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Family Members' Experience of Discussions
on End-of-Life Care in Nursing Homes 1n_Japan

A Qualitative Descriptive Study of Famuily Members' Narratives

Hiroki Kato, MS O Keiko Tamura, PhD

In nursing homes, discussions between family members
and staff regarding the end of life for residents with
cognitive impairment are crucial to the choice of
treatment and care consistent with residents' wishes.
However, family members experience burden in such
discussions, and communication with staff remains
inadequate. The purpose of this qualitative descriptive
study was to elucidate the meaning of continuous end-of-
life discussion for family members. Data were collected
using semistructured individual interviews. Thirteen family
members of residents from 3 nursing homes in Kyoto,
Japan, participated in the study. Data were analyzed using
thematic analysis, which focused on both explicit and
implicit meanings. Four themes emerged regarding the
experience of end-of-life discussion: “the end of life
soaking in,” “hardship of making the decision to end my
family member's life,” “wavering thoughts about
decisions made and actions taken,” and “feeling a sense
of participation about the care.” Family members had
come to accept the deaths of residents through
continuous discussion and experienced strong conflict in
facing the death of their family members. Moreover, staff
members should understand family members' beliefs and
the burden they experience in facing residents' death.
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s the global population ages, the number of elderly

people who die in nursing homes (NHs) will in-

crease.'™ Japan faces the highest rate of population
aging in the world, and the government introduced the
end-of-life (EOL) care bonus for NHs, which is a financial
incentive and framework of quality preservation for EOL
care among NH residents.” Nursing home residents expe-
rience difficulty in making decisions regarding EOL care
because of cognitive impairment.® Advance care planning
(ACP) is a communication process pertaining to EOL care
and occurs among residents, family members, and staff
members before the onset of residents' cognitive impair-
ment; it is important to ensure that EOL care is consistent
with residents' wishes.” However, the optimum time for
the introduction of ACP remains unclear because predicting
cognitive impairment in dementia is difficult® Conse-
quently, ACP often occurs too late, and proxy decision
makers, mainly residents' family members, are forced to
make medical decisions on behalf of residents without any
knowledge of their wishes.®’

The guidelines'®!! recommend sufficient dialogue with
family members regarding EOL care to reduce family hard-
ship and conflict in proxy decision making and ensure that
the best decisions are made when residents' intentions are
unclear. Family members can struggle with their choices
when discussion regarding EOL care with staff members
is insufficient'%; in addition, mutual understanding between
family and staff through EOL discussion is a crucial factor that
enables NHs to provide EOL care."® Family members for
whom EOL discussion is insufficient tend to regret their deci-
sions, resulting in increased grief after residents' deaths.'
Moreover, previous studies have shown that communication
between family members and care teams improves family
satisfaction and reduces anxiety regarding EOL care.">"”

While continuous EOL discussion between family mem-
bers and staff seems to be beneficial to both residents and
family members, and this is recommended as a means of
achieving desirable EOL for residents and their families,"®
family members experience considerable burden in discussions
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regarding EOL issues.'” In particular, when residents have
severe dementia, discussion regarding EOL issues, includ-
ing “do not attempt resuscitation” (DNAR) orders, causes
psychological anguish to family members.** Moreover, com-
munication between family members and staff remains in-
sufficient because of various factors, including dementia
and family members' reluctance.'® Therefore, NH staff
members should not only provide adequate information
regarding EOL but also address family members' anguish
and burden during these discussions.

It is beneficial to understand the meaning of family
members' experiences of continuous EOL discussion to
reduce their burden and anguish. This would allow NH
staff members to consider the extent of family members'
pain and determine the type of care required. However,
previous studies have focused mainly on staff members'
or residents' experiences; thus, little is known about
what the experience of such discussion means to family
members. Therefore, the purpose of this study was to
clarify the meaning of continuous EOL discussion for
family members and present suggestions regarding the
provision of the best care for residents and their family
members.

METHODS

We conducted a qualitative descriptive study involving in-
dividual interviews with NH residents' family members.

Sample

The inclusion criteria for family members of NH residents
were as follows: (1) declining cognitive function in the
resident, (2) deep engagement in the care of the resident
before NH admission (based on medical certificates and
nursing summaries, we judged this to be the case if the
family member substantially engaged in the resident's
daily care such as preparing their meals, changing their
clothes, etc.), (3) playing a main role in proxy decision
making regarding the treatment schedule and where to
live throughout preadmission and postadmission to the
NH, (4) resident living in an NH that provides EOL care,
and (5) agreement not to initiate hospitalization during
their study participation. The exclusion criterion was em-
ployment involving the management of nursing care or
proxy decision making (eg, working as a long-term care
support specialist or attorney).

Fifteen family members of residents from 3 NHs in
Kyoto participated in the study. Of the 15 interviews, 2
were excluded from the analysis because the family mem-
bers were not deeply involved in the resident's care before
admittance to the NH; therefore, interview data for 13 par-
ticipants were analyzed. The participants' mean age was
61 years, and the average interview time was 55 minutes.
Four additional interviews lasting 37 minutes, on average,
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Sample Characteristics (n = 13)

Characteristics N or Mean (SD)

Age, y (range, 48-76) 61 (9)
Gender

Female 7

Male 6
Marital status

Married 13
Relationship to the resident

Spouse 1

Child 9

Nephew 1

Daughter-in-law 2
Interview duration, min 55 (14)
Repeat interview duration (n = 4), min 37 (9)

were conducted with family members who were consid-
ered to have provided insufficient data in the original inter-
views (Table 1).

Ethics

The study was approved by the institutional review board
at Kyoto University Graduate School and Faculty of Medi-
cine (R0983). Before the investigation, the researcher ex-
plained the potential risks and benefits of the investigation
and informed the participants that they could withdraw their
participation at any point during the study.

Recruitment

The research sites were selected from NHs in Kyoto Pre-
fecture, Japan. The administrators selected potential par-
ticipants based on the inclusion criteria and initiated
contact. Potential participants who expressed a willingness
to participate in the research received an explanation of
the details of the study from the researcher. Both verbal
consent and written informed consent were obtained from
all participants before the study.

Measures

Data were collected via semistructured individual interviews.
Each interview lasted for approximately 60 minutes. The
focus of the interview questions was as follows: (1) the
resident's background from cognitive decline to NH ad-
mission, (2) experiences involving EOL discussion before
and after NH admission, and (3) attitudes and perspectives
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regarding EOL discussions. The interviews were recorded
using a voice recorder with the participants' consent. Each
participant received 3000 yen for participation. Data were
collected from April to August 2017.

Data Analysis

Data were analyzed using thematic analysis, which in-
volves the systematic process of coding, examination of
meaning, and provision of a description of the phenome-
non through the creation of themes.*' In the first step of
the analysis, the audio recordings of the interviews were
transcribed verbatim. The researchers then read the tran-
scriptions repeatedly and extracted “meaning units” re-
lated to family members' experience of EOL discussion,
after fully understanding the context, and applied “codes”
that briefly expressed the meanings. The study focused
on both explicit and implicit meaning®" in the text. There-
after, the codes were classified into groups with common
meanings and placed into categories according to their
similarities and differences. Categories were integrated
and abstracted, and their content was described as themes.
The participants' narratives were maintained as much as
possible when labeling the themes to demonstrate the es-
sential meanings of their lived experiences.

Data Management and Trustworthiness

The criteria established by Lincoln and Guba®* were used
to assess the trustworthiness of the analysis. Audit trails to
raw data, which provide evidence of the category, were
constructed as appropriate during the analysis process
to ensure dependability and confirmability. The analysis
was performed under the supervision of a researcher ex-
perienced in qualitative research, and the researchers
discussed any discrepancies repeatedly until consensus
was reached to improve credibility. Moreover, additional
interviews were conducted, with consent, if the data were
judged insufficient to allow understanding of the partici-
pants' experience.

RESULTS

Four themes regarding the experience of EOL discussion
emerged from the participants' narratives: “the end of life
soaking in,” “hardship of making the decision to end my
family member's life,” “continuing to stay but wavering,”
and “having a sense of participation in the care.” Family
members had accepted the residents' deaths through con-
tinuous EOL discussion but experienced simultaneous
strong conflict in facing this reality (Table 2).

The End of Life Soaking in

This theme represented family members' increasing aware-
ness that the residents had reached the EOL. All interviewees
were aware of this through EOL discussion. This awareness
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was formed gradually and subconsciously through repeated
thought about EOL care and how to spend the time that re-
mained. “The end of life soaking in” differed from mere ac-
ceptance of death. It expressed the understanding of the
fact that someday people die and that death was imminent
within the participants' own families. One interviewee
spoke about his growing awareness of his mother's EOL
period as follows: “It has been about 4 years [since admis-
sion to the NH]. About once a year, she got sick and was
admitted to the hospital. Overall, her condition was not
good sometimes... It is something that has steadily been
soaking in for me, and I felt that there would be [EOL] is-
sues coming.”

In addition, some interviewees stated that the recogni-
tion of the EOL soaking in referred to not only the percep-
tion of the imminence of the resident's death but also
increased awareness of their own mortality through EOL
discussion. This is reflected in the statement of a resident's
daughter as follows: “T knew that death would eventually
come. I've accepted it, but if T did not care, I would not think
about it so much. I started thinking about what I want to do
with my own (EOL) care.”

Hardship of Making the Decision to End My
Family Member's Life

None of the interviewees requested life-prolonging treat-
ments, and all wanted a natural end to their family mem-
bers' lives. However, they had been reluctant to decide
on a DNAR order in advance within their families. This
theme represented the psychological struggle experienced
by family members when choosing to implement a DNAR
order during EOL discussion to ensure that the resident's
life would be ended. One interviewee who had not been
able to discuss the implementation of a DNAR order with
her father in advance described advanced medical deci-
sion making as follows: “If we had had a discussion about
refraining from life-prolonging treatment while my father
was healthy...I wish we had such a conversation or my father
was able to state his own will, but we did not discuss it atall. ..
in this situation, it's like I'm deciding something. ..in the end,
will I decide to end a person's life, another's life?”

Wavering Thoughts About Decisions Made and
Actions Taken

This theme represented the family members' psychological
conflict regarding the choice of life-prolonging treatment
during the EOL period. Family members were involved
in decision making regarding daily and medical care dur-
ing admission, and they felt that they were able to do what
they could within the process of their own caregiving, de-
scribed by a resident's son as follows: “I've been taking
care of my mother during admission almost every day,
and I do not have any regrets that I should have done
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i/.:ITFY Themes That Emerged From Interviews and Definitions

Themes

Definition

The end of life sinking in

Increasing awareness that death was imminent within the participants' own families.

Hardship of making a decision
to end my family member's life

Psychological struggle experienced when choosing to implement a “do not attempt
resuscitation” order that leads to the resident's life ending.

Wavering thoughts about decisions made
and actions taken

Psychological wavering about the sufficiency of the decision made and actions taken
regarding the residential care.

Feeling a sense of participation
about the care

Latent meaning embedded in end-of-life discussion as a means of maintaining
awareness of participating in care.

something more...Yeah, I've done everything. I have no
regrets.”

However, medical treatment and care changed as the
situation changed, and several interviewees stated that
they had wavered in feeling that they had done everything
possible for their family members, particularly during the
near-death period, described by a resident's son as follows:
“I think I'll be in a flurry. T will not be able to say, like,
‘please deal with it [according to] the facility's decision,’
...maybe T will not be able to say immediately that she
had been unwilling [to receive life-prolonging treatment],
so please just take it away.”

These 2 contrasting narratives demonstrated that the
EOL discussion process caused family members to waver
in their feeling of having done everything possible.

Feeling a Sense of Participation in the Care
Many participants had endeavored to provide as much care
as much as possible at home before residents' admission to
NHs. They felt that it was their responsibility to provide care
themselves, sacrificing their own daily lives, before NH
admission. Therefore, they expressed a sense of guilt regard-
ing residents' admission to NHs, described by a resident's
son as follows: “It's something like that, like abandoning
the parent's care, abandoning the parent; there seems to
be that kind of prejudice, or that is a bad thing.”

After NH admission, family members had sought ways
in which all family members could be at ease with using
social services such as long-term care insurance. Thereaf-
ter, the sense of guilt gradually changed to one of persua-
sion, described by 1 resident's son as follows: “In such a
care system...I do not know how T can say [it]. Well, we
have reached the point where my mother is able to live
with peace of mind, and I was also able to live with that
without difficulty.”

Family members had fewer opportunities to be directly
involved in care after NH admission. However, even after
this point, they expressed a desire to be involved in their
family members' care in some way, and EOL discussion
allowed them to be continuously aware of “participating
in the care.” One resident's son described his engagement
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in EOL discussion as a means of maintaining awareness
that he was participating in care, as follows:

I'm not caring directly, but I think that those who have been
talking about such things [EOL] can still have a sense of
participation in such care...I vaguely feel that my care
means reaching the end with the knowledge of participat-
ing in nursing care...Maybe for a person who was caring at
home, entering the facility like this and visiting a resident
evokes the same feeling.

DISCUSSION

In general, EOL discussion is regarded as a process in-
volving the establishment of consensus between medi-
cal professionals and care stakeholders. In the analysis,
we extracted 4 themes regarding the experience of EOL
discussion for family members of NH residents: “the end
of life soaking in,” “hardship of making the decision to
end my family member's life,” “wavering thoughts about
decisions made and actions taken,” and “feeling a sense
of participation in the care.” These findings could contrib-
ute to a deeper understanding of the various views held by
family members.

Admission to an NH is a stressful event in itself for family
members.*> One reason for this is the influence of Confu-
cian morality in East Asian culture,** within which there
is an ethical philosophy that children must care for their
parents. For the family members who participated in this
study, NH admission was experienced as abandonment
of their duty of care. Although this gradually transformed
into the belief that it was not true, after NH admission,
the latent guilt regarding the abandonment of duty of care
might not cease completely. This could increase the desire
to maintain awareness of continuing care through the act
of thinking about the resident's EOL care, which leads to
the continuous implementation of EOL discussion.

The implementation of EOL discussion also included
implications for subconscious penetration of awareness
of the EOL. This cognitive transformation was experienced
as a process of accepting the end of a resident's life.
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Previous research showed that the role of EOL discussion
was to provide updates regarding advance directives and
changes in the patient's condition.”> The current findings
showed that EOL discussion included not only a mere up-
date of previous advance directives but also the recogni-
tion of a shift in the resident's condition from daily to
EOL care. This could have been one of the reasons why
family members continued discussions after having agreed
to DNAR. The important issue is not that of making and
following advance instructions but that of understanding
how the family assesses their situation. It is also useful to
note that family members became aware of their own
deaths through EOL discussion. Considerable numbers
of NHs provide EOL care and are environments in which
death exists in everyday life. Family members became
more aware of the reality of their own deaths by closely
observing the appearance of residents, including their
own family members, reaching death. In other words, the
EOL included the theme of “the end of life soaking in,”
which pertained to the residents and the family members
themselves.

It is necessary for all involved to make decisions about
EOL treatment and care.?® The family has the right to either
select or withhold life-prolonging treatment, and choosing
the latter means abandoning the former. It is experienced
as an act that ends the life of the resident, which leads to a
specific type of pain experienced only by family members.*”
When considering the implementation of life-prolonging
treatment, it is important to determine whether it is deemed
useless to the individual. The results of this study showed
that life-prolonging treatment was considered useless when
families felt that they had done all that they could do. How-
ever, the family may also question themselves as to whether
they could have done more, especially as the ailing member
nears his/her death. Such thoughts are natural and an ex-
pression of the depth of family love.

In Confucian morality systems, people tend to be reluc-
tant to make medical decisions and instead leave them to
clinicians.?® This attitude has been conceptualized in re-
cent studies as relational autonomy.?’ This perspective
recognizes that self-determination is defined in a social
context (ie, ethnicity, familial positioning, etc) and that
this context influences the expressions or development
of autonomy. From the perspective of relational auton-
omy, it is important to form a consensus with all stake-
holders in considering withdrawal of life-prolonging
treatment at the EOL.?" Responsibility for proxy decision
making should not be imposed only on family members.
It is necessary for all involved to make decisions about
EOL treatment and care.

Family members tend to lack information when consider-
ing the EOL; therefore, the provision of sufficient information
is important.'® However, regardless of the amount of infor-
mation provided, the family members' anguish about ending
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the resident's life will not be alleviated. Care providers should
endeavor to understand the experiences and feelings of res-
idents' families. Moreover, family members need informal
EOL discussion.?" There is a need for a social infrastructure
that allows for discussion regarding EOL events in the com-
munity, in addition to formal discussions with staff at facilities,
to minimize the anguish experienced by families.

This study had several limitations. For example, the
findings are not generalizable due to the qualitative nature
of the study. In addition, because the interviews involved
narratives in which participants recalled past experiences,
the results are based on the participants' memories and
might not reflect those experiences accurately. Further-
more, the participating facilities were selected from a lim-
ited area of Kyoto Prefecture; therefore, the influence of
facility and regional characteristics cannot be ignored. In
the future, surveys should be conducted in areas and facil-
ities with different cultural characteristics and clarify differ-
ences to verify the current results.

CONCLUSION

This qualitative study examined the experience of EOL discus-
sions between family members and staff at NHs in Japan. The
analysis of 13 narratives obtained via semistructured inter-
views and using the content analysis method revealed 4
themes regarding EOL discussion. It became clear that
EOL discussion in NHs requires understanding of the
anguish experienced by families, evaluation of attitudes
toward EOL discussion, and provision of appropriate infor-
mation. Moreover, it is necessary to develop a social foun-
dation to support the sharing of EOL preferences between
residents and family members to ensure that decisions
respect their preferences.
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