PERSON-CENTERED GARE

Care Across Gultures

By BARBARA A. SEGAL, M.A., and MARIAN HODGES, MD, M.P.H.

An 85-year-old Russian man is admitted to the hospital complaining of increasing back pain.
In the ER, an abdominal CAT scan indicates evidence of new metastatic disease to his spine.
The patient has limited English skills. When the admitting hospitalist and an interpreter enter
the room, they see the patient surrounded by his daughter and other relatives talking in Russian,
laughing and eating.

After greeting the patient and his daughter, the physician asks to speak to the patient in private
about his condition. The daughter insists that she and her relatives stay in the room, as they have
come “to help.”

The doctor begins to talk about the patient’s diagnosis, and the daughter interrupts, saying it is
better if he does not say too much. The doctor then asks her if she and the patient understand how
serious his condition is. She says she understands his condition and that her father “knows what
he needs to know.”

“It will hurt him,” she says, “if he knows too much.” The doctor begins to say that the patient
likely has cancer, and the daughter frantically asks him not to say any more. She states emphati-
cally, “Doctors in Russia would never do such an unkind thing!”

The doctor emphasizes that the patient must know about his condition and asks that everyone
leave the room so he can talk to the patient privately. The daughter and patient worriedly confer
in Russian, and the patient turns to the doctor and says, “Doctor, we want to do what is best.”

his clinical encounter, adapted from an actual case at Providence St. Vincent Medical

Center in Portland, Ore., raises several key questions: Why do the daughter and the

physician have such different perspectives regarding the disclosure of the diagnosis
to the patient? Why does the physician feel obligated to speak to the patient in private? Why
does the family want to stay and be involved in the discussion? Are there ways in which the
physician could provide good patient care other than directly informing the patient about the
CAT scan findings? What does the patient, himself, want?

What each of these questions suggests is that  ing the patient’s autonomy means protecting him
the patient, family and the physician have differ- from certain information and holding informa-

ent ideas about what it means to respect patient
autonomy. In terms of making decisions regard-
ing care, the physician thinks it means dealing
directly with the patient, and that means fully dis-
closing his condition. The family thinks respect-
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tion back. We do not yet know what the patient’s
understanding of autonomy is.

To better understand and respond to cases like
the one recounted above, the Providence Center
for Health Care Ethics in Portland developed a cul-
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tural competency curriculum in
2007 for physicians. It is designed
to help them develop communica-
tion skills in situations with patients of diverse
backgrounds who have life-threatening illness.
The focus of the curriculum was developed from
a comprehensive survey and interviews of hos-
pitalists in three Providence hospitals to identify
the kinds of cultural challenges they commonly
see, an extensive review of the literature and input
from diverse communities in the Portland area.
The curriculum includes three educational

modules and focuses on three key areas that the
physicians identified as presenting communica-
tion challenges: disclosing a serious diagnosis
and prognosis across cultures; discussing code
status; introducing transition to hospice. Each
module has its own video vignette that reflects
one of these concerns, and each is based on an
actual case. The video serves as the springboard
for self-reflection, didactic presentation, interac-
tive exercises such as role playing and large group
discussions.

The curriculum focuses on four key objectives:

1. To recognize one’s own cultural beliefs and
biases

2. To understand diverse cultural beliefs
related to key conflict issues

3. To ask questions and elicit preferences from
each patient regardless of culture

4. To negotiate a solution in each dilemma that
both meets patient and family concerns and does
not violate the physician’s integrity
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These objectives can serve as a framework to
better understand the autonomy conflicts related
to disclosure, such as those highlighted in the
case above, and provide some communication
guidelines toward resolving them.

RECOGNIZING CULTURES

Culture can be defined as shared meanings, val-
ues, rituals and modes of interacting that influ-
ence how people understand and make sense of
the world. Culture plays a key role in health care
and particularly in palliative care because it influ-
ences how we understand autonomy, and it plays
a significant role in defining how patients and
families make meaning out of illness and suffer-
ing, expressions of pain, expectations about care,
hopes for the future and views regarding death.
Autonomy ultimately influences how and by
whom decisions are made.

In addition to our different ethnic cultures, all
of us in health care operate within another, often
unacknowledged, culture: the medical culture.
Medicine is a cultural system with its own spe-
cific values, language, and practices that inform
the way clinicians practice, and it must be trans-
lated, interpreted and negotiated with patients
and their families.

Our survey and interviews with physicians
revealed how often we are unaware that we are
part of this culture, and we take it for granted that
the beliefs and practices of this culture are univer-
sally shared. It is important that we become aware
of the influences of both our own ethnic culture
and our medical culture because, as the anthro-
pologist Arthur Kleinman states, “If you can’t see
that your own culture has its own set of beliefs
and biases, how can you expect to deal success-
fully with someone else’s?”

SHIFTING STANDARDS

One of the basic tenets of the medical culture in
the U.S., mirroring the larger culture, is the pri-
macy of individual patient autonomy. Respect-
ing autonomy in this setting essentially means
allowing individual patients to make their own
informed choices about their medical care. This
had led to a standard of disclosure that includes
telling patients everything about their life-
threatening illness and obtaining their informed
consent.

Contrary to the belief of some of the physicians
we have taught, this standard of care is arelatively
recent development in the U.S. The 1847 Ameri-
can Medical Association code of ethics called on
physicians to withhold information from patients
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— to protect them from bad news if it was viewed
as harmful to their best interests. As late as 1961, a
survey documented that 90 percent of the medi-
cal staff at a university hospital indicated a pref-
erence for not informing patients of a cancer
diagnosis. However by 1997, when the survey was
repeated, 97 percent of the physicians indicated a
preference for informing cancer patients of their
diagnosis.? Several other studies, while includ-
ing slightly less dramatic statistics, also indicate
that there was a major shift in attitude during this
period.® This shift was influenced by a complex
mixture of cultural and political factors including
the consumer and patient rights movement, an
emphasis on patient informed consent and devel-
opments in the legal arena.

Medical culture is not static, and it is often
shaped by the prevailing culture in which medi-
cine is practiced. How we respect autonomy
within the medical culture can change in accord
with the shifting cultures of patients.

DIVERSE PERSPECTIVES ON DISCLOSURE

While current U.S. medical culture places a high
value on individual autonomy, this is not univer-
sal. A review of the literature on medical practices
in other countries shows that the traditional prac-
tice in much of the world has been for physicians
not to directly inform patients of a serious illness.
Though only a small snapshot of this literature can
be reviewed here, a survey of dis-

closure practices from around the

world indicates that in many parts

of Asia, Central and South America,

the Middle East, Eastern Europe and

parts of Western Europe, the most

common practice has been for med-

ical professionals to withhold from

patients information regarding a

serious illness.* Studies of patients

in China,’ Taiwan,’ Japan and Italy,”

Spain,® Lebanon’ and Tanzania® all

indicate that the majority saw a positive value
inherent in the nondisclosure of a diagnosis and
of a terminal prognosis.

As culture and medical practice are not static,
countries and subgroups within countries have
shifted over time, and more open disclosure has
become more common in some areas." Neverthe-
less, direct disclosure has not been the usual stan-
dard of practice or culturally expected in much
of the world and among diverse cultural groups
in the U.S. Several studies comparing the cultural
beliefs of Euro-Americans with those of Korean-
Americans, Mexican-Americans and Chinese-
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Americans consistently indicate that the latter
groups place a higher value on greater family
involvement in decision-making and in protect-
ing vulnerable family members from direct dis-
closure of bad news.?

Underlying these practices are differing, cul-
turally shaped views of patient autonomy, the role
of the family and the doctor-patient relationship.
Respecting autonomy within other cultures can
entail giving preference to other ethical values
such as fidelity and connection to family and com-
munity over individual decision-making.

In many cultures, the family — not the indi-
vidual — is traditionally the primary locus of
decision-making. The family members’ role is to
protect and take care of each other, particularly of
those seen as the most vulnerable. Thus the family
expects to be involved in key decisions affecting
the patient, often talking with the doctor to decide
if, when and how to share information with the
patient.

In these settings, respecting autonomy can
mean that careful disclosure of medical informa-
tion is key to patient care. The family perceives
full or unfiltered disclosure as disrespectful,
impolite or even cruel, and they may regard it as
harmful to the patient. Their underlying concern
is that information about serious illness can pro-
voke depression, anxiety or even eliminate hope.
They may believe bad news can even cause the

feared outcome to happen. For example, among
the Navajo it is traditionally believed that the
spoken word can shape reality and to talk about
death can actually cause it. The practice of some
physicians in the Indian Health Services to inform
patients about life-threatening illness was seen as
potentially endangering.’

Although knowledge about diverse cultural
beliefs and practices can be helpful, it is even
more critical that clinicians do not make assump-
tions about individual patients and their health
beliefs based on ethnicity, race or religion. Culture
and religion are mediated by a variety of factors
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including level of acculturation, socio-economic
status, gender and age. Individuals and their fami-
lies can fall along a spectrum of beliefs and prac-
tices. Frequently the younger generation or the
more acculturated members of a family will lean
toward desiring more full disclosure of a serious
illness. Regardless of culture, each individual has
his or her own views regarding decision-making
and disclosure and assigns his or her own mean-
ing to illness. Clinicians must be careful not to
prejudge.

BRIDGING CONFLICT

When there is a difference in beliefs and values
between the clinician and the patient and his or
her family, respect for autonomy means, first and
foremost, building a relationship. A relationship
starts with trust. Language barriers, age and gen-
der can create differences in perspective, and the
clinician must hear the patient’s and the family’s
story before they can come to trust. The clinician
can best elicit that story by asking open-ended
questions and offering empathic listening. The
clinician needs to show genuine interest in learn-
ing about the patient and family’s understanding
of the illness, what caused it, what can make it
better, their hopes for what will happen and their
fears for the future.

An interpreter will be necessary for any
patient who speaks a language different from
the clinician’s. The patient and clinician may not
agree about pathophysiology and they may not
see beneficial therapies the same way. However,
understanding the patient and family perspective
is critical to showing respect for the autonomy of
the patient. The value of respect is paramount in
cross-cultural care, far more so than simply letting
patients make their own decisions. No care plan is
successful without it.

In the example above, the clinician was in too
big a hurry. This is a common error. After enter-
ing the room and introducing himself, he needed
to find out how this family “worked.”

He could have asked with whom he should
speak about the patient and whether he could
question the patient directly. The daughter then
might have volunteered a description of her
father’s pain and its progression, or she might
have asked to speak to the physician privately —
to which the clinician should initially agree. The
clinician would then learn in private what the
daughter’s concerns were, and in this case how
she did not want “bad news” revealed directly to
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her father. Thus, no information would have

been voiced in front of the patient without it

first being filtered by the patient’s cultural 3
context.

These delicate situations require signifi-
cant negotiation. Frequently the clinician,
coming out of her own culture, will want
to ask the family member how they can
approach the patient together to get a
better sense of how much information he
or she wants to know, and if the patient
is comfortable with the way information
and decisions are made. If the patient decides
not to “take charge” of his medical decisions, he
is exercising his culturally informed autonomy in
the way decisions are made.

This careful consultation with the patient
and his family allows the clinician to be com-
fortable with how much information the
patient will be told about his condition, in what
way he will be told, and it will reveal if the
daughter is a reliable decision-maker.
It is important to carefully document
these discussions with the patient
and family. New developments in the
diagnosis will likely prompt the need
to revisit any agreement regarding
disclosure.

WHAT AUTONOMY MEANS
Some physicians have raised con-
cerns about legal liability for not
directly informing the patient about a diagnosis,
but as Cochella and Pedersen state in the Ameri-
can Family Physician, “U.S. law and the judicial
system’s application of it suggest that, in the
appropriate context, physicians are not liable
for choosing non-disclosure. This interpreta-
tion would apply when a patient has expressed
a clear desire not to be informed of bad news
or when the truth telling could cause the patient
significant harm ... This possibility highlights the
need for thorough and prompt documentation of
the discussion in the medical chart.”*
Respecting autonomy requires being open to
another’s culture as well as one’s own, for ulti-
mately it is culture that shapes what autonomy
means. In health care, this openness means clini-
cians must be aware of how their understanding
of autonomy is influenced by their own culture as
well as by the medical culture in which they oper-
ate — and they need to recognize that the patient
or family may not share this same understanding.
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Sometimes physicians or nurses will be pulled out
of their comfort zone, especially when they see
that their own cultural beliefs about what is “best”
in health care are not shared by a family.
The prevailing Western idea that respecting
autonomy means full disclosure to patients so
they can make their own decisions runs counter
to many other culturally shaped ideas of auton-
omy. For clinicians, it is important to under-
stand that respect for patient values and beliefs
can mean that a patient is not directly told his or
her diagnosis and prognosis. Sometimes how-
ever it may mean that the clinician works with
the patient and family toward a gradual disclo-
sure of information to the patient, the physician
and family inform the patient together or the
information is communicated indirectly or non-
verbally. Depending on the case, there are a range
of acceptable solutions that respect the culture of
the family and the ethical values of the physician.
Clinicians need to be clinically competent to be
able to navigate how to practice good medicine,
but at the same time they must respect the way
decisions are made in different cultural settings.
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