patients who had finished anticancer treatment and had made a
‘tentative’ decision about the place of death”, and the topic of the analysis was
“the process to make a ‘tentative’ decision about the place of death after the dis-
continuation of anticancer treatment”. 3) We selected one subject case with
many statements related to the topic of the analysis, extracted parts relevant to
the topic of the analysis, and generated concepts from the identified matters. 4)
We created a worksheet for each concept, and noted the name of the concept, its
definition, specific examples, and theoretical remarks on the worksheet. 5) From
the second case onward, we proceeded with the analysis from the viewpoint of
opposites and similarities in the comparisons. 6) After completion of the analysis
of all subjects identified, we examined the relationship between the concepts,
and created categories. 7) Based on this, we examined the relationship between
the categories, and drew up a result diagram that explains the decision making
process for the place of death. 8) Finally, we wrote the explanations of the result
diagram together into one “narrative” using the concepts and categories as a
story line.

For the family data, we determined focal subjects for the analysis as “family
members of patients who had finished anticancer treatment and made a ‘tenta-
tive’ decision about the place of death”, and the topic of the analysis as “the
process involved for the patients in making a ‘tentative’ decision about the place
of death after the discontinuation of anticancer treatment”. We conducted the
procedures in (3) to (8) described above. In (7), we compared the relationship
between the categories obtained from the patient data with those from the family
data, and drew a result diagram that includes the details of the decision making

process for the place of death.

2.6. Credibility of the Data Analysis

This study is based on standards to ensure the credibility of the qualitative re-
search relying on published standards [18]. We used the M-GTA, which has
been established as a qualitative method of analysis and as it is widely used in
Japan, to ensure the credibility. Further, we selected facilities where the re-
searchers are familiar with the organizational culture, to make it easier to estab-
lish mutual trust relationships between researchers and participants. Also, we
selected participants from three facilities to ensure a broad-based understanding,
paying attention to avoiding biases in sex, age, and carcinoma types. The whole
of the course of the study was supervised by several researchers familiar with
cancer nursing and qualitative research. Further, the data collection period, the
number of participating facilities and participants, particulars of the partici-
pants, the data collection method, and the interview durations are described in

the paper to improve transferability. The study design, survey content, and anal-
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ysis methods are also described in the paper to improve dependability.

2.7. Ethical Considerations

This study was approved by the ethics review committees of Osaka Medical Col-
lege and the institution where the study was conducted (Approval No. Nurs-
ing-91), as well as the ethics review committees of the participating facilities (No.
335, No. 2018-046). Where a facility had no ethics review committee, we con-
ducted the study by obtaining permission from the director of the facility. The
study purpose, details of cooperation requested, methods, protection of privacy,
personal benefits and disadvantages arising from this study, voluntary participa-
tion, methods of withdrawal of consent and publication of the study results were
detailed to the participants in writing. We also explained the way of storing and
discarding the study data. Participants expressed consent to the participation in

the study by attaching signatures to the informed consent form.

3. Results
3.1. Demographics (Table 1)

The participants were 17 pairs of elderly patients with advanced cancer over 65
years of age and members of their family (in total 34 persons). The patients had
finished anticancer treatment and made some decision about the preferred place
for death. The gender of patients: 6 males/11 females, and of family members: 6
males/11 females; the mean age of the patients: 77.9 years, and of the family
members: 67.4 years. The treatment facilities at the time of the survey: for 7 pa-
tients at hospitals, 5 at hospices, and 5 at home (including home hospices). The
“tentatively” decided place for death: for 7 patients at hospitals, 8 at hospices,
and 2 at hospitals/hospices/home (including home hospices). The family mem-
ber relationships: 8 spouses, 8 children, and 1 sister. The number of interviews: 1
- 2 times per participant, and the average interview length per participant: 30

minutes for patients and 38 minutes for the family members.

3.2. Results of the Analysis

The analysis yielded 21 concepts for the patients, and 20 for the family members.
Details are described in the following sections, and Figure 1 and Figure 2 show
the results of the analysis by patient and family member. Core categories are in-
dicated with square brackets ([ ]), categories are with single quotation marks

(“”), and concepts with angular brackets (< >).

3.3. Results of the Analysis

3.3.1. Results with the Patients

1) Story line

Making a “tentative” decision about the place for death of the elderly patients
with advanced cancer after the discontinuation of anticancer treatment is a process

with the core category [carefully choosing the final place for self-fulfillment].
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Patients were “conducting a comprehensive review of the place of death”, such

as <determining the responses to be made when painful symptoms grow strong-

er> and <determining a place where they can expect to lead life as desired> by
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<having appreciated forecasts of worsening disease conditions> in a <feeling of
uncertainty of the life duration to be expected>, and “embracing the wishes for a
way of life without difficulty” considering a <desire for life in ways they are ac-
cepting of until the end> and the <concerns for the burden of the family>.
[Carefully choosing the final place for self-fulfillment] was triggered by the “no-
tion of an unavoidable death” illustrated by <preparing for an inescapable
death> by <reasoning to recognize death> and <understanding the own disease
condition that the remaining life will not be long> while <having been disap-
pointed at not being able to live longer> after “accepting the discontinuation of
anticancer treatment” in the situation that was different for the different pa-
tients, expressed as <feeling disappointment that there is no means of anticancer
treatment>, <giving up continuing medication due to physical limitations>, and
<giving up medications as any cure is hopeless>. [Carefully choosing the final
place for self-fulfillment] was conducted based on “preferences in the way of de-
ciding the place of death” with “understanding from the family for the decision
making about the place for death”. Further, [carefully choosing the final place
for self-fulfillment] was made easier by “information from the medical staff”.

2) Definition of core categories

[Carefully choosing the final place for self-fulfillment] means to select a place
where patients can live out the remaining period of life with dignity by living as
they wish and agree is feasible for dying peacefully. This is a core category in the
“tentative” decision-making process of the elderly patients with advanced can-
cer, and this core category includes this core category includes “conducting a
comprehensive review of the place of death” and it is “embracing the wishes for
a way of life without difficulty”.

3) The basis for the category concept

The following sections describe the definitions of categories, and the concepts
covered by the categories are shown with specific examples here. Events are in-
dicated with double angled brackets (<< >>), specific examples with Italics, sup-
plementary explanations by a researcher with round brackets (( )), and partici-
pant ID with (letters).

A) “Accepting the discontinuation of anticancer treatment”

“Accepting the discontinuation of anticancer treatment” expresses that pa-
tients have understood the continuation of the treatment as a burden on the
body and consented to the discontinuation of the anticancer treatment which
will mean that as a result death is bound to follow. This acceptance was con-
ducted after <<receiving explanation about the discontinuation of anticancer
treatment and encouragement to consider the place of death>> based on various
considerations and depending on the patients.

<Feeling disappointment that there is no means of anticancer treatment>

“(When the doctor told me that there was no effective treatment), I felt a bit
down. Nothing, any longer,... thinking that I cannot do anything. So I was cu-
rious about something where the Noble Prize was awarded. I asked the doctor if

such treatment would be available for me (immunotherapy), but the doctor told
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me that it was not a cure-all. So, I accepted that I cannot be helped further. (B)”
<Giving up continuing medication due to physical limitations>

“I wish I could also continue treatment (medication following the radiation
therapy), but I do not wish to live long under such a therapy. There I threw up
(puked). It gave me a hard time. So, I asked the doctor to discontinue the treat-
ment because of the vomiting, although there were other anticancer drugs. (N)”

<Giving up medications as any cure is hopeless>

“Since I was told that I cannot have surgery because (the cancer) was spread-
ing at the time of the examination, I was prepared for what would happen im-
mediately after that. The doctor said that anticancer drugs do not work well. So
my preference was to do nothing rather than suffering from anticancer drugs. I
hope my present condition will last a little longer. And now I am still alive. (C)”

B) “Notion of an unavoidable death”

The “notion of an unavoidable death” means that patients themselves are
prepared for the unavoidable death by an understanding of the own disease con-
dition or after reasoning that their death is the life span remaining to them,
while they still have an attachment to life. This is realized after “accepting the
discontinuation of anticancer treatment”. <Preparing for an inescapable death>
is influenced by patients being able to understand the disease conditions through
the explanation of physicians and having developed a reason for their own death.

<Having been disappointed at not being able to live longer>

“(Because my first grandchild was born 7 months ago), I want to live even a
little longer, but I do not know about the life span that I have. I cannot be
helped. It is no use worrying about my life. (B)”

<Reasoning in recognizing death>

“I have worked hard enough. So I think it would be acceptable for me (even if
I die). I really worked hard. (K)”

<Understanding the own disease condition that the remaining life will
not be long>

“With this disease, most people will die, and if I were really in the early stages,
maybe I could undergo a different treatment and live longer. But my doctor told
me that this disease (pancreatic cancer) advances rapidly and it is located in a
position that is difficult to determine. (E)”

<Preparing for an inescapable death>

“Well, I have to recognize mentally that I am going to die. I know I should not
say that I cannot help doing anything, but I think that I have no choice but to
face that it (death) is coming. (E)”

C) “Conducting a comprehensive review of the place of death”

“Conducting a comprehensive review of the place of death” means to consider
if patients themselves or their family can cope with the situation when the dis-
ease condition worsens and if a specific place provides the medical care they de-
sire, by preparing to accept the outcome of their own physical condition which is

worsening and difficult to predict.
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<Feeling of uncertainty of the life duration to be expected>

“I hope I will be taken care of at such a place (hospice) ill the last. I cannot
know what will happen to me till then. ())”

<Having appreciated forecasts of worsening disease conditions>

“I know (my disease condition) myself. I cannot express it in numbers. But |
cannot keep talking along, and I cannot keep singing because I cannot just keep
singing. So, thinking about this kind of condition, summer will not come. (C)”

<Determining the responses to be made when painful symptoms grow
stronger>

“In the end if I do not do that (go to the hospice), I have nowhere to stay, I
think. Well, what can I say, if the forecast is symptoms such as pain...) (A)”

<Determining a place where they can expect to lead life as desired>

“For me because I have finished the treatment, I thought that it was in a hos-
pital room that I would just finish my life. That was all I thought. But when I
came here (to the hospice), there is not much difference (from the ward where I
was treated). After all, I was thinking of, when I provided end-of-life care for my
mother-in-law, many patients were in in one large room. Only the same types of
patients. Having patients sleeping who are just proceeding towards the end. I
imagined like this and thought it was too bad really. (F)”

D) “Embracing the wishes for a way of life without difficulty”

“Embracing the wishes for a way of life without difficulty” means patients
having a clear view of the place of death by considering that the care and mental
burden on the family and the changes in the family life accompanied by the care
will be reduced, while hoping to live out the remaining period of life with dignity
by living as they wish and to die peacefully.

<Desire for life in ways they are accepting of until the end>

“I am doing various things, and I like cycling. But because my physical condi-
tion is like this (what I can do is limited), I hope I will be able do something at
home, such as drawing. (O)”

<Concerns for the burden of the family>

“If everyone is burdened, I would rather like to be hospitalized or look for a
place like another facility... I do not want to show my suffering condition (to my
family). No, never. I think my family will be sad (to see me coughing and strug-
gling for air). (O)”

E) “Understanding from the family for the decision making about the
place for death”

“Understanding from the family for decision making about the place for death”
means that patients obtain acceptance from the family about deciding the place
of death by themselves and entrusting the decision to the family. There were dif-
ferences in how they obtained the acceptance for the different participating pa-
tients.

<Implicit understanding by family to accept self-determination>

“(When I told my family that I want to do this, my family) said nothing. My

son knows (N).”
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<Family’s back up for self-determination>

“I played the main part in the decision making. Yes, my family asked me what
I wanted to do and I said that I wanted to stay at home as much as possible, but I
would be taken care of at a hospital when I feel terrible. My family follows me; I
don’t know what to say but my opinion is respected. (O)”

<Entrusting decision to the reliable family>

“I think it is okay because my daughter is responsible for or involved in
(choosing the hospice). (D)”

F) “Preferences in the way of deciding the place of death”

“Preferences in the way of deciding the place for death” means the preference
for how to decide the place of death, such as, to decide independently, or to de-
cide with the family. Patients with a <determination to stick to the self-decision
made> placed more emphasis on their desires for their way of life, while paying
attention to the burden of their families. However, patients who are open to <in-
clusion of family opinions> placed more emphasis on the burden of the family,
and reconciled in their desire for how to die.

<Determination to stick to the self-decision made>

“My husband says that a nearby hospital is fine and that it is very convenient
for him to visit me. (omitted) He does not say it has to be that way, but he re-
commends hospitals that are convenient for him to go to. I know that the hos-
pital he recommends is close to my house, but I think I prefer it here (hospice).
It is me who will stay there. (Omitted) So I do not want others to choose and tell
me to stay there. If I do not understand something here, I cannot help it, but I do
not like being told what to do. In my case. (E)”

<Inclusion of family opinions>

“Yes, (1) hesitated to choose, but the children of my daughter are still first
grade of elementary school and 3 years old. I told my daughter (it is in my
daughter' s house) that I want to die there, spending good days with my grand-
children. But my daughter asked me what to do if my condition suddenly
changes (she was worried). I heard that a hospital will admit me if the condition
suddenly changes, but (the hospital is) far from my daughter’s house). (F)”

G) “Information from the medical staff”

“Information from the medical staff” means to be given explanations by med-
ical staff about what may happen in the case of changes in the disease conditions,
options for places of death, and medical and nursing care services available at
home. These were the factors that are promoted when [carefully choosing the
final place for self-fulfillment].

<Suggestions for medical developments in disease conditions provided by
physicians>

“Yesterday my doctor told me that I get mild medicines to relieve pain, but
will have to use a kind of narcotic drug, is this right? I was told to take it when
the pain gets worse. But then I do not know how my body will become, using
drugs, how much I can endure. I cannot imagine what will happen, now. (B)”

<Suggestions for options from medical staff for a suitable place for pa-
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tients to select>

“The doctor told me that the treatment is going to finish, and asked me if I
wished to choose home or hospice. (F)”

<Information from the medical staff about the place of death>

“(A nurse) told me there is a hospice nearby. I think my family will want to
visit me. I have heard that the husband of a friend spends his final days in such a

place. (P)”

3.3.2. Results with the Families

1) Story line

Involving of the family in making a “tentative” decision about the place for
death of the elderly patients with advanced cancer participating here, after the
discontinuation of anticancer treatment, is the process with the core category
[realizing the wish of patients in the terminal condition for the way for dying].
Family members were <anticipating the worsening of the disease conditions of
the patient>, and <inferring the way to die preferred by the patient> in light of
the <wishes of the family about how the patient should die>, and “examining the
place for death from different aspects”, such as <determining the response when
disease conditions become worse> and <determining the place where both the
patient and the family feels at ease>. Further, family members were trying to
“respecting the patient’s intention as far as possible” by <establishing the limits
of family care> and <gaining the understanding of the patient that a wish could
not be realized>, while trying to <respect the intention of the patient>.

[Realizing the wish of patients in the terminal condition for the way for dying]
was triggered by the “preparation for the death of the patient” such as <prepar-
ing themselves for the inescapable death of the patient>, while <inferring the ex-
tent the patient has accepted the death> and <feeling grief to think of the patient
dying> after having been made to “consent to the lack of anticancer treatment”
such as an <acceptance of the lack of an anticancer treatment>, through <ac-
commodating the intentions involving the anticancer treatment> while <feeling
irritated that there is no anticancer treatment> with the <awareness that the dis-
ease condition of the patient has become worse>. Involvement of the family in
[realizing the wish of patients in the terminal condition for the way for dying]
was based on an “inferencing about the support desired by the patient”. Also,
[realizing the wish of patients in the terminal condition for the way for dying]
was promoted by the “information from the medical staff”.

2) Definition of core categories

[Realizing the wish of patients in the terminal condition for the way for dying]
means that family members attempt to realize the wishes of patients as far as
possible while considering the limits of the care the family can provide and by
inferring and examining the wishes of the patients for the place for death from
the various information learned. This is a core category in the involvement of
the family in the “tentative” decision-making process for the elderly patients

with advanced cancer after the discontinuation of anticancer treatment, and this

DOI: 10.4236/0jn.2019.912093

1293 Open Journal of Nursing


https://doi.org/10.4236/ojn.2019.912093

Y. Minamiguchi, K. Suzuki

core category includes “examining the place for death from different aspects”
and “respect the patient's intention as far as possible”.

3) The basis for the category concept

The following sections describe the definitions of categories, and the concepts
covered by the categories are shown with specific examples here. Events are in-
dicated with double angled brackets (<< >>), specific examples with Italics, sup-
plementary explanations by a researcher with round brackets (( )), and partici-
pant ID with (letters).

A) “Consent to the lack of an anticancer treatment”

“Consent to the lack of an anticancer treatment” means that family members
become convinced that the patient had no other choice but to put an end to the
treatment and that the discontinuation of the treatment would be beneficial to
the patient. This is because the family members knew that the patient was suf-
fering from the adverse effects and that the patient wished to discontinue the
treatment, while feeling pressed as to if there are alternative treatments but when
the family members knew there were no anticancer treatments available. The
family members became convinced after [receiving the explanation about the
discontinuation of anticancer treatment and encouragement to consider decid-
ing the place for death]. Also, <Consent to the lack of an anticancer treatment>
was made by <accommodating the intentions involving the anticancer treat-
ment>.

<Awareness that the disease condition of the patient has become worse>

“The problem is whether the patient is going to continue anticancer treatment
or not. As the treatment advanced once, twice, three times, and a fourth time,
different symptoms appeared and the patient seemed to feel run-down at home.
Now I know that the treatment was not so effective. After all, the anticancer
treatment became a burden on my mother. She seemed to think so from the be-
ginning. (OF)”

<Feeling irritated that there is no anticancer treatment>

“What to say..., for the last few months, since I knew that I could not do any-
thing, I have been irritated thinking about whether there is any other way....
(Omitted) I am trying to find one, but I do not know if there is any other way. I
searched for various treatments other than surgery through the internet, and
found proton beam, heavy particle beam, radiation therapy, and other treat-
ments. So I visited a hospital to consult about heavy particle beam therapy. (CF)”

<Accommodating the intentions involving the anticancer treatment>

“Our doctor said, “Your father, Mr. K is lucid, and I think he is physically
strong enough, so I would like him try it (treatment)”. (Omitted). He said he
thought that the patient (my father) was able to endure (the treatment), so he
wanted my father to try it. At that time, I thought so too. As the doctor said so, I
encouraged my father to try. But (my father) said “No” because it would be too
hard for him. Then, the doctor suggested not to consider it because of the bur-
den, unless the patient was willing to try. There is the burden, after all. When I
heard the doctor said not to go ahead with it that is one option. I thought it
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stands to reason. (KF)”

<Acceptance of the lack of an anticancer treatment>

“Really, a short while after quitting (anticancer treatment), (my mother) was
getting better. Yes, it happened. I said to my mother, “it was really good for you
to stop the treatment. If you had not quit, you would be dead, mother” We
talked about such things. (DF)”

B) “Preparation for the death of the patient”

“Preparation for the death of the patient” means to keep the death of the pa-
tient in mind so that the family members will not be upset when the patient dies,
while feeling sad thinking of the death of the patient. This is made after the
“consent to the lack of an anticancer treatment” and for patient and family
<preparing themselves for an inescapable death of the patient> and was prompted
by an unambiguous explanation from the physicians about the life expectancy.

<Feeling grief to think of the patient dying>

“Because I have given my wife a lot of worries since we were young, this is the
last chance to take care of her to return her kindness. I feel very sad. This is the
opposite of how it should be. She is 10 years younger than me. If I were dying,
that would be reasonable. But my wife, 10 years younger, is dying. (FF)”

<Preparing themselves for an inescapable death of the patient>

“I was told, ‘another3 to 6 months’ left. The sixth month is coming soon. As it
is November, the sixth month. May, June, July, August, September, October, and
November. Just the sixth month now. His heart seems to be very weak. I heard
some patients die during sleeping. So I myself need to be prepared to some ex-
tent (BF).”

<Inferring the extent the patient has accepted the death>

“It was a few days after my mother was admitted here. The doctor told me
that the life expectancy would be at most a month. No one told it (to my moth-
er). She thinks she cannot live very long, and it seems she hopes for that in a
sense. But I think she hopes for miracles to happen, because she sometimes ex-
presses her feelings of uncertainty. I think she feels differently every day. (MF)”

C) “Examining the place for death from different aspects”

“Examining the place for death from different aspects” means that the family
members evaluate the place for death from different aspects considering the
wishes of the family about the death of the patient, the wishes of the patient in-
ferred by the family, and situations of the medical treatment and care.

<Anticipating the worsening of the disease conditions of the patient>

“I watched my mother getting weaker, with pleural effusions accumulated due
to symptoms caused by the anticancer drugs that are no longer effective. She of-
ten undergoes treatment to eliminate these pleural effusions. (QF)”

<Wishes of the family about how the patient should die>

“We rub the body (of my husband) I cannot really do any such thing, but I
think, it is OK if my husband does what he wishes as much as he is able to, for
emotional reasons. By doing so, I hope he can die without feeling anguished.

(BF)”
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<Inferring the way to die preferred by the patient>

“I don’t know about what happens if the condition progresses a bit more, but
at this stage he can stay at home without any inconvenience. I do not think he
needs to be hospitalized yet. I suppose he wants to stay at home as long as the
painkillers alleviate his pain. Maybe it is so. (KF)”

<Determining the response when disease conditions become worse>

“Yes, if she is in the hospital, medical staff administers painkillers to her when
she says she is in pain. When she says some part of her is in pain, she can have
painkillers. I heard, a little while ago, there are some drugs that make her loose
feeling completely. If such drugs are available, she will feel better because there is
no pain, just no pain. (NF)”

<Determining the place where both the patient and the family feels at
ease>

“It may be better for the family as well, if the patient goes to a special place,
like a hospice. Maybe, it sounds odd, but if she feels comfortable and becomes
mentally stable, I think she should stay at a hospice. (PF)”

D) “Respecting the patient’s intention as far as possible”

“Respecting the patient's intention as far as possible” means for the efforts of
the family to try to obtain the patient consent to understand that the family
cannot fulfill all the hopes of the patient, by explaining the limits of the care the
family can provide although the family wishes to fulfill the hopes of the patient.

<Respecting the intentions of the patient>

“If my father has something that he hopes for after all, I would like to make an
effort for him to realize his wish. (OF).”

<Establishing the limits of family care>

“There is a staircase in the house, and my husband cannot go up the stairs by
himself. So, I think it becomes impossible for me. There are home Vvisit services,
but if we need the help at night, I think it will put the nurse to trouble. If I take
care of him, I think both (my husband and 1) may fall down, and it will cause my
children a great deal of trouble. So I think it would be better for my husband to
be taken care of at the hospital (GF).”

<Gaining the understanding of the patient that a wish could not be rea-
lized>

“But... I think my husband really wants to stay home. I think so. But if his
condition gets worse, I cannot do anything (I cannot respond). So, I said, “ Please
8o to the hospital when his condition gets worse. (BF)”

E) “Inferencing about the support desired by the patient”

“Inferencing about the support desired by the patient” means to determine
what kind of support the patient is requesting in decision making about the
place for death by inferring the need based on the reaction of the patient.

<Determining the decision-making competence of the patient>

“Before becoming hospitalized this time he was not terribly forgetful, and was
still talking more rationally. Now I do not let him talk. Anyway, he does not say

her opinion. (He) remains silent and just listens to me when (I) ask him “Don’t
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you think this place is good enough?’ (JF)”

<Inferring the patient preferred way of deciding>

“In my case, I want to do that (to make my wife’s wish come true). But, Dad,
she says, she may want me to look for places and decide on one. (AF)”

F) “Information from the medical staff”

“Information from the medical staff” means to be given explanations by the
medical staff pertaining to the prospects for patients, choices, and characteristics
of places of death, medical care, and services available at home. [Information
from the medical staff] is a factor promoting [realizing the wish of patients in
the terminal condition for the way for dying].

<Explanation from the physicians about the life expectancy>

“It was in May when I heard from the doctor about the life expectancy. He
said, it had actually been until March (that the patient could survive). In such a
situation, it would be easier for me to understand it (easier to accept the death of
the patien?). I do not mean I gave up easily, but what should I say..., all I could
do was to be surprised. (OF)”

<Information from the medical staff about the place for death for the pa-
tients>

“(Thinking that the hospice costs a lob), at first my mother and I did not think
of staying at a hospice. But when I went to the counselor’s office, the counselor
said, “It is the same as the usual (general ward).” So, I said, “Is it true?” (DF)”

<Suggestions for options from medical staff for a suitable place for pa-
tients to select>

“The doctor asked me, “Do you want to go home or to a hospice (in our hos-
pital)? Which do you prefer? (FF)”

4. Discussion

4.1. [Carefully Choosing the Final Place for Self-Fulfillment] in
Relation to the Decision Making about the Place of Death of
Elderly Patients with Advanced Cancer

It has been reported that 70% - 80% of patients with advanced cancer do not
realize the cancer as incurable by chemotherapies [19], and that terminally-ill
cancer patients have difficulty accepting a poor prognosis for the cancer [20].
When the patients of the current study (participating patients) [carefully choos-
ing the final place for self-fulfillment], it was triggered by the “notion of an un-
avoidable death” after “accepting the discontinuation of anticancer treatment”.
This suggests that it is important to change the idea of the patient from one of
staying alive with anticancer treatment to how they may spend the remaining
days of life so that the patients will be able to investigate about the place for
self-fulfillment during this final stage of life. This change becomes possible by
<understanding the own disease condition that the remaining life will not be
long> and <reasoning to recognize death> illustrated by the statement “I have

worked hard enough. So I think it would be acceptable for me.” expressing satis-
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faction with the lived life. As a previous study reports that elderly people feel
death is close in relation to their life expectancy, and that they are searching for
the meaning of their lives so far [21], the participating patients were able to real-
ize satisfaction with their life and prepare for an inescapable death looking back
on their life and reasoning that death is coming. It is also reported that it is easi-
er for medical staff to find out the intention of patients and for the patients to
acknowledge that they are dying in straightforward situations, where from the
start there is the opportunity for medical staff and patients to discuss the place of
death [22]. This indicates that it is important for patients to understand that
there is no effective anticancer treatment and that their days are numbered
making it a clear option that patients should choose a final place for self-ful-
fillment carefully.

For [carefully choosing the final place for self-fulfillment], complex consider-
ations about the place of death are important, and it is especially important for
patients to make the prospect of a worsening of their disease condition unders-
tood. As a previous study points out that the most important matter is for cancer
patients to imagine, something that will happen in their future, and to think
about what they want to do in thinking ahead about the disease conditions [23],
medical staff needs to assist patients to become aware of worsening disease con-
ditions. Most Japanese hope to be able to finish life without pain [24]. Cancer
patients in the terminal stage wish to be cared for at a place where they will have
medical care attending to symptom control as the place where they wish to die
[25] [26] [27]. It can be inferred that the participating patients here also hoped
to finish their lives without pain, tried to decide on a place of death where they
would be able to cope with pain symptoms, and evaluated whether they could
expect to lead life as desired at the place they chose. Cancer patients in the ter-
minal stage hope that their dignity will be respected at the time of death [25]
[28] [29], and that they can spend time as they like until then [30] [31]. It can be
inferred that also the participating patients here were determining a place where
they can expect to lead life as desired with dignity until the end.

Further, when the participating patients were [carefully choosing the final
place for self-fulfillment], trying to embody the wishes for a way of life without
difficulty was important. The wishes of the patients and the burden on their
families were in conflict as illustrated by the statements “7 hope I will be able do
something at home, such as drawing” and “I do not want to show my suffering
condition (to my family).” However, it was found that the participating patients
embodied the wishes for a way of life without difficulty by considering the bur-
den on the family, “If everyone becomes burdened, I would rather like to be
hospitalized or look for a place at another facility...” Cancer patients consider
the family burden in deciding on the place of death [12] [26] [29] [31], and es-
pecially when the cancer patients in the terminal stage are women, they try to
maintain the role as caregivers by trying to keep their adult children from feeling

any distress arising from caregiving, despite the serious disease [32]. These sug-
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gest that the participating patients were thinking about a place of death where
children and spouses would not be burdened by their caring for the patients. It is
reported that in Japan, the self-determination of the elderly is influenced by a
culture that values harmony, a culture of overly-familiar interactions, and fami-
lyism through Confucianism, and that elderly people place importance on re-
conciling their conflicts by valuing family relationships in deciding the place for
medical treatment and care [33]. These suggest that the participating patients
could harbor ambivalent feelings by suppressing their desire and choosing the
place of death in consideration of the burden of the family, as illustrated by the
statement “J told my daughter (it is in my daughter’s house) that I want to die
there. But my daughter asked me what to do if my condition suddenly changes
(as she was worried, and I chose the hospital)” in <inclusion of family opinions>
as “preferences in the way of deciding the place of death”. As a previous study
points out that the QOL of patients will not improve if cancer patients remain in
conflict [33], the matter of whether the desire of patients is reflected in the deci-

sion about the place of death is an important point.

4.2. Characteristics of [Realizing the Wish of Patients in the
Terminal Condition for the Way for Dying] in Relation to
Their Families

It is reported that family members play an important role in decision making in
the treatment of cancer patients in the terminal stage, that they strongly hope for
anticancer treatments [34], and that family members have difficulty accepting a
poor prognosis for the sickness [20]. When the family members in the current
study (participating families) made an effort to [realize the wish of patients in
the terminal condition for the way for dying], “consent to the lack of anticancer
treatment” and “preparation for the death of the patient” promoted the effort.
For this reason, it is important for the participating families to accept the death
of patients in the effort to realize the wish of patients for the way of dying. This
acceptance was promoted by a clear explanation from physicians about the dis-
ease condition. In Japan physicians tend to tell the life expectancy to the family
of patients first [35], and the family bothers greatly about whether they should
be telling the life expectancy to the patient, and in effect suffer from this mental
burden [36]. The participating families may have felt sadness in the process of
preparing for the death of the patients, and have been under grave mental stress.
For this reason, it is important for medical staff to assist the family to accept the
discontinuation of anticancer treatment and the death of the patient, and also to
alleviate the mental burden experienced in this process.

Examining the place of death from many viewpoints was important for the
participating families to [realize the wish of patients in the terminal condition
for the way for dying], and inferring the way to die preferred by the patient was
specifically indispensable to respect the intention of the patient. Because of the
Japanese cultural background, people view death as a taboo and avoid topics re-
lated to death [37]. It can be inferred that the participating families did not in-
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tentionally confirm the true intentions of the patients about topics related to the
acceptance of death and preferences in the way for dying. This is because they
considered the feelings of the dying patients, and perceived the thoughts and
wishes of the patient from the daily conversation and discussion with physicians.
A previous study has reported that all the patients interviewed there found it dif-
ficult to discuss the place of ongoing care in an advancing illness with their fam-
ily on an emotional level [38]. However, it has also been reported that in the case
of Japanese it is difficult to communicate the own intention to other persons ac-
curately because the Japanese express many thoughts nonverbally, while res-
pecting the unspoken inner thoughts and emotion [39]. Further, it has been re-
ported that the intentions between the dying cancer patients and their families
do not match [40] [41]. These suggest the importance of the verbal communica-
tion between the patients and their families to confirm the intentions of the pa-
tients to prevent a mismatch between the two parties, rather than just inferring
the intentions.

The participating families clearly showed the limits of the care that they would
be able to provide for the patients while respecting the intentions of the patients.
According to a previous study, the burden arising from caregiving may increase
the caregiver's vulnerability, and become a risk factor for fatigue and depression
if the family overestimates their limits [42]. However, if the families underesti-
mate the limits of care, they feel regret and self-responsibility for not fulfilling
the wishes of the patients [29]. For this reason, it is necessary to clearly identify
the limits of care the families can provide for the patients so that the families will

provide the end-of-life care without regrets.

4.3. Characteristics of the Relationship between Elderly Patients
with Advanced Cancer and their Families in the Decision
Making about the Place of Death

The participating patients gained “understanding from the family for the deci-
sion making about the place of death” by carefully choosing the final place, while
their families <gained the understanding of the patient that a wish could not be
realized> in the effort to realize the way to die preferred by the patient, and there
were no mutual conflicts or negative feelings arising from the decision making.
It has been reported that consensus building between the patients and families is
important for the place of death of terminal cancer patients [26] [43] [44], and
that the mutual understanding between the patients and families in the current
study was the basis for consensus building of the place of death. These explain
why there were no conflicts or negative feelings with these participants, suggest-
ing that it is important for decision making about the place of death that both
the patients and their family understand the intentions and wishes.

4.4. Implications for Nursing to Support Elderly Patients with
Advanced Cancer and Their Families in the Decision Making
about the Place of Death

In [carefully choosing the final place for self-fulfillment], it was important for
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the participating patients to change their idea focusing on how to spend the final
days of life by understanding that their days are numbered and by reasoning in
recognizing death. The participating families needed to accept the death of the
patients to [realize the wish of patients in the terminal condition for the way of
dying]. These suggest that nurse needs to explain medical information in an
easy-to-understand manner, and assist the patients and their families to under-
stand their disease conditions properly. It may be important for nurse to create
opportunities where the patients and their families look back on their lives, and
interact with them expressing satisfaction with life while considering their sor-
row arising when accepting the death. Further, in the process of deciding the
place of death, the participating patients and families made the outlook for the
disease condition based on the explanations from the medical staff as informa-
tion sources, and the future prospects were used as clues for their actions. It is
said that cancer patients are likely to feel fear of death if they understand that
death is close [45], and this suggests the importance of paying careful attention
to their emotions to ensure that the patients and their families will not feel
threatened by death when providing information.

The participating patients embodied the desire to live in their own way in
consideration of the burden on their families, and this embodiment was influ-
enced by the preference of the patients. This suggests that it is important for
nurse to understand how the patients wish to decide the place of death and to
support the patients and their families by ensuring the creation of opportunities
where they can discuss how the patients try to realize their desires to live in their
own way by considering the burden on their families. If the wishes for a way of
life of the patients are reflected in the decision making about the place of death
through this kind of support, the support may help patients realize their desired
place of death and maintain their feelings of being in control, as well as it would
maintain and improve QOL. As described above, it is necessary for families to
clarify the limits of care that the families can provide for patients while respect-
ing the intentions of the patients. This suggests the necessity for nurse to under-
stand that the families wish to respect the intentions of the patients, as well as
that they assist the families to clearly understand the limits of the care that the
families can provide. Further, as a characteristic of the relationship between the
participating patients and families, they gained an understanding of the inten-
tions and wishes of each other by caring about the feelings of the other party.
Since this is the basis for consensus building in the decision making about the
place of death, it may be essential for nurse to provide opportunities where pa-
tients and their families can share and express their intentions and wishes with
each other, and such efforts could play a role to help patients maintain and im-
prove the QOL.

5. Conclusions

For elderly patients with advanced cancer, making the “tentative” decision about

the place of death means choosing the final place for self-fulfillment carefully.
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The patients participating in the study here were embracing the wishes for a way
of life without difficulty by conducting a comprehensive review of the place for
the coming death and considering the burden on the family. The findings show
the importance of reconciling the wishes of patients with the burden on families.

For families, getting involved in making a “tentative” decision about the place
of death means to aim to realize the wishes of patients in the terminal condition
for the way to die. The families were examining the place of death from different
aspects, and trying to respect the patient intentions as far as possible by making
clear the limits of family care. It was shown that it is necessary for families to
balance the respect for the patient intentions and the homecare they are able to
provide for the patient. In the relationship between the patients and families,
mutually understanding the intentions and wishes of the other party is the basis
for consensus building in decision making about the place of death, and this af-

fects the decision making.
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