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INTRODUCTION making models in the United States, but the funda-
mental value is respect for a patient’s autonomy.!

Decision making at the en fe in a cross-cultural

context can be partic fficult because these ! T.L. Beauchamp & J.F. Childress. 1994. Respect for autonomy, non-

emotion-laden decisis embedded within a malficience. In Principles of Biomedical Ethics. New York: Oxford Uni-

. f cul 1 bel d val Variati . versity Press: 120-249; E.J. Emanuel & L.L. Emanuel. Proxy decision
matrix 0 cu tura‘: __e .and values. variations i making for incompetent patient: An ethical and empirical analysis.
end-of-life care exis

in mainstream decision JAMA 1992; 267: 2067-2071.
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Following this principle, and because many patient-
shave lost decision making ability before end-of-life
decisions are made, advance directives have risen
to prominence in the US in order to preserve
autonomy in end-of-life decisions.” However,
some ethnic groups, such as Asian Americans
and Mexican Americans, classically hold different
models for the process of decision making at the end
of life.? For instance, disclosure of a terminal diag-
nosis and talking with patients about dying may be
considered inappropriate behaviors. Competent
end-of-life care requires attention to and proficiency
with the beliefs and practices of diverse cultural
groups.” We address an added dimension to the
current cross-cultural literature on end-of-life deci-
sion making by focusing on the effect of accultura-
tion within a single ethnic population.

The population of Americans of Asian and
Pacific Islander (API) heritage is one of the ethnic
groups for which classic end-of-life decision
making differs from that of other ethnic groups
with Western background in the US.% As the
number of API elderly increases, US physicians are
more likely to encounter difficulties in end-of-lif
decision making related to differences betwegt

2 D.M. Cox & G.A. Sachs. Advance directives arf
Determination Act. Clin Geriatr Med 1994; 10: 4314,

JAMA 1995; 274: 820-825.; M. Ip et al. Ethical
critical care in Hong Kong. Crit Care Med

on-making in
447-452; P.
Hsclosure: A
Charlton & S.
Zealand, and

tale in two cultures. Psychol Med 1992; 22:
Dovey. Attitudes to death and dying in t
Japan. J Palliat Care 1995; 11: 42-47.
4 J.A. Careese & L.A. Rhodes. Weste
ervation: Benefit or harm. JAMA 1995;
J.D. Brotzman. Cross-cultural iss
diagnosis: A case report. J Fam Pr
5 L.O. Gostin. Informed con:
for persons. JAMA 1995; 27
Sprung. Cross-cultural ethical d
Care Med 1998; 26: 423-4 M.
Negotiating cross-cultural i
2993-3001.

¢ M.C. Brannigan. 1995. The Pulse of Wisdom: The Philosophies of
India, China and Japan. Belmont: Wadsworth Press; M.D. Fetters. The
family in medical decision making: Japanese perspectives. J Clin Ethics
1998; 9: 132-146.

losure of a terminal
426-427.

sensitivity, and respect
»845; A. Oppenheim & C.L.
making in critical care. Crit
awa-Singer & L.J. Blackhall.
end-of-life. JAMA 2001; 286:

tionships.” Japanese Americans are the sixth largest
API group in the US, with a complex immigration
pattern resulting in a heterogeneous Japanese
American society. At present, about two-thirds of
i born in the US. Many
imary language, receive
ty individuals of non-
uch heterogeneity complicates
al norms, and no quali-
ed on decision-making
of life in the Japanese-

education in the US and
Japanese descent.®
the understanding o
tative studies h
preferences at ‘the en
American populati

In Japa
of-life care

, decision making about end-
een extensively described.’ As in the
that a patient’s preference for care
& decision-making is generally accepted
in Japan. Fhe practical ramifications of this belief,
however, differ between the US and Japan due to

ons, and physicians and family members in
pan often overrule patient’s preferences for
medical care.!® For Japanese Americans, neither cul-
ural norms nor the effects of acculturation has been
described. While acculturation has been demon-
strated in studies of behavioral risk factors for
disease,'! little is known about the effect of

7 G. Yeo. Ethical considerations in Asian and Pacificisland elders. Clin
Geriatr Med 1995; 11: 139-152; K. Braun. Death and dying in four
Asian American cultures: A descriptive study. Death Stud 1997; 21:
327-359.

8 H. Kitano. 1988. The Japanese American family: In Ethnic families in
America. C.H. Mindel et al. eds. New York: Elsevier.

9 S. Matsumura et al. Acculturation of attitudes toward end-of-life
care: a cross-cultural survey of Japanese Americans and Japanese. J Gen
Intern Med 2002; 17: 531-539. S. Bito et al. Japanese attitudes toward
advance care planning for end-of-life decisions. Gene 2001; 2: 3-10; T.S.
Elwyn etal. Cancer disclosure in Japan: Historical comparisons,
current practice. Soc Sci Med 1998; 46: 1151-1163; E. Feldman.
Medical ethics the Japanese way. Hastings Cent Rep 1985; 15: 21-24.
10 T 8. Elwyn et al. op. cit. note 9; A. Asai, S. Fukuhara & B. Lo. 1995.
Attitudes of Japanese and Japanese-American physicians towards life-
sustaining treatment. Lancer 1995; 346: 356-359; 1. Kai et al. Commu-
nication between patients and terminal care: A survey in Japan. Soc Sci
Med 1993; 36: 1151-1159.

1 R. Benfante 1992. Studies of cardiovasclar disease and cause specific
mortality trends in Japanese-American men living in Hawaii and risk
factor comparison with other Japanese populations in the pacific
region: review. Human biology 64: 791-805.
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acculturation on the end-of-life decision-making
models of Japanese Americans. Variation in accul-
turation to US values may affect patient and family
satisfaction with the process and outcome of such
decisions.

This study aimed to understand and compare the
end-of-life decision-making models of Japanese
living in Japan and Japanese Americans. We
explored attitudes toward disclosure, preferences
for decision-making at the end-of-life, and advance
directives. We were particularly interested in
whether attitudes more prevalent in Japanese
culture in Japan were retained or whether and how
these views were altered by acculturation to US
society.

METHODS

In order to perform a qualitative cross-cultural
analysis regarding the relationship between accul-
turation and end-of-life decision making amon

Japanese Americans and Japanese in Japan, wg’

conducted 18 focus groups with 122 participa
in three groups of Japanese participants de
according to their country of residence an:
guage: 1) Japanese living in Japan (five gt
Japanese-speaking Japanese America
groups), and English-speaking Japanese
(nine groups). Language was used as¢th
guishing characteristic of the two
American groups because it is reco
component of acculturation' and
cation based on other measure
capac1ty of this study. The focus*
ducted in 1996 and 1997. We ai
people over the age of 65 beca ey are more
likely to face end-of-life d ns:in the near future.
Four of the five focus groups in Japan were con-
vened as gender-specific grot hile all Japanese
American focus group ender-mixed.

One moderator az least one co-moderator
conducted each focus group discussion. A Japanese
moderator led the. Japanese-speaking Japanese
American focus groups and the same moderator

beyond the
§ were con-
to include

12 R.M. Suinn, C. Ahuna & G. Khoo. The Suinn-Lew Asian Self-
Identity Acculturation Scale: Concurrent and factorial validation. Educ
Psychol Meas 1992; 52: 1041-1046.

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.

conducted the Japanese focus groups held in Japan.
At least one Japanese co-moderator participated
in the English-speaking Japanese American focus
groups. Each focus group session included five to
nine participants, all 6f whom provided written
informed consent. Focus group discussions aver-
aged two hours in lepgth with the Japanese language
focus groups lastifig longer because of variation in
social interactio ger time before Japanese
participants op to full discussion. Given
the cultural between the Western and
Japanese mo nd-of-life decision-making, a

ework derived from the Japanese
chavior style that is based on group

n." The study protocol was approved by
IRB.

was identical for all focus groups and was
gned to generate an open-ended discussion of
our topics: (1) experiences with end-of-life care and
ecisions for relatives and friends, (2) attitudes
toward end-of-life care, (3) preferred decision-
making models for end-of-life care, and (4) attitudes
about advance directives.

Toward the conclusion of each focus group, the
moderators presented to each group’s participants a
summary of their perceptions of the views expressed
during the session. They also presented possible
divergent views to participants at the end of
each Japanese and Japanese-speaking Japanese
American session to prompt additional discussion,
to test social desirability of the prior discussion, and
to challenge a potentially culturally framed mode of
response.

All sessions were audiotaped and then transcribed
verbatim in the language of the group. Initially, the
full transcripts were read without coding so that the
overall themes could be understood, and homoge-
neity and discrepancy within groups and among sets
of focus groups could be noted. Two bilingual

13 M.B. Miles & A.M. Huberman. 1994. Qualitative data analysis: An
expanded sourcebook. Thousand Oaks: Sage.

14 C. Pope, S. Ziebland & N. Mays. Qualitative research in health care.
Analysing qualitative data. BMJ 2000; 320: 114-116.
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Table 1. Description of the Three Focus Group Samples

Japanese in Japan

Japanese-speaking Japanese Americans

English-speaking Japanese Americans

Number of focus groups 5 4
Number of participants 28 29
Source of participants

Dates of focus groups October 1996 to January 1997
65 years or older (%) 1% 84%
Male (%) 50% 79%
Generation*

Issei Not applicable

Shin-Issei

Kibei

Nisei

Sansei

s
[ RN U CaE S Rt

Community and clinic sites, Tokyo Japanese housing complex and nursing
home, Los Angeles
September to December 1996

9

fese gommunity centers and nursing
y os Angeles
to March 1996

*

Issei = first generation immigrants.
Shin-Issei = emigrated after World War 11

Kibei = born in the US, raised and educated in Japan, and then later returned to the US.

Nisei = second generation.
Sansei = third generation.

reviewers read all transcripts and then indepen-
dently developed open codes that were applied to
the entire text. We first developed preliminary codes
during initial transcript review. Reviewers then

re-read all transcripts and sentences and phrases

were coded. The ‘Participants’ past experiences
section of each focus group required repetiti
re-coding because this section yielded many div
themes. When new codes were detected, prioz te

open codes, the two coders’ transcripts
pared. Discrepancies required a return to

identify major themes in each to
one reviewer evaluated the th
group sets and then compated thieémes across the
three sets of focus groyps.;A second reviewer
checked the analyses for cohérence. We present the
themes developed from:éaéhi“area of inquiry and
compare findings acré three sets of focus
groups.

ithin focus

5 D.G. Wilims etal. A system approach for using qualitative
methods in primary prevention research. Med Anthropol Q 1990; 4:
391-409.

1 Y S. Lincoln & E.G. Guba. 1985. Naturalistic Inquiry. Beverly Hills:
Sage Publications.

We did not identify mixed generation participants. The participants were asked to select one of the fiv

‘participants to be 65 years and over, with the
mainder over age 40. Half of the sample from
Japan was male with a male predominance in the
apanese American groups. (Table 1)

All three groups, Japanese living in Japan,
Japanese-speaking Japanese Americans and
English-speaking Japanese American, described
extensive experience with end-of-life decisions.
Focus group participants were not reticent to
discuss death, their experiences, or what these events
meant to them. Table 2 summarizes the findings in
the areas of interest.

Presenting bad news

Participants in all three groups indicated that
talking about death and dying was not taboo in their
daily conversations. Discussions were common
among family members or with healthcare person-
nel when their lives were not threatened. Such dis-
cussions, however, did not occur with patients who
were close to death. A common theme among the
groups was the desire that ‘bad news’ should be
given to the patient’s family before the patient. One
Japanese-speaking Japanese American woman
described her experience as follows:

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.



JOBNAME: No Job Name PAGE: 5 SESS: 17 OUTPUT: Sat Mar 17 16:01:02 2007
/v2503/blackwell/journals/BIOT_v21_i5/biot_551

Acculturation and End-of-Life Decisions 255

Table 2. Summary of Discussion Areas about End-of-Life Care Expressed by Japanese, Japanese-speaking
Japanese Americans and English-speaking Japanese Americans

Theme Japanese in Japan

Japanese-speaking Japanese
Americans

English-speaking Japanese
Americans

Presenting bad news To family first, rarely to the
patient

Prefer sudden death and less
family burden. Strong duty to

care for family members

End-of-life care attitudes

Preferred decision
making model

Decisions made by physician with
family members

Family members participate in
decisions at physician’s
discretion

Somewhat acceptable, but only in
an informal fashion

Advance directives

Dsually to family and then often

to the patient

er sudden death and less

mily and financial burden.

Less strong duty to care for

family members

Family is main decision maker,
but patient often participates

Patient can play an important role

in making decisions

To family, then sometimes to the
patient

Prefer sudden death and less
family burden. Some duty
care for family members

Family is main decision

Family is guided by t

Accepted. May be used to relieve
family burden

When my husband . . . went to the doctor, he was
told that he had cancer. Then he had an operation.
He thought that only one region was involved. It
was removed then, but in the meantime, it turned
out to recur and spread, to be worse. His mother
and sister also had cancer and had operations, but
theirs did not spread. My husband still believed tha

only one region was involved. I already knew the

truth, but I was not able to tell it to him.

English-speaking Japanese Americans.
even they related their dissatisfaction wi
cians who informed patients directly.
the family should be informed first an
members would share the appropriate
with the patient. One English-spgak
American woman related the foll

I rather that the doctor talk to'my husband, and my
husband could talk with o mbers of the
Sfamily. I think that my ould evaluate
whether it is the right thing to tell me or not.

Another
stated:

English-speaki panese American

In general, people are ‘
my feeling, and:Japane
don’t want to tell t

pected to be told. But in
> culture, a lot of families

Compartmentalizing information was important
not only to protect patients from bad news, but also
because information was needed by the family in

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.

1al decision“making was to decide how much infor-
.a patient should receive. One participant in
an related his experience:

[When my wife had cancer,] her physician dis-
closed the diagnosis to my son and me first. He
‘asked us whether he should tell her that she had
cancer. We discussed together and answered not to
tell her the truth. Because we knew she was a sen-
sitive person, she would be so surprised if she knew
the truth. Our physician accepted our preference

and did not tell anything to her. '

Attitudes toward end-of-life care

Participants in all three groups idealized their end-
of-life process as pokkuri which means in Japanese
‘popping off” or ‘dying suddenly without prolonged
suffering’. Dying should occur without a trouble-
some end-of-life process. Thus, nearly all partici-
pants expressed negative feelings toward living in
adverse health states. Nonetheless, they focused
minimally on personal suffering. Instead, partici-
pants in all three groups were concerned about
becoming a burden on their family, using the term
meiwaku. Both Japanese and Japanese-American
participants focused on the level of caregiving
burden that would be borne by their families, and all
groups expressed a strong unwillingness to burden
others. One Japanese participant stated this attitude
as follows:
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If the patient remains unconscious like an only-
breathing dead body, family members have to stay
with him at the expense of their huge sacrifice
during that time. It is a lot of burden, every
morning, evening, midnight. I think the recent
progress of medicine has created tragic cases in
some ways.

Another Japanese participant stated:

[When I have a terminal illness] I strongly do not
want to put a severe strain on my family. I do not
want to give them hard pain. Therefore, I want to
reject life-sustaining treatment. . . .

While the Japanese group expressed such burdens in
terms of the family’s physical and mental caregiving
responsibility, Japanese American groups often
expressed family burdens in financial terms. One
English-speaking Japanese American participant
said:

One of [the values] is not bothering [other]
people. . .. When you are living there, if you know
every day you're there it is very expensive. Some-
body has got to pay for it. If your children are
having to, it's coming out of their inheritance (
they are having to pay for it . . .

Preferred decision-making model

Concerning the preferred decision-mak
for end-of-life care, all groups we studie

n autono-
g Japanese
American stated,

[The decision maker ] sho
you have four or five fa
equally discuss and de

ot be one person. If
mbers, they should

An English-speaking.Japangse American remarked
similarly,

[One group ] really can’t make the decision because
they don’t have the decision endorsed by everyone
in the family.

In making a group decision, all sets of focus group
participants desired some degree of familial control
of information flow to the patient, particularly when
the news was very bad, such as revealing a fatal
prognosis. Although decision-making was central-
ized in family consensis. across all groups, there
were some differences.concerning who should be the
principal decision- d how much informa-
tion should be disc

ician to make the final decision,
ted the decision to incorporate the
e. However, there were repeated

mion conflict, we may have to obey the doctor’s
opinion . . .

Dissatisfaction with aggressive life-sustaining treat-
ment and excessive physician paternalism punctu-

" ated many of the Japanese focus group discussions.

Another Japanese participant stated:

Once we are hospitalized, we hesitate to talk about
our own preferences. . .. There is an atmosphere
that we have to obey the physician’s opinion. So
when a doctor gives his or her suggestions, we have
to say ‘Yes, please’.

Another Japanese participant expressed his frustra-
tion with his physician:

My mother had bile duct cancer, and in the end she
was inserted with tubes. And even if she insisted
that she did not want to [have any more tests], she
was forced to have laboratory tests. I have never
Sforgotten the scene. I will never be able to forgive
those doctors. It's more than ten years since then,
but I hate to recall that, even now.

On the other hand, the two sets of Japanese
American groups described more of a partnership
role for the physician in end-of-life decisions and
never raised the issue of paternalistic behavior. One

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.
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Japanese-speaking Japanese American woman
described her experience in this way:

[ My husband ] existed like a vegetable. He was on
many life — prolonging machines. The doctor called
us, and we — I and my son and relatives — discussed
together. Finally the doctor and our family reached
the same opinion. We were sure that our Dad did
not want to live with such machines.

English-speaking Japanese Americans retained a
family-oriented decision-making model, but focused
more on the patient’s role, particularly if the patient
was young or long-term care was required. They
more often accepted the patient’s participation in
the discussion, and at times even welcomed the
patient as a main decision-maker.

In increasing the patient’s role in decision-
making, both sets of Japanese American groups
advocated more information disclosure to the
patient compared to the Japanese focus groups.
In this way, the patient could be more involved in

the decision-making process. However, even the,

English-speaking Japanese American groups oft
felt that the family should decide whether
patient should play a role in decision making
English-speaking Japanese American said:

1 think [the decision is made | usually in th
In the discussion with them, maybe
decide on whether the patient enter-
discussion. .

Attitudes about advance directive

Participants in all three groups acce
of advance care planning
However, there was univer :
directives might conflict with the expected role of
family members in end-o sion-making. This
contradiction was expres: antly in the disso-
nance between what participants would want for
themselves and wha would want for loved
ones. Nearly all participants rejected aggressive
treatment for the ) the setting of future ter-
minal illness. Nevertheless they desired that a loved
one should be kept alive, even if they knew that this
individual’s explicit wish was to forgo aggressive
care. While most participants accepted that the

the concept

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.

family would override the patient’s preference under
these circumstances, there was profound ambiva-
lence. Focus group participants were concerned
about the conflicts caused by these feelings. Many
Japanese participants described this feeling in terms
of kazoku no jo, whic otes the family’s require-
ment to act in a benevolent fashion toward the
patient:

is clear, it is hard for the

Even if the pati
] eatment — this is kazoku no jo

ng Japanese American)

tably, these similar attitudes translated into
y different behaviors concerning advance
directives between the Japanese groups and the
apanese American groups. The Japanese groups
were reluctant to give power to advance directives
and they disliked the concept of written docu-
ments. In addition, they voiced reluctance to
involve lawyers and hospitals in end-of-life deci-
sions. A Japanese participant related the following
reasoning:

I do not want too much [life-sustaining treat-
ment] ... I want to be allowed to die as naturally
as possible. But, things like this, can we request the
doctor [to let us die naturally] after we lose con-
sciousness? No, we can’t. ... So what shall I do?
You may say if I write a living will, it will be only
my idea. We do not follow individualism. I have my
family and my doctor. I don’t want them to regret
only because I write my will. That is what worries
me most.

In contrast, the Japanese American groups readily
accepted advance directives. However, these docu-
ments were viewed not as a way to promulgate their
autonomy in end-of-life care, but as a way to relieve
familial burdens. Some participants said that they
already had signed an advance directive.
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For example, one Japanese-speaking Japanese
American remarked that his reason for completing
an advance directive was to reduce his family’s emo-
tional conflict over not beginning life-sustaining
treatment:

Personally, I need to write it [advance directive]
because all my family is living in Japan and I am
alone in the US. So, in order to avoid [being] a
burden on others, I would like to deal with every-
thing related to myself. Yes, I want to leave one
[advance directive].

For some English-speaking Japanese Americans,
advance directives were seen as a tool to solve the
conundrum of accepting the notion that a patient’s
preferences should be followed while also permitting
the family to act with benevolence. These partici-
pants expressed concern that family members who
let a patient die without life-sustaining treatment
would regret their decision even if it followed a
patient’s wishes.

DISCUSSION

The findings from these 18 focus groups reveal
openness toward end-of-life topics amon
Japanese and Japanese-Americans. Person

itudes
‘tatlon of

Japanese cultural themes conce
toward end-of-life care, but the

these findings suggest that J
cerning end-of-life care are
and second generation Ja
acculturation affects how th
within US society.

“Americans, but
alues are manifest

Preserved values

Japanese cultural values appear to be preserved
in the Japanese-speaking and English-speaking
Japanese American groups. Such values, deeply held

by the focus group participants in Japan, are largely
distinct from Western views.!

Family control of information disclosure to the
patient was emphasized among all three sets of
focus group participants, Most participants
insisted on the provisia information to family
members before informingthe patient if the news
was very bad. It shoul noted that, even in
Japan, not all bad. news was withheld from
patients; much information about adverse (but not
terminal) diag s W d be revealed directly by a
physician to .® For worse news, physi-
cians and mbers together decide on the
appropriat el and timing of disclosure. In
Japan, mains the dominant mode of infor-
mation<disclosure toward the end of life.” The
demise in 1989 of the prior emperor Hirohito, who
had_..terminal pancreatic cancer, was a typical
he diagnosis was not disclosed to him

Ffom the perspective of a Western, individual
utonomy based model, such secrecy might be con-
sidered unacceptable, but Japanese and Japanese-
descent Americans found this mode of privacy of
information to be acceptable concerning disclosure
to others. Surveys conducted in Japan show that
nearly three-quarters of Japanese people would not
want to disclose the diagnosis to a family member
who has terminal cancer. Yet a majority of them
want to be told when they have a terminal illness.?
Older Koreans in the U.S reported similar attitudes
toward end-of-life decisions in a prior study. Those

7 L.J. Blackhall etal. op. cit. note 4; M. Kagawa-Singer & L.J.
Blackhall, op. cit. note 5.

8 TS. Elwyn et al., op. cit. note 9.

9 A. Akabayashi, M.D. Fetters & T.S. Elwyn. Family consent, com-
munication, and advance directives for cancer disclosure: A Japanese
case and discussion. J Med Ethics 1999; 25: 296-301; S.0. Long. Family
surrogacy and cancer disclosure: physician-family negotiation of an
ethical dilemma in Japan. J Palliat Care 1999; 15: 31-42.

¥ Y. Takahashi. The demise of the last emperor: Its influence on
Japanese society from a thanatological viewpoint. Crisis 1989; 10:
168-178.

2 Y. Morioka. Informed consent and truth telling to cancer patients.
Gastroenterol Jpn 1991; 26: 789-792; N. Tanida. Japanese attitude
towards truth disclosure in cancer. Scand J Soc Med 1994; 22: 50-57.
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individuals wanted to know critical clinical informa-
tion about themselves, but did not want family
members to be told.”

Participants repeatedly underscored the discor-
dance between what they would want done for
themselves at the end of life and what they feel
compelled to do for family members. They eschew
prolonged survival in adverse health states yet they
focused on the physical, psychological and financial
burdens on family caregivers rather than on per-
sonal suffering. Many participants explained this
feeling as ‘I do not want to be a meiwaku (annoy-
ance) for my loved ones’. Japanese Americans and
Japanese alike expressed a powerful unwillingness
to be a burden on their family.

The conflict between the family’s preferences and
the patient’s will permeated all three sets of focus
groups. Patients desired to reduce caregivers’
burdens, whereas caregivers’ responsibility accord-
ing to kazoku no jo does not permit them to give up
on a loved one, even if she or he were in poor clinical
condition.” The participants were cognizant of this
emotional conflict.

This shared value of meiwaku and the discorda
with kazoku no jo leads to the most notable di

drawal of life-sustaining treatme;
apparent acceptance of advani
understood in a cultural
Americans, advance directives a
expressions of autonom

«For Japanese
not meant to be
as a means to

2 1..J. Blackhall et al. op. cit S.T. Murphy et al. Ethnicity and
advance care directives. J Lay gd Ethics. 1996; 24: 108-117; B.A.
Koenig, J. Gates-Williams, Understanding cultural difference in caring
for dying patients. West ed.1995; 163: 244-249,

2 JH. Muller & B. Desmond. Ethical dilemmas in a cross-cultural
context: A Chinese example. West J Med 1992; 157: 323-327.

% A. Akabayashi, B.T. Slingsby & I. Kai, Perspectives on advance
directives in Japanese society: A population — based questionnaire
survey. BMC Med Ethics 2003; 4: ES

© 2007 The Authors. Journal compilation © 2007 Blackwell Publishing Ltd.

alleviate the emotional burden of family members
for accepting withdrawal of the life-sustaining treat-
ments of their loved one. Japanese participants per-
ceived the same need, but rejected formal signed
advance directives.

The notion that en
settled by group conse
another value th
the three groups. 1

-life decisions should be
. of family members is

ipants in this study also desired that
members be involved in significant
: cisions. In Japanese culture, important
decisions-smust account for how one’s behavior
influences others.”

This'notion derives from the Japanese respect for
1ony and interdependence, rather than indi-
idual’autonomy,” as in the Japanese proverb ‘[we
hould] make everything right with harmony’*® This
nodel subjugates autonomy to the more compelling
alue of collective well-being.

In Ruth Benedict’s classical analysis, she con-
cluded that Japanese culture is a ‘culture of
shame’.”” ‘Shame’ in this context meant that
Japanese people tended to avoid confrontation with
others. Japanese would choose preferences reflect-
ing ‘our’ wishes (including loved ones) rather than
‘my’ wishes. This feeling is rooted in enryo (reserva-
tion) behavior, a core feature of Japanese culture.®

med

3 1..J. Blackhall et al., op. cit., note 3; J.A. Careese & L.A. Rhodes, op.
cit. note 4; K. Braun, op. cit. note 7; L. Crawley et al. Palliative and
end-of-life care in the African American community. JAMA 2000; 284:
2518-2521.

% M.C. Brannigan. Relationality and consensus in Japan: Implications
for bioethics policy. Health Care Anal 1999; 7: 289-296; T. Morita et al.
Family experience with palliative sedation therapy for terminally ill
cancer patients. J Pain Symptom manage 2004; 28: 557-565.

2 T. Doi. 1997. The anatomy of dependence. Tokyo. Kodansha
International.

3 Sanseido ed. 2001. Shinmeikai Japanese Proverb Dictionary. Tokyo:
Sanseido: 1505.

2 R. Benedict. 1946. The Chrysanthemum and the Sword. Boston.
Houghton Mifflin Co.

* T. Kuwayama. 1989. The Japanese conception of self: The dynamics
of autonomy and heteronomy. Los Angeles: University of California Los
Angeles: 910-916; H.L. Kitano. Japanese-Americans: The evolution of a
subculture. Englewood Cliffs: Prentice Hall.; T.S. Lebra. 1976. Japanese
patterns of behavior. Honolulu: University of Hawaii Press; T. S. Lebra.
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In Japanese culture, stating one’s personal prefer-
ences or opinions is often regarded as ill-mannered
or selfish. Priority is given to ‘collective welfare’
rather than ‘individual welfare.” The focus group
findings suggest that these values continue to be
compelling for Japanese Americans. For Japanese
and many Japanese Americans, ‘autonomy’ rests at
the family level. In comparison to the individual
autonomy model, decision making in Japanese
culture is based on ‘familial autonomy.”!

Influences of acculturation

Despite the preservation of cultural values and
shared overall decision-making model, some atti-
tudes toward end-of-life decision-making behavior
appear to change with acculturation to mainstream
US culture and attitudes toward health care and
autonomy (see Table 2).

First, disclosure of a terminal diagnosis became
more acceptable with acculturation. Such informa-
tion, however, is still disclosed to the family, who
then deliberate and may choose to give the informa-
tion to the patient in due time and in the proper

format. Healthcare providers need to be aware that:

in disclosing bad news to an acculturated Japan se
American, one would not be able to predi ]
acceptablhty of disclosure without inquirin
Inquiry can usually be asked of the patlen
tactful fashion.*? Based on these focus
ings, in most cases disclosure would be d
toward the family.

found in the decision-making m
nance of the physician in decisio

ent of interpersonal
-1.P. Rohlen, & P.G. Stein-
airPress: 41-84.

in Japan. In End of Life Care
. MA. MIT Press: 109-129.
t. note 5; M.D. Fetters. op. cit.

hoff, ed. Honolulu. University o
3 D.J.R. Macer 2004. End o

3 Kagawa- Smger&L J. B ckhall 0
note 6.
35 A. Akabayashi et al. op. cir. note 19; A. Asai et al. Medical decisions
concerning the end-of-life: A discussion with Japanese physicians. J
Med Ethics 1997; 23: 323-327; G.J. Annas & F.H. Miller. The empire of
death: How culture and economics affect informed consent in the US,
the UK, and Japan. Am J Law Med 1994; 20: 347-394.

one’s physician reported by Japanese Americans
compared to Japanese living in Japan.* While the
structure of decision making retained a group-
orientation, the role of the patient was more promi-
nent among English-speaking Japanese Americans,
for whom the patient played a prominent role in
decision-making withi mily.

Third, while all t s accepted the concept
of advance care Japanese participants
rejected formal

be avmdeddn Japan, and may interfere w1th decision
t the level of the family unit.’
he perception of the family’s caregiving
wtion seems to shift to some degree with greater
-speaking comfort.  Japanese-speaking
nese Americans reported less familial caretak-
ing-expectation than the Japanese in Japan, and
glish-speaking Japanese Americans reported that
the healthcare system would attend to long-term

.care. Noteworthy, however, the children of the

English speaking Japanese were not included in the
focus groups and therefore we do not know how
much obligation the adult children of these partici-
pants may feel. Similarly, adult children in Japan
were not included; changing economic conditions
and urbanization in Japan may affect the propensity
and ability of children to be intimately involved in
the daily care of their parents at the end of life due to
geographic distance and obligation to their own
children. In Japan, participants still strongly held
the expectation that family members would look
after disabled or dying loved ones,” although it is
not always actuated.*® Usually, the eldest son and

3 D.M. Tarn etal. Trust in One’s Physician: The Role of Ethnic
Match, Autonomy, Acculturation, and Religiosity Among Japanese
and Japanese-Americans. Ann Fam Med 2005; 3: 339-347.

% R.B. Leflar. The cautious acceptance of informed consent in Japan.
Med Law 1997; 16: 705-720.

% Y. Masuda et al. Outcomes of written living will in Japan: A survey
of the deceased’s families. Bioethics Forum 2001; 17: 41-52.

7 N. Yamamoto & M.I. Wallhagen. The continuation of family car-
egiving in Japan. J Health Soc Behav 1997; 38: 164-176.

38 N. Ikegami. Growing old in Japan. Age Ageing 1998; 27: 277-278.
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his wife are obligated to live with their parents and
care for them. On the other hand, many Japanese
American elderly remarked that they did not resist
living in a nursing home or living apart from their
children.® Often, however, this is due to reluctance
on the part of the elderly to impose upon the Ameri-
canized lifestyles of their children, not because they
themselves would not like to have this familial care.

LIMITATIONS

Our qualitative study has several methodological
limitations. First, the study samples were derived
from limited geographic areas in Japan and the
United States. Because the participants were
sampled in Tokyo and Los Angeles, they represent
only urban residents. In Japan the population in
rural areas tends to have more conservative views
than the urban population.® Similarly, Japanese
Americans in Los Angeles are likely to be different
from those elsewhere in the US. Japanese-

Americans in Los Angeles have easy access tg

Japanese newspapers, Japanese associations an
Japanese temples. In addition, the Los Angeles
samples were recruited from Japanese agenci
organizations, thus selecting individuals wit

Second, a formal analysis of acculty
not performed in this study and we I

for acculturation, the mort
aspects of this construct w

Third, the majority of o1
US focus groups includ
(Sansei) participants.
pointed out that the;

'subjects were old. The
ew; third generation
any participants
ildrén or grandchildren

¥ W. McCormick et al. Attitu ward use of nursing homes and
home care in older Japa Ameticans. J Am Geriatr Soc 1996; 44:
769-71717. :
4 S, Okuno et al. Elderly Japanese people living in small towns reflect
on end-of-life issues. Nurs Ethics 1999; 6: 308-315.

4 R.M. Suinn et al., op. ci. note 12; L.S. Meredith et al. Development
of a brief scale to measure acculturation among Japanese Americans.
J Community Psychol 2000; 28: 103-113.
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have different attitudes toward end-of-life decision
making, indicating that changes will continue to
occur over time.

CONCLUSIONS

tations, we believe that we
the first studies of the accul-

ins would not conform with the cultural
f many of these individuals. A monolithic
autonomy model would likely produce conflict
g more traditional patients, families and pro-
viders, resulting in ill feelings among family and
friends and perhaps suboptimal clinical outcomes.
‘The repercussion of such experiences may subse-
quently deter future discussions about care at the
end of life, with the family as well as other commu-
nity members.

Culturally sensitive and skilled end-of-life care
requires recognition that attitudes toward end-of-
life care and models of end-of-life decision making
are modified by acculturation. The clinician who
recognizes that a patient might adhere to a non-
Western model of end-of-life care can carefully
explore the patient’s and family’s expectations and
negotiate more appropriate channels for informa-
tion disclosure and facilitate decision making, and
when appropriate, advance care planning.*

Japanese health care providers should note the
dissatisfaction expressed by the Japanese focus
group participants toward physicians’ paternalistic
attitude in end-of-life decisions. Further research
should explore the effect of the strongly hierarchical
Japanese physician-patient relationship on the
dying process for both patients and families. Other
cross-cultural studies indicate similar variations

42 R.M. Suinn et al., op. cit. note 12.
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among countries exist, but little study has been con-
ducted in this area internationally.*

Finally, this exploratory study demonstrates the
need for additional qualitative and quantitative
evaluation of end-of-life attitudes and models
within and between cultural groups. Understanding
cultural differences and the effect of acculturation
may reduce cultural conflicts and misunderstand-
ings and lead to improved care for patients and
families at the end of life.

4 J.L. Vincent. Cultural Differences in End-of-life Care. Crit Care Med
2001; 29: N52-N55.
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Development of a national clinical guideline for artificial hydration therapy for terminally ill cancer
patients

Tatsuya Morita M.D., Seiji Bito M.D. , Hiroshi Koyama, M.D., Yosuke Uchitomi M.D., Ph.D., Isamu Adachi, M.D.

On behalf of the Hydration Guideline Task Force in Japan

ABSTRACT

Background  Although a large difference in physician practice in artificial hydration therapy for terminally ili cancer patients can cause
unnecessary suffering from over— or under—hydration of patients, no clinical guideline is available in Japan. This paper illustrates a
summary of a nationwide project to construct a clinical guideline for artificial hydration therapy.

Methods. The Japanese Society of Palliative Medicine constructed a national multidisciplinary committee (6 palliative care physicians, 6
surgeons, 4 anesthesiologists, 3 oncologists, 2 home—care physicians, 5 nurses, a social worker, 2 bioethicists, a lawyer, and 2
epidemiologists) to develop a clinical guideline for artificial hydration therapy for terminally il cancer patients, using evidence—based and
formal consensus—building methods with the Delphi technique.

Results. After systematic literature review, three sequential sessions of discussion by the Delphi method, and external review, a clinical
guideline was constructed. This guideline includes general recommendation, specific recommendations (31 recommendations for
medical aspects, 9 recommendations for nursing, and 7 recommendations for ethics), background descriptions, case examples,
communication examples, complete reference list, and structured abstracts of all relevant original articles.

Conclusion. The Japanese Society of Palliative Medicine constructed a clinical guideline for artificial hydration therapy for terminally

ill cancer patients, using the evidence—based and formal consensus—building methods. The clinical efficacy of this guideline should be

tested in future.

Introduction

Recent literature revealed a large difference in physician practice in artificial hydration therapy for terminally ill cancer patients .
This means the possibility that patients may undergo unnecessary suffering from over— or under—hydration. The establishment of a
clinical guideline can contribute to patient well-being by clarifying the best practice recommended from empirical evidence and expert
experience available. To date, we have had several clinical practice guidelines 7, however, they are general recommendations rather
than for specific clinical questions, and, in Japan, relevant guideline is unavailable.

In this paper, we aimed to report the methodology in developing a clinical guideline about artificial hydration therapy, general
recommendations, and the specific recommendations regarding the quality—of-life-related medical aspects of the guideline. The
original paper (available from the authors, in Japanese) further includes specific recommendations from nursing, psycho-social, and

ethical aspects, background descriptions, case studies, and structured abstracts of all relevant original articles.

Methods

We had first decided to focus our discussion on artificial hydration therapy, not all artificial nutrition therapies, because enteral
nutrition is rarely performed in our current practice. The primary aim of the guideline is thus to help clinicians make a clinical decision
about artificial hydration therapy to ensure better quality care for terminally ill cancer patients.

The target population is adult cancer patients with incurable cancer, except for the head and neck, esophagus, and liver primary
origin, without adequate oral intake refractory to appropriate palliative treatments who are likely to die within one to two months. We
defined “terminally ill cancer patients” as cancer patients with estimated survivals of 1-2 months or less, and recommended the clinical
estimation of patient prognoses to be assessed by a multidisciplinary team on the basis of validated methods (e.g., the Palliative
Prognostic Score, Palliative Prognostic Index #°). The targeted users are healthcare professionals who treat the target population as
described above.

The health objectives for this guideline are quality of life, dying, and death. We assume that the determinants of the quality of life,

dying, and death vary among individuals, and individuality is essential to define what is important for each patient. In general, palliation
1



of physical distress, peace of mind, having a good family relationship, not being a burden to others, completion of life, fighting against

cancer, maintaining hope, and not being aware of death are important to achieve a good death for Japanese '°.

Conceptual framework (Figure 1)

We second determined the conceptual framework used in this guideline. We strongly recommended clinicians to respect patient
and family value, to individualize the treatment suitable for each patient, to assess the situation comprehensively from a medical,
practical, psycho—social, ethical, and legal point of view, and to reevaluate the treatment efficacy periodically. On the basis of this
conceptual framework, clinicians should first clarify the general treatment goal consistent with patient and family values. Second,
clinicians should comprehensively assess the situation, especially the potential effects of artificial hydration therapy on patient
physical symptoms, survival, daily activities, and psycho—existential well-being, in addition to ethical and legal issues. Third,
clinicians should decide one treatment plan after discussion with patients and families. Finally, most importantly, clinicians should

periodically reevaluate the treatment efficacy at planned intervals, and adjust the treatment suitable for each patient.

Development process

The Hydration Guideline Task Force developed this guideline, following the Japanese national recommendation to develop a clinical
guideline ''. The Task Force consisted of 32 experts: 6 palliative care physicians, 6 surgeons, 4 anesthesiologists, 3 medical
oncologists, 2 home—care physicians, 5 nurses, a social worker, 2 bioethicists, a lawyer, and 2 epidemiologists (Appendix). The
Japanese Society of Palliative Medicine approved each member had enough clinical and professional competency to complete this task.

First, the Task Force gathered clinical questions using a questionnaire survey on the members of the Japanese Society of Palliative
Medicine. We then structured each question into the PICO-style question, but we had noticed there was no adequate empirical
evidence for most of such structured question. We thus reconstructed more than 100 original clinical questions into unstructured
questions.

Next, the Task Force performed a systematic literature review, and obtained 116 original articles and 6 relevant clinical guidelines.
The principle search term was (palliative OR hospice OR end—of-life OR terminal OR advanced OR cachexia OR cachexic) AND
(neoplasms OR neoplastic OR cancer OR carcinoma OR malignant OR malignancy) AND (“nutritional support” [MeSH] OR nutrition OR
“fluid therapy” [MeSH] OR rehydration OR dehydration OR hydration). All articles were formulated into structured abstracts and
distributed to all members with the full texts. Evidence~level tables were: I : Systematic review, meta—analyses; II: one or more
randomised controlled trials; Il: non-randomised intervention trials; IV: observational studies; V: descriptive studies; VI: expert
opinion, physiological findings ''. The Task Force decided to use an original recommendation table for this project to articulate the
levels of each recommendation (Table 1).

After drafting recommendations, the Delphi technique was performed to examine the validity of each statement '>'®. The members
were requested to rate the validity of all recommendation statements on a 9-point Likert-type scale from 1 (not appropriate) to 9
(appropriate). On the first evaluation, the median value was >8 in 131 items (the difference between the minimum and maximum was
<5 in 94 items and 26 in 37 items), and in the remaining 6 items the median values were 7 or 7.5. The median, minimum, and maximum
values were disclosed to each member, and differences in opinions were discussed and resolved in a face—to—face conference. In the
second evaluation, in all statements, the median value was 28 and the difference between the minimum and maximum was 5 or less.

Finally, six external reviewers (3 palliative care physicians, a medical oncologist, 2 nurses) and five bereaved family members of
cancer patients provided free comments. After circulated those comments, the final Delphi evaluation achieved the median value was
28 and the difference between the minimum and maximum was 5 or less in all statements. We determined that the major difference

had been resolved, and adopted this as the final version.

Results

In this paper, we report a general recommendation part and recommendation examples regarding quality—of-life-related medical

aspects of artificial hydration therapy, due to the limitation of text number.
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General recommendations

[Respect for patient’ s and family’ s value, wishes, and individuality]

1. The aims of artificial hydration therapy should be consistent with overall treatment goal on the basis of each patient’ s and family’ s
value. Improvement of laboratory findings and nutritional status alone is not primary end—point for artificial hydration therapy.

2. Patient’ s and family’ s wishes should be respected in the treatment decision.

3. Artificial hydration therapy should be individualized to each patient’ s and family’ s situation. Routine use or un-use of artificial
hydration therapy is not supported.

[Evaluation]

4. The indication of artificial hydration therapy should be based on comprehensive assessment about patient overall quality—of-life,
satisfaction, physical symptoms, survival, psycho—existential well-being, daily activities, and ethical and legal issues.

5. Dehydration and/or water depletion in the terminal stage does not always cause discomfort for patients. Improvement in objective
findings, such as laboratory findings, urine volume, and central venous pressure, are not primary end-points in artificial hydration
therapy.

6. Periodical reevaluation and timely adjustment of treatment regimens is essential to maximize the treatment benefit of artificial
hydration therapy.

[Maximization the balance between benefits and burdens]

7. Artificial hydration therapy should maximize the balance between benefits and burdens of artificial hydration therapy.

[Importance of nursing and psycho-social care]

8. For terminally ill cancer patients suffering form decreased oral intake, not only artificial hydration therapy, pharmacological
treatment to improve appetite, nursing care, psycho~social interventions, and support in the decision-making and daily activity is of
great importance.

[Summary of medical recommendations]

9. For terminally ill cancer patient with poor performance status and/or decreased oral intake from progressive malignancy-related
etiology other than bowel obstruction, artificial hydration therapy alone is unlikely to improve patient overall quality of life.

10. For terminally ill cancer patient with better performance status and decreased oral intake due to bowel obstruction, artificial
hydration therapy can improve patient overall quality of life.

11. Artificial hydration therapy can deteriorate distress related to ascites, pleural effusion, and peripheral edema in terminally ill
cancer patients.

12.  Artificial hydration therapy is unlikely to alleviate the sensation of thirst of terminally ill cancer patients. Intensive nursing care is
of most importance to alleviate the sensation of thirst.

13. In some terminally ill cancer patients, artificial hydration therapy can contribute to improvement in quality of life through alleviating
opioid-induced delirium and acute dehydration/water depletion.

14. Subcutaneous hydration can be appropriate for terminally ill cancer patients for whom intravenous line is difficult to be instituted

and/or distressing.

Specific recommendations
1. General QOL

Rationale
In patients with poor performance status and median survival of 4 days, a randomized controlled trial demonstrated no significant

benefits of 1000mL/day hydration compared with 100mL/day hydration %, and this finding is consistent with other observation studies
21,40

On the other hand, some audit trials demonstrated that artificial hydration therapy could contribute to maintaining quality of life in

14,15, 16, 19, 28, 34

patients with better performance status The backgrounds of the patients who received considerable benefits from this
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intervention included better performance status, bowel obstruction, and estimated survival of several months or longer.
Available empirical evidence thus suggests that 1) artificial hydration therapy is ineffective in improving general quality of life in
cancer patients close to death, 2) artificial hydration therapy can be effective in improving general quality of life in cancer patients with

better performance status, bowel obstruction, and estimated survival of several months.

Recommendations

RO70: To improve general QOL in terminally ill cancer patients who are expected to live for 1-2 months, are incapable of oral fluid
intake due to intestinal obstruction, but show a performance status of 2 or better:

eSimple hydration at 1000-1500 mL/day (400-600 kcal/day, N 0 g/day). [C]

o Hyperalimentation at 1500 mL/day (1000 kcal/day, N 5 g/day). [C]

e Simple hydration at 2000 mL/day (800 kcal/day, N 0 g/day). [D]

o Hyperalimentation at 2000 mL/day (1600 kcal/day, N 10 g/day). [D]

RO71: To improve general QOL in terminally ill cancer patients who are expected to live for 1-2 weeks, are incapable of oral fluid intake
due to intestinal, and show a performance status of 3 or worse

eSimple hydration at 1000-1500 mL/day (400-600 kcal/day, N 0 g/day). [D]

o Hyperalimentation at 1000~2000 ml./day (800-1600 kcal/day, N 5-10 g/day). [E]

RO72: To improve general QOL in terminally ill cancer patients who are expected to live for 1-2 weeks, are incapable of oral fluid intake
due to progressive cachexia, and show a performance status of 3 or worse:

eSimple hydration at 1000~1500 ml./day (400-600 kcal/day, N 0 g/day). [E]

e Hyperalimentation at 1000~2000 mL./day (800-1600 kcal/day, N 5-10 g/day). [E]

2 Ascites
Rationale

We have had no intervention trials with primary end—points of ascites. One large multicenter prospective observation study
suggested that patients receiving 1000mL/day or more hydration during the last 3 weeks experienced significantly severe ascites than
those receiving no or less than 1000mL/day hydration *'. This is consistent with another multicenter retrospective observation study,
nation—wide opinion survey, and other small observation studies 3% 44,

Available empirical evidence thus suggests that 1) less than 1000ml_/day hydration is unlikely to deteriorate ascites, and 2)

1500-2000mL/day hydration can deteriorate ascites, and 3) volume reduction can alleviate ascites.

Recommendations

RO20: To minimize ascites—related distress in terminally ill cancer patients who are expected to live for 1-2 months, are capable of
oral fluid intake of 500 mL/day or more, and have symptomatic ascites:
¢ No artificial hydration therapy. [B]

e Artificial hydration therapy is limitted to 500-1000 mL/day or less, if performed. [C]

RO27: To minimize ascites-related distress in terminally ill cancer patients who are expected to live for 1-2 months, are incapable of

oral fluid intake, and have symptomatic ascites:

e Artificial hydration therapy is limited to the volume of vomiting + 500~1000 mL/day or less, if performed. [C]

R022: To minimize ascites—related distress in terminally ill cancer patients who are expected to live for 1-2 months, are incapable of

oral fluid intake and receiving artificial hydration therapy at 2000 mL/day, and show exacerbation of ascites:
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