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Abstract
Cultural origins influence
the way patients and health care
providers think about care and
treatment at the end-of-life.
With increasing ethnic diversity
there is greater chance that
clinical encounters will occur
between individuals of different
backgrounds, therefore there is
greater risk of
misunderstanding. Health care
providers should be mindful of
cultural differences when
informing patients, discussing
advance care planning,
responding to requests for
assistance in dying, and
responding to requests for
limiting treatment.
Intr
oduction
Introduction
Encounters between physicians
and patients of different cultures are
increasingly common. The need for
cultural awareness by health care
providers is therefore becoming more
important. This is especially true in
end-of-life discussions where cultural
beliefs and traditions may strongly
influence decisions made by patients
and families.
Attitudes regarding death and
dying may vary considerably between
countries and even between different

cultures within the same country.1
Questions pertaining to disclosure of
information, advance directives,
assisting death, and the withholding or
withdrawing of treatment are some of
the major ethical challenges confronted
during terminal illness that are
influenced by cultural background.
Healthcare professionals
experienced in palliative care tend to
have similar attitudes when caring for
dying patients regardless of their sociocultural context.2 This suggests that
certain attitudes about death and dying
are shared universally by health care
professionals in spite of the wide
variation of beliefs and the typically
strong influence of religion and cultural
background.
In Missouri, ethnic diversity is
becoming more evident. The task of
this article is to review the cultural
perspectives that influence decisions at
the end-of-life and to encourage
clinicians to be sensitive to these
influences. The risk of
misunderstanding can be minimized
with knowledge and awareness that
cultural influences exist and by
responding to these differences
respectfully and by taking into account
the values and beliefs of each individual
patient. Cultural stereotyping can be as
disruptive as ignoring cultural beliefs,
re-emphasizing the importance of
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being patient-centered and maintaining
good communication when dealing
with end-of-life issues.
Missouri Demographics
According to the U.S. Census
Bureau, Missouri’s population
increased from 5,117,073 in 1990 to
5,595,211 in 2000.3 Overall
Missouri’s population grew 9.34
percent, but in central Missouri it grew
14.57 percent. The African- American
population grew 14.1 percent overall,
compared to 33.46 percent in central
Missouri. Missouri’s Hispanic
population has nearly doubled,
increasing by 168 percent in the
central corridor. Though Hispanics
comprise only 2.1 percent of
Missouri’s population, the trend in
growth indicates a need for greater
awareness and sensitivity to the cultural
needs of this and other ethnic
minorities, especially in geographic
areas where expansion has been
greatest. In Saline County, for
instance, 4.4 percent of the population
is Hispanic. Asians and Native
Americans compromise 1.4 percent
and 1.1 percent of Missouri’s
population respectively, but there are
some areas where the Asian population
is more concentrated. In Boone
County, Asians compromise 3 percent
of the population. These numbers
indicate that cultural
diversity is not
coming to
Missouri—it is
already here.

Historical Context of Death
The ideal of “dying well” in the
context of reliving pain and suffering
have occupied the core of medical
moral discourse for over 2,000 years.4
Death in most societies has been an
accepted part of life, and often
welcomed as a means of escape from
suffering. But the expectancy of life
leading to death has been blurred by the
modern advancement of medical
science. The ability to postpone death
through repeated medical interventions
has created unreasonable expectations of
longevity, regardless of the disease,
severity of illness, or prognosis. An
ethical paradox has resulted. The
societal emphasis on cure rather than
care, and the medical emphasis on
continued intervention and treatment,
has lead to fear by many patients that
they will suffer needlessly at the end-oflife.5 Today people live longer and 70
percent of Americans die in hospitals or
other institutions, rather than at home.6
Many spend their last days on life
support and in critical care settings
despite health care directives to the
contrary.5
Death, once an inevitable and
accepted partner of life has become the
enemy and only “reluctantly admitted
into the realm of medicine” as the
major barrier to achieving a longer and
improved quality of life.7 Responding
to the fear of medical entrapment
patients are now asking for more
information and demanding greater
control over health care decisions while
they are still able to speak for
themselves.
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In some ethnic groups
discussions about limiting treatment
and assisted suicide tend to be avoided
for reasons that are not always clear.
For instance, African American patients
are more likely to desire life-sustaining
treatments and less likely to complete a
health care directive or pursue
palliative care options than white
patients. This tendency is not
necessarily related to lack of trust or
fear of inadequate medical treatment.8
Discussions about end-of-life
care such as limiting treatment, health
care directives and other forms of
substituted judgment are now
expected. Patients and families across
all cultures are concerned and more
aware of other options for terminallyill patients, such as palliative care and
hospice. Physicians should be sensitive
to the influences of cultural
background when these issues arise,
and recognize that verbal and written
health care directives reflect core values
of patients as tempered by their
cultural heritage. Physicians should
also be sensitive to the influence that
their own cultural background has on
decision making and the advice that
they give to patients during terminal
illness.
Communicating About
Death and A
dvance
Advance
Dir
ectives
Directives
The enthronement of
autonomy as the guiding ethical
principle for health care is felt by
some to be the most important
achievement of the North American
Scientific
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bioethics movement that began in the
early 1970s.9 Full disclosure about
prognosis and advance directives are
direct descendents of the principal of
autonomy insofar as these forms of
communication theoretically
represent discussions about personal
values, wishes and expectations
regarding decisions at the end-of-life.
The United States has vigorously
embraced a focus on individual
autonomy and the use of both
written and verbal advance directives
that provide clear and convincing
evidence as to the patient’s wishes
when they are unable to speak for
themselves.10 Legal requirements for
the implementation of health care
directives were provided by the
Supreme Court in 1990 with Cruzan,
and the U.S. Congress in 1991 with
the Patient Self-Determination Act. 11
Such aggressive application of
autonomy has not been true world
wide, however.
Asian, European, and Middle
Eastern cultures have been less
focused on informing patients about
prognosis and encouraging personal
choice at the end-of-life. These
societies do tend to favor dignified
death and have done so through
forms of “social discourse” but have
not ratified the use of advance
directives in statute or regulation.11
In Japan decisions are based on
a paternalistic model whereby the
physician may direct care by
informing the family but not the
patient. If it is in the “best interest
Scientific

of the patient” they are not informed
because their culture believes it
would further add to the suffering of
the dying patient. Asian families will
often take a protective role as well in
decision-making, though this is still
an individual understanding between
the patient and family and cannot
always be assumed.
The genocide of the 1930s has
influenced much of the debate
regarding end-of-life issues in
Europe. In Germany living wills and
substituted judgment have been
recognized though their
implementation has not been legally
ratified. Advance directives tend to
be accepted, but are viewed as
guidelines that endorse patient
choice. The expectation is that the
physician will make the ultimate
decisions.
Discussing end-of-life issues
and advance directives effectively
with patients and families requires
sensitivity to their beliefs regarding
disclosure and carefully assessing
their expectations about life
sustaining intervention and what
mechanism is going to be used to
make that decision. Though rarely
used outside of the United States
advance directives appear to make a
significant difference in decisionmaking at the end-of-life when they
are employed regardless of the
cultural milieu. Patients at the endof-life are more likely to undergo
treatment in Asia, Europe, and the
Middle East than in the United

States.11 Ironically, physicians from
all countries have been willing to
forgo these treatments if specific
advance directives are in place.
Physicians should also consider
their own beliefs if they are strongly
different from those of the patient. If
ideological differences exist this may
disrupt the physician-patient
relationship and cause a breakdown
in communication, altering the
physician’s ability to disclose certain
information or assist the patients and
families in end-of-life planning.
Should disruption in the relationship
be imminent, referral to a different
provider should be considered.
Assisting Death for
Suffering P
atients
Patients
Euthanasia is a merciful act
that directly or indirectly causes the
death of a suffering person. The
intention is to relieve suffering, and
the means chosen is as painless as
possible. Assisted suicide is the
prescribing of medication or
otherwise providing a means by
which patients can take their own
life. Though the Hippocratic Oath
proscribes any form of “mercy
killing,” the moral arguments for
direct voluntary euthanasia and
physician-assisted suicide (PAS) have
become increasingly vigorous
worldwide, carried forward by the
autonomy movement
that began in the
United States thirty
years ago.
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A popular argument defending
these practices is that it is a
beneficent and compassionate thing
to do for suffering patients. Equally
compelling is the argument that
dying patients have the right to
choose when and where they will die.
Respecting such a choice also
preserves dignity by enabling
personal control after the patient
becomes incapacitated.
A countervailing argument is
that allowing (or requiring)
physicians to take life is in violation
of professional standards and will
undermine trust at a crucial time in
the healing relationship. Others fear
that social acceptance will diminish
the intrinsic value of life and
ultimately lead to the slippery slope
of involuntary euthanasia for
incompetent persons who are
“suffering” or otherwise existing in a
life not worth living. Choosing death
may become too easy when other
options for treatment and care
remain viable.
In the United States public and
professional sentiments lean in favor
of legalization. Recently 60 percent
of physicians and nearly 70 percent
of the public surveyed favored
legalization of PAS.12 13 Though a
majority of terminally-ill patients
surveyed support legalization only
about 11 percent would seriously
consider it for themselves
and about half of
these later changed
their mind,
suggesting

considerable ambivalence.14 With
increasing public pressure, five U.S.
states have introduced public
referenda that would allow physicianassisted suicide under specific
conditions. Thus far only Oregon
has been successful in passing such a
law. The “Death with Dignity Act”
was passed in 1994 and became the
first law anywhere in the world to
legalize physician-assisted suicide.15
In the first six years following
legalization 42 terminally-ill patients
died as a result of assisted suicide in
Oregon.16 The primary reasons
given for requesting assistance was
not fear of pain or physical suffering
but fear of losing control of bodily
functions and their sense of
autonomy.
Other societies have
decriminalized these activities. On
November 28, 2000, the Lower
House of the Dutch Parliament, by a
vote of 104-40 approved a bill to
legalize euthanasia and physician
assisted suicide.17 Though
technically illegal, euthanasia and
physician-assisted suicide had been
tolerated and practiced openly in the
Netherlands for over 20 years to the
extent that in 1987 the Royal Dutch
Association of Pharmacy issued
guidelines on the use and preparation
of drugs for euthanasia.18 By 1999
there were over 2,000 deaths
annually reported in the Netherlands
resulting from euthanasia and PAS,
though some believe that many more
such deaths have occurred but have
gone unreported.19
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Asian societies are less inclined
to promote patient choice, honoring
the established authority of the
physician, which is in marked
contrast to Western views.11 Japanese
view death as “incorporation with
nature and return to nature,”
allowing death to occur at “Nature’s
hand.” 20 Though suicide may be
accepted as a personal choice,
assisting or otherwise hastening
death for someone with terminal
illness is not consistent with the
Asian belief that death comes
naturally and in it’s own time.
Other Western societies have
allowed such practices. In May 1995
the Northern Territory of Australia
legalized euthanasia but this law was
overridden within a year by the
national parliament.21 Withholding
or withdrawing treatment for
terminally-ill patients is allowed in
European countries; however, active
euthanasia or assisted suicide is
discouraged or forbidden in most.
Switzerland is unique in that assisted
suicide is only forbidden when the
assisting person stands to gain
personally.22
It is estimated that voluntary
euthanasia occurs in 12 out of the 49
countries affiliated with the Internal
Association for Suicide Prevention
(IASP), although these acts are illegal
in all.23 Concern for these findings
prompted the IASP to investigate,
discovering that over 20 percent of
patients admitted to hospice care in
Ireland have a positive attitude
toward euthanasia. Not surprisingly
Scientific
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the majority of these patients (16 of
22) were found to be clinically
depressed or anxious, stressing the
relevance of psychological factors that
influence end-of-life decisions.23
The debate about assisting
death for terminally-ill patients may be
irreconcilable because the public
demand for euthanasia services is in
conflict with professional standards and
is confronted by political resistance to
legalization in most countries. Though
culturally diverse, people tend to share
a common avoidance of suffering and
loss of control that is often greater than
their fear of death. Awareness and
sensitivity to the psychological factors
that tend to encourage these requests
will prepare the physician to respond
when requests for euthanasia or
assisted suicide are made.
Limiting TTrreatment
With noted exception, the active
and intentional ending of life is legally
prohibited across Asia, the Middle
East, Europe, and North America.
Where legally permitted, however,
actively assisting death is common. As
many as 45 percent of Dutch
physicians report that they sometimes
allow or actively assist infants to die
with parental consent when further
treatment is felt to be futile. 24 Up to
25 percent of Dutch physicians
admitted to euthanising incompetent
adult patients without their consent
when treatment was clearly no longer
indicated or effective.25
In contrast, when considering
limiting futile treatment there is
Scientific

general cross-cultural consensus that
overly aggressive treatment should be
discouraged.26 Patients and families of
Asian descent will tend to desire more
aggressive treatment if preferences are
not clear. When death is eminent,
however, aggressive palliative care is
encouraged. In Japan patients tend to
expect physicians to intervene
paternalistically to prolong life beyond
what physicians in North America and
Europe might do, but Japanese
physicians will also act aggressively to
optimize comfort measures when it is
clear that death is eminent.23
In general there tends to be
cross-cultural agreement about
decisions not to force oral or
intravenous fluid on dying patients, to
restrict unnecessary diagnostic
procedures, to emphasize hospice
care, and to use advance directives.3
However, the treatment of
incompetent elderly patients varies
widely and warrants comment. One
study examined medical treatment of
incompetent elderly patients with lifethreatening, but not necessarily
“terminal” illness in seven countries
and found considerable variability. Up
to 40 percent of physicians chose a
level of care different from what had
been requested by the patient and 10
percent would have tried
cardiopulmonary resuscitation despite
a “Do Not Resuscitate” request.27
South American and United States
physicians were found to be most
aggressive with treatment decisions
while Australian physicians tended to
be more conservative, respecting

patient requests to limit treatment.
These findings support other studies
that report conflicting attitudes in the
care of critically-ill elderly patients
with dementia.
Inconsistent attitudes about
end-of-life care may exist between
ethnic groups within society as well.
African-American patients tend to
place a higher value on longevity and
tend to request more life sustaining
treatments than white patients.
African-American physician attitudes
follow the same pattern making it
unlikely that low socioeconomic
status, lack of familiarity with the
treatment, or lack of trust account for
the difference.28 The reason for this
difference in attitude is unclear,
though lack of trust may still be an
important factor as well as the
tendency for strong religious
preferences in the African-American
population.
The differences in opinion
about treating patients with critical
or terminal illness underscore the
difficulty that pluralistic societies
have in defining futility and quality of
life. The moral algorithm of
Pellegrino is useful in defining futility
and when the limitation or
withdrawal of treatment is being
considered. When there is a
disproportionate relationship
between the burden of further
treatment and the
relative sum of
therapeutic
effectiveness and the
presumed benefits to be
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individual meanings of illness,
suffering, and death.

derived, life support may and perhaps
should be withdrawn.29 Though the
clinician determines the clinical
effectiveness of treatment, only the
patient can ultimately determine the
benefits and burdens of continuing
treatment relevant to their personal
life plan, values, and beliefs.
Decisions about futility and limiting
treatment are unique to each clinical
encounter and must be individualized,
taking into account the moral beliefs
and cultural background of each
patient.
Evaluating Cultural
Influence
It is equally important for
physicians to avoid cultural
stereotyping when assessing the
potential influence that cultural
background has on patients and their
families during end-of-life discussions.
Though core values and beliefs may be
influenced by cultural origin, how
those core beliefs are developed
individually must be acknowledged in
order to build trust and enable open
communication. Physicians can use
knowledge about particular cultural
beliefs, values, and practices to
respectfully recognize a person’s
identity and to assess the degree to
which an individual patient or family
might adhere to their cultural
background. One tool suggested to
enable this dialogue
is to evaluate
patients’ and
families’ attitudes,
beliefs, context,

decision-making, and environment
(ABCDE).30 The purpose of this
mnemonic is to help the physician
avoid the dual pitfalls of cultural
stereotyping and cultural ignorance.
This assessment can also serve to
identify potential areas of conflict and
opportunities for negotiation should
conflict occur.31 This assessment tool
has been adapted from Koenig and
Gates-Williams.
Conclusion
Cultural origins of belief shape
individual meanings of illness,
suffering, and death. This holds true
for physicians as well as patients. As
ethnic and cultural diversity become
more prominent there will be greater
risk for cross-cultural
misunderstanding and communication
break down when engaging in end-oflife discussions. It is therefore
increasingly important that health care
providers be able to assess the
influence that cultural beliefs have on
patient attitudes, and that they
communicate effectively about these
issues. Assessing cultural influence will
help to minimize the risk of cultural
stereotyping as well as cultural
ignorance, and may prevent
miscommunication about unwanted
and potentially harmful treatment at
the end-of-life.
Though modern medical
advancements have blurred the
traditional acceptance of death as
being a natural part of life, for the
past thirty years physicians and health
care systems in all cultures have
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identified the importance of
respecting the wishes of the patient
and tend to promote palliative care
and limiting unnecessary services at
the end-of-life. Asian, Hispanic,
Middle Eastern, and African American
patients often expect more aggressive
treatment at the end-of-life but they
frequently share in the belief that
palliative care and limiting treatment
is desirable when the patient’s wishes
are clearly known and when death is
clearly imminent.
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