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transport to the hospital. Design: Semi-structured interviews were conducted
with 10 individuals with experience in surrogate decision-making for an older

adult family member. Methods: The recorded interview data were transcribed
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verbatim, divided into minimum semantic units, and coded. Next, categories
and subcategories were abstracted. A comparison was made with the concep-
tual constructs of a previous study that examined decision-making by families
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in a life-threatening crisis. Results: Four categories were extracted from 489
antecedents, 370 attributes, and 388 consequences. One new category was ab-
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while being worried about death; 2) attributes: deliberating on the patient
prognosis, the relationship with the patient, and what they believe the patient
would want; and 3) consequences: continuing support during convalescence.
It is desirable to provide support based on the characteristics of families of
older adults, including considering the psychological burden on the families
who make surrogate decisions, and also the burden of subsequent caregiving
because it is not and in the present environment has not been common for pa-
tients to express their wishes beforehand.
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1. Introduction

Japan has one of the oldest populations in the world. The mean life expectan-
cies among males and females are 81.64 and 87.74 years, respectively [1]. From
an international perspective, Japan has the second highest life expectancy for
males and the highest for females [2]. Japan has announced that its ratio of aged
in the population in 2021 was projected to be 28.9% [3]. In 2021, Japan re-
ported the highest rates of emergency transport among developed nations, with
62.3% of users being older adults [4], involving mostly older adults with severe
or moderate levels of disease or injury which required hospitalization (severe,
10.2%; moderate, 51.5%) [5]. The diseases involved were mainly circulatory, in-
cluding cerebral and cardiac diseases (19.9%) among these older adults (78.7%)
[6], with underlying diseases frequently of a life-threatening nature [7]. Older
adults often present non-typical symptoms, multiple diseases, and decreased
organ reserve capacity, and easily become critically ill [8]. These characteristics
of older adults make both treatment and the selection of treatments difficult,
and patients are unable to evaluate the treatment choices due to the severity of
the condition and poor cognitive functions [8]. To respond to these cases, the
concept of advance care planning (ACP) has been gaining popularity in recent
years in Japan, and surrogate decision-making is still mainly made by family

members.

1.1. Background

Published findings in the field of emergency and critical care have shown that
there are the following problems in surrogate decision-making: differences in
thinking and emotion occur among family members [9] [10], and one in three
among family members selecting surrogate treatments experience psychological
after-effects, such as regrets which may linger for months after the death of a pa-
tient [11]. Medical staff also report concerns regarding surrogate decision-making
involving emergency cases of the elderly, such as doubts regarding the treatment
selection as really aligned with the patient intentions [12] and if the selection was
made with an understanding of the consequences of treatments prolonging lives
[13]. In some cases, patients were transported directly from a nursing facility to
the hospital and were given treatments that did not agree with the intentions of
the family or family doctor, even in cases where discussion (treatment decisions)
had been made in advance [7]. These issues raise the possibility of conflicts in
determining the intentions of elderly patients arriving at hospitals via ambulance
and may hinder cooperation among family members, family doctors, and the
hospital.

When it is difficult for a person to express intentions, it may be assumed that
there is a potentially serious psychological burden on the family making decisions
about the treatment at the end of life for a patient, unless the patient has expressed
such intentions prior to the hospitalization. This study explores the kinds of care

that could support the family in such cases to reduce the burden of surrogate deci-
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sion-making. Since 1987, the Japanese Ministry of Health, Labour and Welfare has
conducted repeated investigations of terminal-stage medical care—including the
initiation, non-initiation, and discontinuation of treatments—focusing on termin-
al-stage cancer. However, since the 2007 release of the “Guidelines for deci-
sion-making procedures in terminal-stage medical care” [14], aging and the in-
creasing number of older adults with dementia have been included as areas of
concern. In 2015, the “terminal-stage medical care” term in the Guidelines was
changed to “medical care in the final stages of life” [15], followed by a revision of
the title to “Guidelines for decision-making procedures about medical and other
care in the final stages of life” in 2018 [16]. The concept of advance care plan-
ning was also included in the Guidelines, and the term “life conference” was in-
troduced to encourage the acceptance of advance care planning in Japan [17].
However, while a general recognition that people should make their own deci-
sions about how to approach death is becoming increasingly accepted, efforts to
achieve this have not been systematic.

While considerable time may be needed for acceptance of the need for ad-
vance care planning, surrogate decisions are often being made by family mem-
bers. A literature review of surrogate decision-making for older adults reveals
that, in addition to the decision-making related to gastrostomy, introduction
of tube feeding [18] [19] [20], and transfer to at-home care, there have been
studies about care environments [21] [22] and final stages of living and care-
giving [23] [24] [25]. However, the only study that focused on surrogate deci-
sion-making for acute-phase older adults was one by Ishizuka and Inoue (2015)
[26].

1.2. Research Question

This study aims to identify details of surrogate decision making based on narra-
tives provided by family members with the experience of selecting the treat-
ment for older adults after emergency transport and hospitalization, and iden-
tify the decision-making characteristics specific to older adult cases based on
the differences in the concepts extracted in Study I, which was not specific to
older adults.

2. Methods
2.1. Design

Interviews with people with experiences of treatment-related surrogate deci-
sion-making for older family members were used to create the conceptual
constructs referenced in our research question. The comparative concepts were
based on a previous study by the present authors—“A concept analysis of
decision-making by families in critical life situations” (Study I) [27]. The
concept of surrogate decision-making for older adults is in accordance with
Rodgers’ (2000) concept analysis approach, which is not specific to older adults
[28].
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The literature reviewed in Study I was the result of a search for all years (from
1975 to 2016) available in PubMed, an English-language medical database. Study
I covered qualitative studies in the emergency and critical care fields that focused
on families involved in treatment selection for family members, not specific to
older adults (but excluding children), and analyzed 29 articles published in and
outside Japan. Based on Rodgers’ concept analysis approach, the extracted ar-
ticles included attributes that constitute the concept, antecedents preceding the
occurrences involved in the concept, and consequences subsequent to the con-
cept investigated. The contents related to family decision-making were extracted,
coded, and categorized by comparing their similarities and differences. Similarly,
assuming that support of medical professionals may influence decision-making,
the support of medical professionals was extracted as a complementary concept.
As a result, five attributes, three antecedents, and three consequences were iden-
tified for the family decision-making in treatment selection in life-threatening
situations. For the support of medical professionals, the number of attributes,
antecedents, and consequences identified in each category was one. The “deci-
sion-making for treatment selection by families in a life-threatening crisis” is a
process where families of the older adult patients make treatment decisions in
the unusual environment of “life-saving”, time constraints, and unstable psy-
chological conditions, while seeking comfort from medical professionals and con-
sidering the feelings of other family members.

A qualitative, inductive analysis was employed using semi-structured inter-
views. The criteria for selecting the participants were that the individual:

e had decided on a treatment for a family member over 65 years of age in con-
nection with a life-threatening crisis, such as emergency transport and hos-
pitalization, within the last five years; and

e was evaluated to be capable of being interviewed and provide informed con-

sent.

2.2. Basic Characteristics of the Study Participants and Adult
Patients

Ten families of patients met the criteria and participated in the study (Table 1),
and each participant (males, 2; females, 8) was interviewed once, for a mean du-
ration of 42 minutes. The mean age of those interviewed was 57.2 years (SD +
9.3), and their relationship with the adult patient involved was as follows: three
were wives, five sons or daughters, and two were grandchildren. Six lived with
the older adult patients, while four did not. The mean age of the older adult pa-
tients in the study was 80.6 years (SD + 10.6) and their medical history included
diseases such as hypertension, diabetes, myocardial infarction, and leg venous
thrombosis. Two elderly patients suffered from a mild decrease in cognitive func-

tion. One of the older adults had no underlying diseases.

2.3. Data Collection

Data were collected from December 2017 to August 2020. The study covered the
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Table 1. Details of the study participants (interviewees), patients, and their condition at hospitalization, and treatment.

A ) ) . A Outcome
) Intervie- Relation Patient Living alone/ . A Transport Disease at r .
Patient . R . . Disease history . . Treatment (with time since
wee age with patient age  with family to hospital admission
death)
Eldest Leg venous Surgery, Death (1 7
es ea ear
A 60s 80s Alone thrombosis, mild Family car Ileus repeated surgery v
daughter . months)
dementia (hemorrhage)
Doctor Consciousness Life support:
B 40s Grandchild  90s Alone Cerebral infarction R . u' uPP Discharged
helicopter disorder (seizures) yes/no
Doct Cardiopul Life t:
C 60s Wife 60s  With family Diabetes, dialysis ‘OC or ardiopuimonary 1ie suppor Death (3 months)
helicopter arrest yes/no
Eldest ].)iabete.s, card‘iac . Appe.tite.loss Treatment
D 50s 80s Alone infarction, mild ~ Family car (aspiration . Death (2 years)
daughter . | continued
dementia pneumonia)
Cardiopul
Second Tongue cancer, arciopu. mona.ry Life support:
E 50s 70s Alone . Ambulance arrest (myocardial Death (5 years)
daughter pancreatitis . . yes/no
infarction)
Eldest Prostat Family car, Brain-st Life t:
F 505 es 705 With family rostate amily car .ram s.em ife suppor Discharged
daughter hypertrophy ~ ambulance infarction yes/no
Treat t
Transient cerebral . rea. men
. . i . i K . Fever (infected continued,
G 70s Wife 60s  With family ischemia, arterial Family car . Death (4 years)
arterial aneurysm)  convalescence
aneurysm
at home
Treatment
Hypertension,  Famil , M dial tinued
H 70s Wife 70s  With family yp‘er ension amiy car . yocar. ' .con e Death (3 years)
diabetes ambulance infarction Life support:
yes/no
Prostate Abdominal . Changed hospital,
i ; Lo . Life support:
I 50s Eldestson  90s  With family hypertrophy, = Ambulance aortic dissecting / convalescence
es/no
hypertension aneurysm v continuing
Family car. Life support Changed hospital,
i , U] :
J 50s  Grandchild 90s Together None Y Cerebral infarction PP convalescence
ambulance yes/no L.
continuing

secondary healthcare areas under the jurisdiction of three locations out of the six
in Prefecture X [29]. Explanations, orally and in writing about the study were
made to people responsible for planning seminars and related activities for the
general population, and written and/or oral consent as research collaborators was
obtained. At a place where seminars, business meetings, etc., were held, the re-
searchers described the objectives, summary, and ethical considerations of the
study to prospective participants, family of older patients. Later, a date and time
were agreed on with the family members who expressed a wish to participate,
and the research was explained again. Thereafter, written consent was obtained,
and the interview was conducted. The interview locations were the participant
(interviewee) homes or other locations where privacy could be ensured. Each
participant was interviewed once for approximately 60 minutes. Audio record-
ings of the interviews were made with the interviewee consent.

Basic information, such as the participant age, relationship with the older pa-
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tient, and whether they lived with the older patient were ascertained. We created
questions based on Rodgers’ (2000) concept analysis approach of time processes,
such as antecedents, attributes, and consequences. Questions relating to antece-
dents included events prior to the hospitalization including the condition at the
time of the emergency leading to transporting the patient to and up to the ex-
amination at the hospital, the feelings and mental state at that time, the explana-
tion by the physician at the time of the emergency admission to the hospital, and
the support of medical professionals. Questions relating to attributes included
the situation at the time of the explanation of selection of treatment, feelings of
the participants at that time, other family member reactions, how participants
thoughts about relevant matters at that time, who decided the treatment, and the
support of medical professionals at that time. Questions relating to consequences
included the feelings of the participants after making the decision, other family

member reactions, and the support of medical professionals.

2.4. Analysis

Based on the content analysis approach [28], the recorded interview data were
transcribed verbatim for the analysis, interpreted, and coded into the smallest
semantically meaningful units. Codes were abstracted by comparing their simi-
larities and differences, with the abstraction being at the same level as the con-
cepts in Study I. To ensure the validity of the analysis, the assessment was re-
peated with two or more researchers, and every effort was made to ensure valid-
ity. As a result of analyzing the interviews, 28 codes, 9 subcategories, and 4 cate-
gories were extracted from 489 codes corresponding to the antecedent require-
ments from emergency transportation to treatment. Additionally, 31 codes, 12
subcategories, and 4 categories were extracted from 370 codes corresponding to
the attributes indicating the comments of decision-making. Finally, 13 codes, 6
subcategories, and 4 categories were extracted from 388 codes corresponding to

the consequences after the treatment decision for the older adult patients.

2.5. Ethics

All study participants were given written and oral explanations of the main points
and objectives of the study; they were informed that they were free to withdraw
from the study at any time during the participation, and that the data collected
and the associated study results would be anonymized, would not be used other
than for the study, and would be stored for 10 years after the completion of the
study under rigorously managed conditions in a secure location. Each participant
signed an informed consent form. The study was approved by the Ethics Com-

mittee of the institution the authors belong to.

3. Results

3.1. Overview of the Conditions and Treatment at Arrival to the
Hospital

Table 1 presents details of the status and treatment for the older adult patients at
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hospital arrival and admission, as well as occurrences during the transport to the
hospital. The number of older adult patients arriving at the hospital by different
routes was as follows: two (B and C) were transported to a tertiary emergency
medical facility by a helicopter with a doctor attending; two (E and I) were
transported to a general, regional hospital by ambulance; three (F, H, and J) were
transported in the family car to the family physician or hospital, and then by
ambulance to a tertiary emergency medical facility; two (A and D) were hospita-
lized at the family physician or hospital and then transported to a tertiary emer-
gency medical facility via the family physician or hospital, and patient G to a
secondary medical facility.

Of the families who make the surrogate decision, seven families were asked
whether they would choose life-prolonging treatment. The patients of the fami-
lies who were asked this were patients who were evaluated to be in critical con-
ditions and in the 90s or older, and with underlying diseases, and those who
were evaluated to be subject to potentially highly urgent and serious conditions,
such as in cardiopulmonary arrest. Decision-making for life-prolonging treat-
ments was requested at the time of the initial examination in three cases (B, C,
and E), at the time of selecting the treatment for two patients (F and I), and
during the course of treatment for two patients (H and J). Three family members
were requested to select surgery (A, D, and G). The treatment outcomes were:
death in six cases (A, C, D, E, G, and H), recovery and discharge from the hos-
pital in two cases (B and F), and transfer to a different hospital for convalescence
in two cases (I and J). Of the six persons who died, three died suddenly and
without further warning signs (A, C, and E), and three died as their condition
deteriorated during the treatment (D, G, and H). The length of time since death
at the interview was 3 months for one participant (C), 1 to 2 years for one (A),

and more than 2 years for four participants (D, E, G, and H).

3.2. Decision-Making by the Family Members of the Older Adult
Patients

Details of the concepts abstracted in the authors’ previous study and the catego-
ries abstracted in the present study are shown in Tables 2-4, respectively, for
antecedents, attributes, and consequences. The subcategories that were the same
as in Study I are underlined. Symbols and parenthesizing text have the following
meanings: Categories are indicated with angular brackets (< >), subcategories
with double angular brackets (<< >>), codes with single quotation marks (*’),

« »

narratives of participants as /talic with double quotation marks (“ ”), and new

abstracted categories or subcategories in Study II with asterisks (*).

4. Discussion

The present study compares the categories abstracted from the narratives of fam-
ily members who make surrogate decisions for the older adult patients who ex-

perienced a medical emergency (Study II) with the categories abstracted from
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Table 2. Details of concepts abstracted in Study I and categories in Study II: Antecedents.

Study I: Decision-making by family members of Study II: Decision-making by family members of older adults in
persons in life-crisis states life-crisis states

<Observing abnormalities and responding, while being worried
about death of the patient>*

<<Feeling that there is an emergency because he/she seems different
from the usual>>*

<<Feeling that there is a risk of death, due to a sudden life crisis>>*

<<While being aware of the abnormal physical condition, trying to
ascertain the limits to the disease state>>*

<<Feeling conflicted about calling an ambulance, and impatience
with waiting>>*

<Bewildered by the seriousness of the condition but <Bewildered by the seriousness of the condition but pinning their
pinning their hopes on the best treatment> hopes on the best treatment>

<<Given an explanation about the limits of treatment>>

<<Unable to accept the seriousness of the condition>> <<Unable to accept the seriousness of the condition>>

<<Pinning their hopes on the best treatment>> <<Pinning their hopes on the best treatment>>*

<Conflicted by unacceptable feelings while confronting <Conlflicted by unacceptable feelings while confronting the course of
the course of the condition> the condition>

<<Intently monitoring the course of the condition>> <<Intently monitoring the course of the condition>>

<<Wanting to respect the dignity of life>>
<<Unable to abandon the hope of recovery>>
<Thinking of support frameworks for family members> <Thinking of support frameworks for family members>

<<Thinking about the effect of hospitalization on family <<Thinking about the effect of hospitalization on family life and
life and supporting each other >> supporting each other >>

Note. *New categories or subcategories abstracted in Study II. The same subcategories as in Study I are underlined.

Table 3. Details of concepts abstracted in Study I and categories in Study II: Attributes.

Study I: Decision-making by family members of persons Study II: Decision-making by family members of older adults
in life-crisis states in life-crisis states

<Decision-making in the unusual setting of a critical care
unit with little time to do so>

<<Lack of time, because of the seriousness of the condition>>
<<The context of the critical care unit>>

<Decision-making in an unstable psychological state, while
) . & ] P Y & <Thinking in an unstable psychological state>
conscious of their own responsibility>

<<Mental agitation>> <<Mental agitation>>

<<Feelings of regret and responsibility>>
<<Anxiety due to the uncertainty of the future>>

<<A composed demeanor>>
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Continued

<Deliberating deeply on the patient’s prognosis, their
relationship with the patient, and what they believe the
patient would want>

<<Not knowing the patient’s wishes >>

<<Thinking from the viewpoint of the current status of

<Deliberating deeply on the patient’s prognosis, their relationship
with the patient, and what they believe the patient would want>

<<Undergoing treatment for the underlying disease>>*
<<Thinking about the patient being in the 80s>>*
<<Guessing the patient wishes beforehand from their attitudes>>*

<<Not knowing the patient’s wishes >>

<<Thinking from the viewpoint of the current status of family

family relationships>>

<<Thinking about the basis of the medical situation>>
<<Thinking about the financial resources>>

<Seeking emotional support from medical staff in the
decision-making>

<<Wanting an understandable explanation>>

<< Feeling reassured when medical staff are close at hand >>

relationships>>

<Seeking emotional support from medical staff in the
decision-making>

<<Wanting an understandable explanation>>

<<Feeling reassured when medical staff are close at hand>>

<<Empathy with their feelings >>

<Taking other family members’ views into account in
decision-making>

<<Conjecturing the patient’s wishes>>

<<Making decisions by agreement after discussions within

<Taking other family members’ views into account in
decision-making>

<<Conjecturing the patient’s wishes>>

<<Decision-making based on discussion and agreement within the

the family>>

<<Deciding as the person responsible for the family>>

<<Trusting medical staff and leaving everything to them>>

family>>

<<Deciding as the person responsible for the family>>

<<Trusting medical staff and leaving everything to them>>

<<Making decisions in discussion with the medical team>>

<<Checking for the existence of a legal decision-maker >>

Note. *New categories or subcategories abstracted in Study II. The same subcategories as in Study I are underlined.

Table 4. Details of concepts abstracted in Study I and categories in Study II: Consequences.

Study I: Decision-making by family members of persons in Study II: Decision-making by family members of older

life-crisis states

adults in life-crisis states

<While grieving, staying with the patient until the end>

<<While grieving, staying with the patient until the end>>

<While grieving, staying with the patient until the end>

<<While grieving, staying with the patient until the end>>

<<Feeling of gratitude toward medical staff>>

<<Looking back on the patient’s life>>

<<Feeling of gratitude toward medical staff>>

<Feeling uncertain and distressed even after making a decision> <Feeling uncertain and distressed even after making a decision>

<<Wanting affirmation about their decision}

<<Continuing to question whether they made the correct
decision>>

<Reaffirming connections among the remaining family

members>

<<Wanting affirmation about their decision>>

<Reaffirming connections among the remaining family

members>
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Continued

<<Rebuilding the remaining family, despite confusion>>

<<Reestablishing the roles of remaining family members, in the

context of their dealing with feelings of loss>>

<Continuing support for life as a convalescent>*
<<Gratitude for still being alive and rapidity of response>> *

<<Support for life as a convalescent in the hospital to which
transferred>> *

Note. *New categories or subcategories abstracted in Study II. The same subcategories as in Study I are underlined.

Study I that excluded pediatric patients, and discuss new abstracted categories or

subcategories in Study II as characteristics of the family members.

4.1. Antecedents: Factors in Family Member Decisions about
Transport for the Older Adult Patients

<Observing abnormalities and responding while being worried about death of
the patient> is a new category among the antecedents. The abnormalities ob-
served in the older adults were “sudden”, “different from the usual’, and showed
“no improvement’. Among these, “sudden” and “different from the usual’ are
abnormalities that can be clearly observed and understood by the family mem-
bers, while “no improvement’ is something where the family members are un-
sure and may wonder about what it is, and which requires continued observa-
tion. These conditions indicate an irreversible state in which the pain threshold
has increased due to decreased sensitivity [30] [31] and are consistent with the
characteristics of extremely acute diseases in older adults. Put differently, it
seems that symptoms appear suddenly due to the increased pain threshold and
decreased sensitivity, and may only be interpreted as different from the usual
because the symptoms are not typical and the older adults are not sensitive and
unaware of the symptoms. The characteristic of an irreversible state leads to no
improvement.

The next issue relates to hesitations on the part of family members about the
transport of the older adults to medical facilities. The subcategory <<Feeling
conflicted about calling an ambulance and impatience with waiting>> relates to
the inconsistency between waiting for some time before deciding that the person
should be transferred to the hospital, and the impatience with waiting. Hesita-
tion to call an ambulance in urban areas may result from not knowing which
hospital to go to and not having a way of transport, which can prevent people
from calling for an ambulance when they could use a taxi [32] [33]. In an opi-
nion poll about emergencies in 2017, 28.5% of respondents reported hesitation
to call an ambulance [34]. In addition, in a survey of ambulance use by the inha-
bitants of farming and mountain villages, 44.2% were hesitant about calling an
ambulance. The most common reason for this was to avoid the noise of the siren
(73.3%) and so not cause problems for their neighbors (42.6%) [35]. These ex-

planations can be considered equivalent to “concern about neighbors” in the
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present study.

In addition, after making an emergency telephone call, despite having taken
time to decide to make the call, family members of the patients feel impatient.
Time also seems to pass particularly slowly if they wait outside the emergency
room with no information and nothing to do, making it necessary to provide
support for family members waiting in a different room.

If <<Given an explanation about the limits of treatment>> is interpreted to-
gether with the components of the narratives such as “I was really surprised’ and
“I appreciated the severity of the disease for the first time”, this could mean that
the family member did not recognize the severity of the disease until they heard
the explanation. In addition, most laypersons find it difficult to understand that
improvement may not be achieved with medical treatment. For these reasons,
informed consent is also important to facilitate surrogate decision-making about

treatments.

4.2. Attributes: Factors in the Decisions of Treatment Selection by
Patient Family Members

The following new subcategories were abstracted as decision factors for the treat-
ment selection by patient family members: <<Undergoing treatment for the
underlying disease>>, <<Thinking about the patient being in the 80s>>, and
<<Guessing the patient wishes beforehand from their attitudes>>.
<<Undergoing treatment for the underlying disease>> relates to the fact that
the patients in the present study had multiple diseases, including hypertension,
diabetes, heart disease, and cerebral infarction, which are among the most im-
portant diseases in terms of both cause of death (2021) [36] and cases of emer-
gency transport [4]. These underlying diseases require continued control by the
patients themselves, along with help from family members; further, the condi-
tion gradually worsens with age. This can be considered an item in decision-
supporting information that is required when family members select treatment.
A further newly added subcategory among reasons for treatment selection,
<<Thinking about the patient being in the 80s>> can be considered as the deci-
sion-supporting information for treatment selection. The mean age of the older
adult patients in the present study was 80.6 years (SD + 10.6), and in a study on
the trends in people who had been treated in an intensive care unit within the
previous nine years, it was found that those over 80 years old tended not to want
invasive treatment such as artificial respiration and preferred a do-not-resuscitate
order [37]. In addition, among the family members of nursing home residents,
the factor that had the greatest effect on the decision to request transport to a
medical institution in end-of-life care was age; in particular, the proportion of
people wanting such transport was found to be lower for those who had passed
the mean life expectancy of 87 [38]. In the present study, judging from elements
of the narratives, “/ dor’'t want the patient to suffer at that age” and “I feel the
person lived a full life’, whether someone has reached the age at which it can be
objectively said that they have lived long enough probably influences the deci-
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sion-making. When someone has passed the mean life expectancy, if their family
members do not want the treatment to be continued, they can expect an ap-
proving sentiment, such as “7 feel the person lived a full life”, to be expressed by
friends and neighbors, which may enable acceptance. Therefore, the age of the
older adults transported to the hospital is a major factor influencing family mem-
ber selection of treatment.

Text heads organize the topics on a relational, hierarchical basis. For example,
the paper title is the primary text head because all subsequent material relates
and elaborates on this one topic. If there are two or more sub-topics, the next
level head should be used and, conversely, if there are not at least two sub-topics,
then no subheads should be introduced. Styles named “Heading 17, “Heading 27,
“Heading 3”, and “Heading 4” are prescribed.

Further, <<Guessing the patient wishes beforehand from their attitudes>> re-
fers to searching for some reason to make the selection from previously ex-
pressed/perceived patient wishes. These include, for example, the older adult hav-
ing casually said something like “7 dor’t want to be all tied up with tubes” or “I'd
like to remain active, and then die quickly and painlessly which could be ex-
pressed by ‘Pin Pin Kororf in Japanese”.

The present study suggests that when family members are requested to be
surrogate decision-makers, they search for clues to get hold of the thoughts of
the older adults. In this context, Katayama (2020) has reported that when the pa-
tients themselves have not clearly stated their thoughts, things that may have
been said casually during ordinary life are taken to be their serious, thought-out
opinions, and such comments are gathered as fragments representing the wishes
of the patients [39]. This highlights the need for advance care planning (ACP).
In the present study, it is possible that some family members made conjectures
based on casual comments during daily life, and used these as clues to try to un-
derstand the wishes of the patient.

However, there were cases of not knowing what the wishes of the patients
were. The reasons for this included not recognizing that it was necessary to ask:
“The patient was healthy, so I didi’t ask”, “I ve never asked about what was
wished’, or “The patient had dementia, so I was unable to discuss this issue’. It
can be understood that it is difficult to talk to someone about this if the situation
is already such that one cannot evaluate whether something someone says is
their genuine opinion. It has been pointed out that, in the case of Japanese where
the people involved share a home, it is unusual for them to talk about death
among family members, and they may therefore not know what the thinking is
[26]. This suggests the necessity for family members to talk to the older adult
about death in a timely manner.

These also suggest that when families were asked to make treatment decisions,
they felt it a burden to make decisions that directly affected life and death. They
may not have anticipated to be in such situations as illustrated by statements
showing that they were not familiar with the term, life-prolonging treatment,

not knowing what it meant. A survey on public awareness in March, 2018 [40]
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reports that 55.1% of the public had never discussed the final stages of life with
family members or others, and 75.5% had never heard of Advance Care Plan-
ning (ACP). In another survey of hospital staff [41], it is reported that the recog-
nition of the terms “death with dignity” and “activities toward the end of life” as
seen in newspapers and magazines for the general public was high at 75% to 80%
for both medical and clerical staff, while the recognition of “End-of-Life Discus-
sion at Home” was low at 4.0% for both medical clerical staff, and “ACP” at
23.2% for medical staff and 17.4% for clerical staff. The term “life-prolonging” is
a term that is not likely to be used in everyday life. Medical, healthcare, and so-
cial welfare service professionals may understand that older patients cannot be
excluded from the decision to provide life-prolonging treatment when patients
are in a life-threatening crisis. However, this may not be the case for the general
public.

Further, a category <Seeking emotional support from medical staff in the de-
cision-making> was extracted, and this would suggest that the concept of self-
determination of medical care has become common through involving informed
consent and second opinions. However, if families of older adults are in a situa-
tion where they have to make a decision, they tend to rely on medical profes-
sionals. This holds more often in situations related to a life-or-death decision,
and families feel <<Not confident enough to make a decision>> or <<Encour-
aged if they have advice from medical professionals>>. It is reported that the in-
fluence of medical professionals is significant especially in emergency situations,
where families leave decisions to physicians or accept the decisions proposed by
physicians with no time to spare [42]. This stresses that there may be differences
in the awareness of life-prolonging treatment, emergency care, and self-deter-
mination between medical professionals and non-medical participants. In Japan
informed consent that bridges this difference in awareness is not fully practiced
as illustrated by the category <Taking other family members’ views into account
in decision-making>.

In this study, the final decision makers were the wife in three cases (C, G, and
H), the eldest son or grandson living with the older adult patient, or a daughter
living nearby in the case where the older adult patient lived alone. All of the de-
cision makers other than the wife were blood relatives. There are differences in
family structure, but still the category <Taking other family members’ views into
account in decision-making> was extracted. For the Japanese traditional family
system, Nakane [43] reported that the concept of uchs (inside home) and soto
(outside home) had a clear line drawn between family members, who are uchi
people and the others, and families tried to resolve family problems among the
uchi family members, including relatives, without accepting intervention from
soto family members. For this reason, it was implicitly agreed that the eldest son,
daughter, or other heirs would make the decisions. Even if the spouse of the eld-
est son, a daughter-in-law, continued to take care of the older family members,

the heir was given priority as a decision maker, even when there were differences
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in opinion among family members. Especially in the era when firstborn inherit-
ance was the rule, the head of the family or the heir was acceded to as the au-
thority to make decisions.

However, family bonds became looser after the Second World War, a period
when the birthrate has been declining and the trend toward nuclear families has
been rapidly advancing. In 1980, 50% of households were comprised of three
generations living together, but by 2019, households living alone (28.8%) and
those of married couples only (32.3%) accounted for 60% [44]. This change in
family structure resulted in an absence of decision makers within the family and
the dispersal of responsibilities. Further, even though decisions are now made in
consideration of the interests of each family member, unlike decisions based on
prewar family norms, there may be cases where family members have different
ideas and feelings when there are conflicts of interest among families [9] [10].
What is best for the individual should be the top priority, and for this reason, it
is important to provide support by taking into account the characteristics of the
families of older adults when “expressing wishes beforehand” is not yet com-

mon.

4.3. Consequences: Factors Enabling the Family Members of Older
Patients Who Have Recovered to Decide upon a Place for
Convalescence

<Continuing support for life as a convalescent> was a new category in this study,
based on the narratives of the family members of the older patients who had re-
covered and were convalescent at home, or convalescent after transfer from an
acute-phase hospital to a convalescence hospital. From the point of view of being
responsible for the results of the decision-making about continuation of treat-
ment, this is not limited to older adult patients. However, in the case of older
adult patients, and taking into consideration issues such as the requirement for
rehabilitation and nursing care after recovery [45], it is possible that the deci-
sion-making premises support for life as a convalescent.

<<Gratitude for still being alive and rapidity of response>> refers to older adult
patients being at high risk of rapid changes and showing large individual differ-
ences in the response to treatment [31], which make it difficult for also medical
professionals to predict recovery. In relation to family members who listen to the
explanations of medical professionals, and then find themselves in the situation
of not being able to do anything other than simply rely on fate, this subcategory
explains feelings of gratitude about this older adult recovering, and the medical
response.

<<Support for life as a convalescent in the hospital to which transferred>> was
another category, and based on the narratives of the families of patients trans-
ferred from an acute-phase hospital to a secondary medical facility. Under the
regulations of the national health insurance system, additional medical fees needed

for medical services after 15 days in emergency medical centers in Japan are not
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covered by the national health insurance [45]. For this reason, after 15-days of a
hospital stay patients are transferred to secondary medical facilities after treat-
ment at an acute-phase hospital [45]. While recognizing feelings of relief and
gratitude about the older adult patients who have recovered from a life-threat-
ening crisis, family members are now realizing that the practical burden of
long-term nursing care is a reality. When starting nursing care for older adults,
and nowadays when traditional intra-family norms related to care have wea-
kened, there have been reports of family feuds about where (at home or in a
nursing facility) nursing care is to take place, who is to provide the care, who is
to cooperate, and other matters [46] [47] [48] [49].

The main goal of the nursing care insurance system of Japan is to alleviate the
burden on family caregivers by thinking of such burden as an issue common to
the all nations, but there is a shortage of residential facilities [50] [51]. While
progress is being made with recommendations to shift to home care, there have
been numerous reports that the system supporting family members is unsatis-
factory [52]-[57]. This subcategory may be considered an expression of these
wishes, focusing on post-recovery nursing care, of the family members who
make decisions about the treatment at the time of the emergency transfer. How-
ever, whether such decision-making is based on preparation for the worst-case
scenario cannot be ascertained from the narratives about attributes in the inter-
views conducted in the cases reported here. In terms of support for the families
of older patients, the findings described above suggest the necessity of providing
thoughtful support by taking it into consideration that some family members
may not have had time to deliberate on the selection of treatment in emergency
transfers, showing consideration of the feelings of the families from the time of
emergency transport to the selection of treatment, and providing informed con-
sent in easy-to-understand language focusing on the conditions after treatment.
The findings also suggest the necessity of support to ensure a smooth transition
to medical care, long-term and home care after the hospital change and discharge

from the hospital.

4.4. Limitations

The number of study participants was only 10, and they were living in one geo-
graphic locality; this introduces limitations to the conceptualizations in this study
of surrogate decision-making for the older adult patients who have been subject
to emergency transport, and it is not yet possible to make any recommendations
for the support involved in surrogate decision-making. However, based on the
current status of emergency medicine for older adult patients in Japan, problems
faced by family members who made decisions as surrogates were clearly demon-
strated. In the future, changes are expected in the way of thinking about deci-
sion-making related to the final stages of life, and further research will therefore
be necessary to be able to support family members involved in surrogate deci-

sion-making.
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5. Conclusions

In terms of attributes, the following are decision-supporting factors when the
families of older adult patients are asked to determine a treatment: the older adult
1) is undergoing treatment for an underlying disease; 2) is 80 - 90 years old; and
3) has indicated their wishes, including having casually indistinctly expressed
such a wish. The consequences after selecting a treatment include continuing
support for life as a convalescent and recognition of feelings of relief and grati-
tude about recovery from life crises. Later, the family members mentioned their
realization about the practical problems involved with the burden of long-term
nursing care.

In terms of support for the families of older patients, it is necessary to provide
thoughtful support from the time of emergency transport till the selection of
treatment. It is also necessary to provide support to ensure a smooth transition to
medical care, long-term and home care after hospital changes and discharge from
the hospital. Promoting advance care planning and providing decision-making
support in the emergency setting are needed to alleviate the psychological bur-
den on the families.

When providing support for families, it is necessary to take into account the
characteristics of the families of older adults, including the psychological burden
on the families who make surrogate decisions and will be exposed to the burden
of subsequent caregiving. This is because ideas for patients to determine by
themselves and express their wishes beforehand have not been commonly rea-
lized in Japan. It is important to promote advance care planning and provide de-
cision making support in clinical settings to reduce the psychological burden on
the families. The findings also suggest the need for transition support for the
medical care, long-term care, and home care after discharge from the hospital,

while everywhere maintaining an awareness of the situation after treatment.
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