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Worlds Apart
Facilitator’s Guide

Background

I
n 1999, award-winning physician/fi lmmaker 
Maren Grainger-Monsen and fi lmmaker Julia 
Haslett embarked on a project to develop a 
documentary fi lm and teaching vignettes that 

explore culturally diverse patients’ and families’ expe-
riences with the American health care system. The 
project, called Worlds Apart, was carried out over the 
next three years with funding from several foundations, 
and was developed in collaboration with physician 
experts in the fi eld of cross-cultural medicine. Worlds 
Apart captures many of the confl icts that arise when Apart captures many of the confl icts that arise when Apart
patients and health care professionals come together 
with different perspectives on health, illness, and 
medicine. Similar to the well-known Anne Fadiman 
book, The Spirit Catches You and You Fall Down, these 
videos aim to shed light on how cross-cultural con-
fl icts arise and how they can affect health decisions 
and outcomes. 
     The people and the situations shown here are real. 
The documentary style of the videos captures live clini-
cal interactions as they happened, as well as interviews 
with patients, family, and medical staff. They highlight 
a variety of important and challenging cross-cultural 
issues in medicine that health care professionals should 
be aware of and should be competent to manage in a 
respectful, open-minded manner. The goal of these 
videos and accompanying facilitator’s guide is to give 
health care professionals an engaging experience 

through which to explore ideas about cross-cultural 
issues in health care and to learn from the actual 
experiences of both patients and clinicians.

Overview
Worlds Apart tells the stories of four individuals and Worlds Apart tells the stories of four individuals and Worlds Apart
their families: Mohammad Kochi, Justine Chitsena, 
Robert Phillips, and Alicia Mercado. Mr. Kochi is a 
63-year-old man from Afghanistan who is diagnosed 
with stomach cancer. He agrees to have surgery, but 
later refuses his oncologist’s recommendation for chemo-
therapy due to religious beliefs, language barriers, and 
family confl ict. Justine Chitsena, a 4-year-old from 
Laos, has an atrial septal defect (a hole in the muscle 
wall of her heart) which her doctors feel should be 
repaired by surgery. Her mother is considering the 
operation but her grandmother is opposed. They are 
part of an ethnic minority in Southeast Asia called the 
Khmu, and have strong cultural beliefs and traditional 
healing practices as well as mistrust of Western medicine 
that give rise to this confl ict. Robert Phillips is an African-
American man in his mid-thirties who has been on 
hemodialysis for end-stage renal disease and is hoping 
for a renal transplant, which will greatly improve his 
life. He speaks very eloquently and candidly about his 
experiences with medicine as a bureaucracy and about 
the racial disparities that he has witnessed and experi-
enced.  Alicia Mercado is a 60-year-old Puerto Rican 
woman living in New York’s “Hell’s Kitchen” neigh-
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borhood, who has struggled with diabetes, hypertension, 
and asthma for years. The many social problems she 
faces as a Spanish-speaking woman living alone, and 
her fears about reliance on medication, put her chronic 
illness management into a different perspective.

Format
The Worlds Apart videos and facilitator’s guide are 
designed to be used as a major component of a teaching 
curriculum on cross-cultural medicine, racial/ethnic 
disparities in health care, and diversity. They do not 
represent a comprehensive curriculum on cross-cultural 
health care, which might include other components 
such as cross-cultural communication skills, patient 
care experiences, simulated patients, cultural awareness 
exercises, and textbooks or other reading materials. 
However, the videos do provide a fascinating presen-
tation of the types of issues that are most important 
in cross-cultural medicine in a moving and powerful 
format. As such, they are well suited for interactive 
discussions.
     The four videos can serve as powerful educational 
tools in a variety of settings. They range from 10 to 14 
minutes in length and are versatile enough to be used 
either separately or together. Many educators will opt 
to use them in specifi c workshops or courses on cross-
cultural health care. Others may integrate them into 
courses on the physician and patient, ethics, or social 
and behavioral sciences. One useful approach would 
be to present the videos in courses or problem-based 
learning modules on specifi c organ systems such as the 
kidney and urinary tract, the heart, and the gastroin-
testinal tract. In this way the stories and discussions 
can link the scientifi c basis of disease with the human 
and sociocultural aspects of medicine, enriching both 
perspectives. The facilitator’s guide provides informa-
tion specifi c to the videos themselves, as well as some 
more general information about cross-cultural issues 
in health care. For more detailed information, 
selected references are provided after each section.

General goals
The overarching goals of these videos, the accompany-
ing materials, and the discussions that follow are for 
students to:

•    Understand that patients and health care profes-
sionals often have different perspectives, values, 
and beliefs about health and illness that can lead to 
confl ict, especially when communication is limited 
by language and cultural barriers.

•    Become familiar with the types of issues and 
challenges that are particularly important in caring 
for patients of different cultural backgrounds.

•    Think about each patient as an individual, with 
many different social, cultural, and personal 
infl uences, rather than using general stereotypes 
about cultural groups.

•    Understand how discrimination and mistrust affect 
patients’ interaction with physicians and the health 
care system.

•    Develop a greater sense of curiosity, empathy, and 
respect towards patients who are culturally differ-
ent, and thus be encouraged to develop better 
communication and negotiation skills through 
ongoing instruction.

Suggestions for facilitators
As a facilitator, your role will be to organize and lead 
an interactive discussion of these videos, to add selected 
pieces of insight from your own perspective and expe-
rience (as well as from the facilitator’s guide), and to 
encourage everyone to participate and contribute. You 
do not have to be an expert in cross-cultural issues in 
medicine to be an excellent facilitator for these videos. 
The stories themselves are full of interesting material 
and the issues raised lend themselves very well to active 
discourse. However, it is a good idea to review these 
issues in advance in the facilitator’s guide and think 
about how best to bring them up in the discussion. 
The guide presents information that is important to 
the understanding of the videos and links to key topics 
in cross-cultural health care. The questions for discus-
sion recommended for each case can serve as guide-
lines for how to proceed, though discussions will 
generally follow their own particular course and may 
not stick to this structure.

•    Introduce yourself (name, title, brief experience 
with the issues of cross-cultural care or other 
related experience). Describe your role as facilita-
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tor, as above, and the general objectives of the 
videos if not done previously.

•    Establish ground-rules for the group that include 
listening respectfully to different perspectives 
without interruption, avoiding monopolization 
of conversation, and trying to contribute to a 
constructive and educational discussion.

•    Ask students to jot down their ideas about cross-
cultural issues and topics for discussion as they are 
watching the videos. This will allow everyone to be 
more prepared to participate and will give rise to 
a more well-rounded discussion.

•    Remember that there is a lot of information, 
opinion, and discussion that can be generated from 
these videos. Try to get everyone involved and to 
cover several of the issues raised in the facilitator’s 
guide (covering all of them is probably not feasible). 
They do not need to follow the specifi ed order, 
and they can be modifi ed in any way that you see 
fi t in order to highlight key issues. Feel free to go 
with the fl ow of conversation and use different 
questions or prompts accordingly. Note:

•   Quotes from the videos (in italics) have been 
provided throughout the facilitator’s guide. 
These can be read out loud in order to recall 
certain issues from the stories.

•   Quotes are followed by some brief comments 
and then one or two questions to generate 
discussion about key issues. Several prompts are 
also provided under these questions for further 
direction as needed.

•   Important “take-home points” are presented in 
large, bold face type at the end of each issue. It 
is helpful to emphasize these points during the 
discussion in order to clarify the main messages.

•    Several minutes prior to the end of the allotted 
time, bring the conversations to a close in order 
to summarize the discussion and highlight again the 
“take-home points” that you feel were most salient.
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Mohammad Kochi’s story

Brief synopsis

M
ohammad Kochi is a 63-year-old man 
from Afghanistan who came to the 
United States with his family in 1988. 
He is a respected elder and leader in 

his community. When he was diagnosed with gastric 
cancer he was seen by a surgeon who removed the tumor, 
which initially led Mr. Kochi and his family to believe 
that all the cancer was gone and he was cured. His 
post-operative CT scan showed he had one enlarged 
lymph node distal to the tumor site. He was sent to 
Dr. Fisher, an oncologist, to be evaluated for possible 
chemotherapy and for follow-up care. While Dr. Fisher 
had told him that there was still some remaining tumor, 
this was not directly translated by Mr. Kochi’s younger 
daughter (not shown in the video). She withheld this 
information from Mr. Kochi so that he would remain 
hopeful and strong-willed, but with his limited English, 
he was able to understand some of what had been said. 
The rest of the family was not told that Mr. Kochi still 
had tumor remaining after the surgery. His older daugh-
ter Noorzia (who is shown in the video) was initially 
unaware that the cancer had not been cured. Dr. Fisher 
recommended chemotherapy via a continuous pump, 
but Mr. Kochi refused. Noorzia was not involved in 
the earlier interactions and decisions. When she decided 
to accompany her father later and was told of the cancer, 
she felt that there must have been some miscommuni-
cation and that her father should have had chemother-
apy. The video shows several segments of clinical inter-
actions, interviews with Mr. Kochi and his daughter, 
and discussions among the medical staff. These can 
be used to generate a rich discussion around several 
important cross-cultural issues in medical care and 
how medical personnel might best address them.

Medical background information*
A brief discussion of gastric cancer as it pertains to Mr. 
Kochi and his story will be helpful for the discussion, 
though not the main focus. Prior to the scenes shown 
in the video, Mr. Kochi had been suffering from dis-
turbing, chronic abdominal pains and went to see 
an Afghani family physician in his community. After 
several failed attempts at treatment, he was sent for an 
upper endoscopy and diagnosed with gastric cancer, 
though he wasn’t informed of his diagnosis. He was 
then sent to see the surgeon at a major medical center, 
who recommended surgery. Interestingly, though the 
surgeon spoke clearly about his cancer diagnosis, the 
family members who were serving as interpreters with-
held this information from Mr. Kochi. Mr. Kochi agreed 
to have surgery and the tumor which was found to be 
locally invasive was removed to the greatest extent pos-
sible. His post-operative CT scan showed one enlarged 
lymph node distal to the original tumor (the technical 
classifi cation was T3, N1, M0).
     Gastric cancer that has only spread locally and 
involves a small number of lymph nodes can be cured 
by surgery, but often begins growing back in the same 
region (presumably due to small numbers of tumor 
cells that were left behind). Because of the high rate 
of recurrence, chemotherapy (plus radiation therapy) 
has been studied. The results of one study in particular 
have changed the standard of care to include chemo-
radiotherapy after surgery. The chance of being free of 
cancer after three years improved from 32% with just 
surgery to 49% with surgery plus chemoradiotherapy. 
Previous studies had not been so positive, however, so 
it is not completely clear that chemotherapy is as bene-
fi cial as this study suggests. The fact that Mr. Kochi 
still had a positive lymph node distal to his original 

*    Source: www.uptodate.com and Harrison’s Principles of Internal Medicine
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tumor site made radiation not a viable alternative for 
him, and it was therefore recommended that he have 
chemotherapy without radiation. Most oncologists 
describe all of the side effects and risks of chemothera-
py to their patients as well as the potential benefi ts in 
order to help patients make decisions for themselves. 
Mr. Kochi was offered a form of chemotherapy (5-FU) 
by a continuous pump infusion, which is preferred 
because it causes signifi cantly fewer side effects while 
having the same benefi ts as standard infusion. The 
study previously cited also used 5-FU, but with much 
shorter infusion times and without the patient carry-
ing around a pump. 

Background on Afghani 
immigrants in the United States*
Some history of the immigration from Afghanistan 
to the United States may also be helpful in thinking 
about this case and its implications. There are approxi-
mately 60,000 Afghans in the U.S., with large popu-
lations concentrated in the San Francisco Bay Area, 
followed by Northern Virginia, Los Angeles, New York, 
Georgia, Oregon, and Texas. Their immigration to the 
U.S. follows many different trends. Prior to the Soviet 
invasion of 1979 most Afghani immigrants were rela-
tively well educated people from Kabul. After the 
Soviet invasion, between 1979 and 1989 many Afghans 
came to the U.S. as refugees. The fi rst were a wealthy, 
educated elite, but later, less affl uent and less educated 
Afghans were able to enter through a family reunifi ca-
tion program. After 1989, when the Soviets withdrew 
from the country, factional fi ghting led to a more edu-
cated, professional wave of emigration, but the num-
bers were small and ceased altogether in 1994. With 
the rise to power of the Taliban in 1996 many ethnic 
minorities were persecuted and fl ed to Pakistan. Those 
particularly at risk (especially unaccompanied women 
and children) were allowed to enter the U.S. from 
Pakistan beginning in 1999. Many of these refugees 
were victims of violence and torture.
     After the 9-11 World Trade Center attack and the 

U.S. military invasion of Afghanistan, many Afghans 
in this country have felt relief at the ousting of the 
Taliban. This is mixed, however, with some negative 
feelings towards the attacking of their homeland and 
fear of discrimination in this country. Some Afghans 
feel hesitant to divulge their nationality, though this 
is beginning to change. Afghans are a diverse group, 
made up of several different ethnicities—most of 
which in the U.S. are Tajiks or Pashtuns. The great 
majority is Muslim, following the mainstream Sunni 
branch of Islam. The languages most commonly 
spoken are Pashto and Farsi (called Dari). Afghan Farsi 
is related to Iranian Farsi, but is a different language. 
The Kochis in this video speak both Farsi and Pashto. 

Small group discussion: Questions 
and information for the facilitator

I S S U E  1  

Family decision-making and withholding 
of information

Noorzia: “So you’re basically telling me that my father Noorzia: “So you’re basically telling me that my father Noorzia:
still has the cancer…”

Mr. Kochi’s daughter Noorzia seemed shocked to 
learn that he still had the cancer. In fact, the cancer 
had been there all along, even after the surgery, but 
the family members serving as interpreters had not 
translated this to Mr. Kochi nor to the rest of the 
family at home.

How does culture infl uence the way patients   
and families discuss medical information and 
make medical decisions?

• What are some reasons why information might 
be withheld from a patient by the doctor or the 
family?

• Is it ever acceptable to withhold information 
from a patient? 

In many cultures it is the norm for the family to make 
decisions as a unit. They may decide to withhold infor-

*   Source: “Afghans in the United States.” www.culturalorientation.net
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mation about a serious or terminal diagnosis from one 
member if it is deemed to be in that person’s best in-
terest. This is generally done with the idea of protecting 
patients from the bad news and the emotional distress 
that comes with it. Additionally, the perception that a 
terminal diagnosis can lead to a loss of will to live and 
hastening of death is also well documented in the liter-
ature on end-of-life care. This goes against the value of 
patient autonomy and the right to know which most 
health care professionals in the U.S. now hold highly 
(though this was not the case several decades ago). 
Respecting patient autonomy, however, does not mean 
that patients must be told their diagnosis and must 
make their own decisions about care. In fact, patients 
may waive or relinquish their right to know in favor 
of allowing a designated individual (a representative 
of the family, for example) to make decisions on their 
behalf.
     This issue will lead to a rich discussion about values 
with respect to autonomy and disclosure of information 
to families versus individual patients. Give participants 
a chance to explain why they feel the way they do and 
discuss why others may feel differently. In this case, 
family members translating for Mr. Kochi withheld his 
diagnosis from him. After the surgery, when the surgeons 
stated that they had “gotten it all,” the family under-
stood that Mr. Kochi had been cured of his disease. 
Family members acting as interpreters never relayed to 
Noorzia and others the subsequent discussions with 
the physicians.

We often assume patients are autonomous 
decision-makers, but in some cultures (and in 
some families) decisions are made in a more 
unifi ed, family-oriented way. Also, certain 
members may have more say.

How should doctors communicate with families 
about medical information?

It is important to establish the way a patient and family 
prefer to receive information and make medical deci-
sions. When the family functions as more of a unit, it 
is important to call more family meetings and try to 
discuss decisions in a group or with certain representa-

tive members in addition to the patient. This is more 
diffi cult when the family wants to withhold informa-
tion from the patient. One way to deal with this situa-
tion before it becomes a problem is to ask the patient 
whether he agrees to have his family make medical 
decisions for him and to be informed of the results of 
tests, instead of himself. It is even possible to sign a 
legal waiver of one’s right to medical information.

Assess how patients prefer to make medical 
decisions—individually, as a family, or through 
a specifi c authority fi gure—and try to  
accommodate.

I S S U E  2

Effects of immigration and acculturation on 
family dynamics / beliefs

Dr. Fisher: “His disease is incurable…which means that Dr. Fisher: “His disease is incurable…which means that Dr. Fisher:
I don’t have a drug that will make it go away forever.” 

Noorzia: “If he can live one minute longer for us it Noorzia: “If he can live one minute longer for us it Noorzia:
means a lot to me. I know he’s, like, a religious person—
he accepts his fate. And I believe if there’s a disease there 
has to be something to either kill it or slow it down.”

Noorzia: (later—to her father): “No, I blame myself. Noorzia: (later—to her father): “No, I blame myself. Noorzia:
I should have come with you from the beginning, and 
you would have started this treatment six months ago.”

Why, in this case, does Noorzia (a relatively young 
daughter—and a woman in a male dominant 
culture) seem to play a very important role in 
medical decisions about her father’s care?

• How is Noorzia’s perspective on her father’s 
health, and the medical system in general, 
different than her father’s?

This is an opportunity to discuss how immigration 
can affect families and their interaction with the health 
care system. Noorzia speaks English fl uently and is 
more acculturated into the Western, American 
perspective than her parents and other members of the 
family. Because of this she becomes the spokesperson 
for her father to the health care team. This can put a 
great deal of stress on a family. Mr. Kochi becomes 
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somewhat dependent on his daughter and loses some 
of his previous authority and power. She has a more 
aggressive approach to illness and wants everything 
done to prolong her father’s life “even for one min-
ute.” Her father seems much more resigned to his fate. 
He is concerned with his quality of life and does not 
seem to feel that treatments should be tried unless they 
have a very high likelihood of benefi t with little risk. 
He is more skeptical of Western medicine.
     In Afghanistan Noorzia might have a less impor-
tant role in the family, while in this country the 
hierarchy is reversed. There is often a tension in 
immigrant families between the maintenance of the 
traditional cultural values and customs and the 
adopting of a new culture and language.

Even within the same culture, there can be 
very different values and perspectives on 
health and illness. Acculturation to a more 
mainstream perspective is one aspect of this 
heterogeneity within ethnic groups.

I S S U E  3

Language barriers and communication

Dr. Fisher (interview):  “When we fi rst spoke about Dr. Fisher (interview):  “When we fi rst spoke about Dr. Fisher (interview):
chemotherapy it was very clear that there would be major 
translational issues.”

Noorzia: “When you were…giving him (those) options, Noorzia: “When you were…giving him (those) options, Noorzia:
was there a translator there or just my sisters?”

Dr. Fisher: “You know, I don’t remember. I’m sorry…Dr. Fisher: “You know, I don’t remember. I’m sorry…Dr. Fisher:
I honestly don’t remember.”

The issue of miscommunication due to ineffective 
interpretation (or no interpretation) comes up several 
times in this video. At one point, Mr. Kochi’s daughter 
seems very upset that when chemotherapy was initially 
offered, a professional interpreter may not have been 
present.

How important are professional interpreters (as 
opposed to family members or no interpreter) in 
medical interactions like this? 

• Could it have changed the situation in this 
case?

• Are there any laws requiring the use of an 
interpreter?

• What problems can arise when family 
members or others act as interpreters?

Discussion can focus around the value of accurate and 
unbiased communication via a trained, professional 
interpreter. In crucial decisions of this type where 
patients are given information and asked to make 
decisions about their care, good communication is 
essential, and high quality interpreters should always 
be used. Professional interpreters understand the 
subtleties of language and are trained not to shorten or 
paraphrase what is said, which can change the mean-
ing (one of the surgeons makes joking reference to this 
pitfall in the video scene showing a medical conference). 
It’s impossible to know whether or not this would 
have affected Mr. Kochi’s decision, but it is possible 
that it may have been easier for him to ask questions 
and understand all of the options and the implications 
of his decision. 

Language barriers can lead to miscommuni-
cation and poor health outcomes. Patients 
with limited English profi ciency (LEP) have a 
right to a professional interpreter.

Using family members or “ad hoc” interpret-
ers can lead to miscommunication due to 
their lack of training and the complexities 
of the task. Also, they may bring in their own 
biases and/or inhibit full disclosure of infor-
mation by the patient.

Related issue: styles of communication

Why might Mr. Kochi not have explained his 
rationale for refusing chemotherapy to the 
physician early on in their discussions?

• What was his style of communication like 
compared to his youngest daughter’s?



10  l Worlds Apart l

As previously discussed, the family member interpret-
ing may have led to diffi culties with communication. 
For example, Mr. Kochi mentioned to his daughter 
that he had always been under the impression that 
chemotherapy automatically meant “the pump,” and 
that this was the only option he was given for therapy. 
He did not seem to question this. This may have been 
due to an indirect, non-confrontational style of com-
munication by both Kochi and his older daughters. 
Noorzia seemed to be more direct, likely due to more 
acculturation to an American style of communication. 
This is a good place to discuss differences in commu-
nication styles in general and how to adapt one’s own 
style as a clinician to best suit the patient’s. Some peo-
ple express their pain, other symptoms, and the way 
these affect their lives very vocally. Others are much 
more reserved and stoic. It is common in many cul-
tures not to want to show disagreement with a physi-
cian or other authority fi gure as a sign of respect. This 
can make communication and shared decision-making 
diffi cult. It is also possible that Mr. Kochi never really 
wanted chemotherapy in the fi rst place.

Differences in communication style, which 
are often culturally based, can lead to barriers 
to mutual understanding. A non-confronta-
tional patient may be agreeing with the 
physician just to show respect.

I S S U E  4

Religious beliefs, spirituality, and negotiation

Noorzia: “If he had the thing injected into him…the Noorzia: “If he had the thing injected into him…the Noorzia:
pump…then that would not, kind of, be right according 
to the religion. So since my dad is religious, he refused.”

Dr. Fisher (later): “I don’t know how much of it relied Dr. Fisher (later): “I don’t know how much of it relied Dr. Fisher (later):
on his religion or his background or his sense of logic or 
sense of health or fear of chemotherapy…or how much 
may have been a miscommunication and maybe he 
would have accepted chemotherapy had I been more 
convincing.”

Mr. Kochi is a very religious, devout Muslim. He is 
shown praying in the mosque, at home, and even at 

Focus on Language Barriers

Title VI of the Civil Rights Act prohibits discrimi-

nation against any person on the basis of race, 

color, or national origin in any program receiving 

federal assistance. Accordingly, the U.S. Department 

of Health and Human Services Offi ce for Civil Rights, 

in a clarifi cation of title VI in 2000, views inadequate 

interpretation in the health care setting as a form of 

discrimination. This has set a precedent for the use 

of interpreter services in hospitals and other human 

services institutions. However, the reality of having 

professional interpreters available in the out-patient 

setting is logistically very challenging and expensive. 

In practice, both in hospitals and clinics, family mem-

bers and untrained staff commonly serve as “ad hoc” 

interpreters, and often no interpreter is available. 

Several lawsuits have been fi led and won based 

on discrimination against people of limited English 

profi ciency (LEP), especially in cases where it was 

shown to have led to a poor medical outcome. There 

are also several studies linking ineffective interpre-

tation to worse medical outcomes. 

     Family members are generally not trained as in-

terpreters even if they have served in this role many 

times. So the same pitfalls of using untrained staff or 

other patients as interpreters arise. Words are missed, 

subtle meaning is changed, and miscommunication 

is common. Additionally, family members have their 

own biases that can lead to distortion of the patient’s 

words. If they feel they already know what the problem 

is, they may avoid including important details of the 

patient’s symptoms. They may try to protect their family 

member, make him appear more ill in order to make 

sure he is taken seriously, or less ill for other reasons. 

They may have different opinions about how the 

patient should be treated and may infl uence clinical 

decisions. All of this may be more or less intentional, 

or even totally subconscious. The patient himself may 

avoid saying certain things or change the way they 

are said because of the family member’s presence. 

Finally, it can be a tremendous emotional burden on 

the family member and it is especially inappropriate 

for a child to assume this level of responsibility.
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the hospital. Strict Muslims are expected to pray fi ve 
times per day, facing East towards the holy land of 
Mecca. Muslims must cleanse themselves (called ablu-
tions) before each prayer, and are not allowed to have 
anything coming into or going out of their bodies dur-
ing prayer. In discussing the pros and cons of having 
chemotherapy, Mr. Kochi seems concerned that if the 
treatment is not a complete cure and causes him other 
problems like feeling weak, then how does it help him. 
Dr. Fisher explains his perspective on how it might 
shrink the tumor and make him feel better. The 
conversation continues:

Mr. Kochi: “We believe our day has been chosen for us Mr. Kochi: “We believe our day has been chosen for us Mr. Kochi:
and it cannot be pushed up or forced back.” 

Dr. Fisher: “Our goal is to help you feel as well as you Dr. Fisher: “Our goal is to help you feel as well as you Dr. Fisher:
can feel until that day comes.”

How might Mr. Kochi’s perspective on spirituality 
and health affect his decisions about chemo-
therapy? 

• Is what Dr. Fisher said the usual perspective 
of American medicine? 

• Can the two somewhat different views be 
reconciled?

• What could Dr. Fisher have done to discover 
this issue early on?

• How might Dr. Fisher have modifi ed his 
approach if he had some idea of this potential 
confl ict?

• What other reasons might Mr. Kochi—or 
anyone—have for refusing chemotherapy?

While Mr. Kochi demonstrates a strong spiritual belief 
in fate, this does not necessarily mean that he won’t ac-
cept treatment. He agreed to the surgery, for example. 
The concept of fatalism, having one’s course already 
charted, may also take into account medical interven-
tions as part of that predestined course of events. For 
example, in Christian faith there is the idea that God 
works through worldly agents. There are actually two 
levels of negotiation going on at once in this part of 
the story. There is the usual type of negotiation about 
the treatment itself and whether Mr. Kochi feels that 

the potential benefi ts outweigh the risks. There is also 
a negotiation of views or perspectives on health and 
illness. Mr. Kochi mentions a spiritual/religious view 
of life and death that is based on fate. Dr. Fisher tries 
to describe the medical perspective in a way that takes 
into account Mr. Kochi’s view. He explains that the 
goal of physicians is to help people to feel better until 
they die. Unfortunately, chemotherapy may also pro-
long life while making people feel worse.

Beliefs in fatalism can lead a patient to refuse 
treatment, but they are rarely absolute. It is 
important to gain a deeper understanding of 
the patient’s beliefs in order to negotiate 
acceptable management options.

     Discuss the importance of exploring the patient’s 
perspective on his/her illness and treatment. Asking 
certain questions can help the physician understand 
what’s important for the patient. For example:

• “What concerns you most about the idea of having 
this chemotherapy?”

• “Are there any side effects that you are particularly 
concerned about?

     There may be other reasons why Mr. Kochi is 
hesitant to accept chemotherapy. Is there some function 
that he feels he needs to carry out for his family or com-
munity that would be compromised if he became too 
weak? Does he believe that the medicine will really 
make him feel better? Is he worried about the cost? 
There could be many others.
     There are often many options and approaches in 
medicine. Which one is taken depends on the perspec-
tive of both physician and patient. In this case, explor-
ing if Mr. Kochi had any other reasons to reject chemo-
therapy, other than a belief that “our day is set by 
God,” might have allowed the physician to discover 
that Mr. Kochi had a religious reason for avoiding the 
continuous infusion pump. Cross-cultural negotiation
involves gathering information from the patient and 
family about their perspectives, expressing your own 
perspective in clear, understandable terms, and then 
discussing options to reach an agreement.
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There are many reasons why patients may 
refuse a physician’s recommendation. It is 
crucial to explore the patient’s perspective 
and rationale rather than making assump-
tions that may not be true.

I S S U E  5

The culture of medicine

Nurse: “So, Mr. Kochi…a 60-year-old fellow with a history Nurse: “So, Mr. Kochi…a 60-year-old fellow with a history Nurse:
of locally advanced gastric cancer. Surgery was September 
of 2000—had a partial gastrectomy. At that time you 
met with him…recommended chemo…”

Dr. Fisher: “So he’s not the least bit interested in Dr. Fisher: “So he’s not the least bit interested in Dr. Fisher:
chemotherapy?”

There were several segments that showed Dr. Fisher 
talking to other physicians and health professionals 
about Mr. Kochi’s case. These scenes highlight the 
perspective of the biomedical culture and how differ-
ent this can be from the perspective of the patient. 

Discuss the term “biomedical culture.” 

• What aspects of the biomedical culture did 
you feel were represented in the video?

• How does the “illness” of gastric cancer 
(through the eyes of Mr. Kochi and his family) 
differ from the “disease?”

Discuss how an individual’s cultural infl uences are 
broader than just his or her ethnicity, nationality, or 
religion. Profession can be a major source of cultural 
infl uence, which can help to shape beliefs, values, and 
behaviors. In this case, the culture of medicine shapes 
how physicians and other health professionals talk 
and think about patients and their diseases. 

     The medical presentation of Mohammad Kochi’s 
case gives some idea of what’s important from a disease 
perspective, whereas the complex family dynamics, hope, 
disappointment, frustration, pain, loss of control, etc., 
describe the illness. Biomedicine tends to focus more 
on the dysfunction of the body as a machine and em-
phasizes fi nding the problem and fi xing it. With cancer, 
it is often diffi cult for the medical profession to accept 
defeat, and chemotherapy is often tried even when it is 
unlikely to be of much benefi t. The physician, in this 
respect, is less aggressive than many oncologists might 
have been. He leaves the decision more to Mr. Kochi 
and his family rather than emphasizing treatment as 
the best option.

Culture goes beyond ethnicity or nationality 
and is infl uenced strongly by profession, age, 
religion, and many other factors. Medicine 
has a defi nite culture of its own, with its own 
values, beliefs, language, and customs.
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Justine Chitsena’s story

Brief synopsis

J
ustine Chitsena was born by emergent cesarean 
section with alpha thalassemia major. While this 
is normally a fatal condition, she was kept alive 
by monthly exchange transfusions. At two months J

     
J

of age she was found to have an atrial septal defect 
J

of age she was found to have an atrial septal defect 
J
(ASD), a hole in the wall that separates the two atrial 
chambers of the heart. If left unrepaired, this would 
have complicated and lessened her chances of surviving 
a bone marrow transplantation for thalassemia.   
     Justine’s grandmother was opposed to both the 
bone marrow transplant and the ASD repair. Bouphet 
Chitsena, Justine’s mother, took it upon herself to pro-
ceed with the transplant, but refused the ASD repair due 
to fears about the scar and the effect it would have on 
Justine’s spirit in her next lives. The transplant, performed 
when Justine was two years old, was successful. Two 
years later, the doctors again began discussing the issue 
of an ASD repair. Justine's mother still had reservations 
about this, and her grandmother was strongly opposed. 
The decision was made increasingly hard for Bouphet 
Chitsena because she felt her mother and the rest of 
her family would blame her if anything went wrong 
with Justine. After several visits and discussions, it 
was agreed that the family would try their own ways 
of healing the hole in Justine’s heart. They performed 
ceremonies at home and took her to a Buddhist temple 
for a special ritual and traditional medicine, but the 
hole remained open. Finally, a compromise was reached 
using a new catheter-based technology that allows the 
atrial septum to be repaired without an invasive, scar-
producing operation. It was successful and Justine is 
doing well.

Medical background information*
A brief discussion of atrial septal defects with respect 
to Justine Chitsena’s case will be helpful for the discus-
sion, though not the main focus. Atrial septal defect 
is a relatively common congenital heart condition that 
is rarely symptomatic until adulthood. An opening in 
the atrial septal wall allows blood to fl ow from the left 
to right atrial chamber where the pressure is lower, 
leading to an increase in the work of the right ventricle 
and increased fl ow through the pulmonary system. 
The defects close spontaneously by one year of age in 
about 87% of cases—smaller defects being more likely 
to close. After the fi rst few years of life (as in Justine’s 
case), only a few percent will close without interven-
tion. While there is no urgency in closing a defect from 
a clinical standpoint, if it grows too large it will no 
longer be amenable to a catheter-based (minimally 
invasive) procedure. Still, successful operations are com-
monly performed in adults. There is a risk, however, 
that permanent damage will be done, especially if the 
patient has not been followed closely. The likelihood 
of developing moderate to severe pulmonary hyperten-
sion and right ventricular hypertrophy is rare, though 
—less than 10%. While it is hard to give patients 
exact numbers, the risks of surgery are small, and   
the standard of care has become early intervention.

Background on Khmu/Lao 
immigrants in the United States*
The Khmu are the indigenous people of Northern 
Laos. They are the largest ethnic minority in that 
country with 450,000 inhabitants (about 43,000 were 
living in northern Vietnam and about 8,000 in the 
United States as of 1995). They are mostly agricultur-
alists and speak their own language, Khmu, which has 

*    Source: www.uptodate.com and Nelson Textbook of Pediatrics: 16th Edition *    Source: “People Groups: Khmu.” www.infomekong.com
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many dialects and no established written form. Many 
Khmu are well acculturated into the Laotian main-
stream, both in language, custom, and Buddhist reli-
gion. Many Khmu maintain their traditional beliefs 
and language alongside their Laotian ones. The Chitsenas 
speak Lao and Khmu and Thai and go to a Buddhist 
temple, but Justine’s grandmother holds on to many 
of the traditional Khmu ways. The tradition of tying a 
string around the wrist to prevent the loss of the spirit 
is a common practice among many peoples of South-
east Asia. Calling upon the spirits of the ancestors is 
also common, but the manner in which it is performed 
is culturally specifi c. Another practice common among 
the Khmu and other ethnic minorities within the South-
east Asian mainstream cultures (such as the Hmong) is 
animal sacrifi ce. Again, this depends on the degree of 
acculturation both in the country of origin (Laos in 
this case) or to the American mainstream.

Small group discussion: Questions 
and information for the facilitator

I S S U E  1

Understanding the family’s health 
and illness beliefs

Grandmother: “The doctors say she is sick, but she looks Grandmother: “The doctors say she is sick, but she looks Grandmother:
completely healthy to me...(later)...If you have a mark on 
your body, whether from a pen or charcoal, or a scar from 
surgery, it stays with you into the next life, and damages you.”

Justine’s grandmother voices her own strongly held 
perspective on Justine’s illness and on the consequences 
that an operation would have in her view. Justine’s 
mother, Bouphet Chitsena, seems caught between 
believing in what her mother says and believing the 
physicians’ perspective.

What are the grandmother’s beliefs about the 
illness itself and the surgery?

•  How do they differ from the medical perspective?
• What is Bouphet Chitsena’s perspective, and Chitsena’s perspective, and Chitsena

how is it different than both of the others?

This is an opportunity to discuss patients’ (and families’) 
“explanatory models” of illness and treatment (see box, 

page 15). These are essentially their health beliefs and 
the meaning that a particular illness or treatment has 
for them. 
     In the case of Justine’s grandmother, she feels that 
Justine is healthy. She looks well and acts completely 
normally. It is diffi cult for individuals who have not 
grown up being exposed to medical technology and 
preventive medicine to conceptualize an illness that 
cannot be seen or felt and has no obvious symptoms. 
In the United States, the public generally hears about 
and witnesses the ability of medicine to cure disease 
and relieve symptoms—to the point that it is almost 
taken for granted. Still, even here, the management of 
“silent diseases” like hypertension is challenging due to 
the fact that patients feel well. Justine’s grandmother 
is very skeptical that anything is wrong with her. Even 
more importantly, it is her belief that the surgery car-
ries consequences that go far beyond those considered 
by her physicians. She believes that when the body is 
damaged, the scars are carried with the individual into 
all of their future lives. “The scars,” for her, carry a 
much deeper negative meaning than for her doctors. 
Besides this, she is plainly afraid that Justine may   
die needlessly, since she is currently healthy.
     Bouphet Chitsena seems to agree with her mother 
to some degree. But she has also acculturated somewhat 
(though less than Noorzia in the previous video) to a 
Western/American perspective on illness. She wants 
the best for her daughter, and has some faith in the 
American medical system and the well-meaning doctors 
who have been helping her. She has had to fi ght against 
her mother’s wishes in order to even continue discussions 
about the operation. She also seems afraid of the opera-
tion herself, and does not want to put her daughter 
through such a violent-sounding procedure—cutting 
her chest open.

Patients and families’ beliefs about illness 
and medical procedures can have a major 
impact on their health care decisions. Explor-
ing beliefs carefully and respectfully is crucial 
in cross-cultural interactions.

Beliefs, values, and concerns about health 
and illness are often culturally based, but can 
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vary greatly within cultural groups (and within 
families). They may be infl uenced by accultur-
ation and generational differences.

Bouphet Chitsena:  “My Mom, she’s afraid that if you Bouphet Chitsena:  “My Mom, she’s afraid that if you Bouphet Chitsena:
cut you’ll see the scar. My Mom wants me to wait to go to 
the Lao temple. They have some medicine for her, and she 
wants to wait for that (…laugh).”

Bouphet Chitsena initially seems reluctant and 
somewhat uncomfortable discussing her mother’s 
beliefs, especially since they are so foreign to the 
doctors. When a patient refuses a recommendation, 
there is an opportunity to understand the reasons 
behind her/his different perspective.

How would you explore Bouphet Chitsena’s (or her 
mother’s) beliefs and perspectives about the atrial 
septal defect and the operation?

• What questions would you ask?
• How would you have known that it was her 

mother’s beliefs that were responsible for the 
initial refusal of surgery?

Discuss the importance of exploring the patient’s ex-
planatory model of illness and treatment. Asking ques-
tions like “What do you believe is the problem with 
Justine’s heart?” and “What are you most concerned 
about with this operation?” can help the physician 
understand what’s important for the patient. 

I S S U E  2

Family decision-making and authority fi gures

Bouphet Chitsena: “It was my own decision. My family Bouphet Chitsena: “It was my own decision. My family Bouphet Chitsena:
was against me. They accused me of trying to kill my 
child. I realized that I would be the one in the hospital 
with Justine if anything happened. If anything went 
wrong it would be my responsibility.”

While Justine’s mother is her primary caretaker, and 
the one interacting with the medical staff, her grand-
mother clearly plays an important role.

How does the decision-making happen in this 
family (vs. most American families)?

• What is Justine’s grandmother’s role?
• What is her mother’s role?

• How would you explore this issue and deal 
with it in a clinical encounter like this?

Decision-making and the role of the family is an 
important cross-cultural issue. In medicine we often 
assume that patients are autonomous decision-makers 
and that family members play a more peripheral role. 
In many cultures, however, the family makes decisions 
in a more unifi ed way. Certain members of the family 
may have more say in decisions based on hierarchy of 
gender, age, birth order, etc. 
     In this case, Justine’s grandmother has a great deal 
of infl uence in the family and acts as a behind-the-
scenes authority fi gure. She maintains the traditional 
and spiritual beliefs of her Khmu ethnicity, though 

Focus on Explanatory Models

Roughly speaking, a patient’s explanatory model 

is her/his perspective and specifi c beliefs about 

her/his illness and its treatment. There are 

several general questions or areas of inquiry (as 

modifi ed from Kleinman, et al.) that are useful in trying 

to understand a patient’s explanatory model. Health 

care providers should become comfortable with these 

types of questions and should develop their own which 

work well for them.

Explanatory Model Questions

•   What do you think has caused your problem? 

•   What do you call it?

•   Why do you think it started when it did?

•   How does it affect your life?

•   How severe is it? What worries you the most?

•   What kind of treatment do you think would work?

If patients seem reluctant to discuss their beliefs, it can 

be helpful to use normalizing statements to make them 

feel more comfortable. For example, “Many people feel 

that if a person doesn’t feel sick then there can’t be 

anything wrong with them. Do you feel that way?” Also, 

it is important for health care practitioners to realize that 

it might be someone else’s beliefs that are causing a 

patient or family member to act in a certain way (e.g., 

Bouphet refusing the operation due to her mother’s 

beliefs). Asking questions about that person’s perspec-

tive or involving him or her directly in the discussion 

can be very helpful.
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she is now living in the United States. When Bouphet 
Chitsena chose to go against her own mother’s wishes 
and advice, she was breaking cultural tradition and signi-
fi cantly strained her relations with her family. In many 
American families, the decision-making would be left 
more to the child’s mother alone. The value of the 
family over the individual is refl ected in the case of 
Mr. Kochi as well. It is a core cross-cultural issue that 
characterizes many cultures, and emphasizes how 
different the Western European/American values are 
from much of the rest of the world. 
     Physicians should ask how families prefer to make 
decisions, and who is important to consult in these 
situations. When feasible, family meetings can be 
arranged or key authority fi gures in the family, like 
Justine’s grandmother, can be involved in discussions 
and decisions. Families will often work out their own 
arrangements and internal dynamics, but medical pro-
fessionals should be aware of this and should facilitate 
it whenever possible and appropriate. In this case, Bouphet 
Chitsena often acted as the intermediary, expressing 
her mother’s concerns and relaying information from 
the physicians.

Assess how patients prefer to make medical 
decisions—individually, as a family, or through 
a specifi c authority fi gure—and try to accom-
modate.

I S S U E  3

Traditional / alternative medical practices

Bouphet Chitsena:  “In the string tying ceremony, we tie Bouphet Chitsena:  “In the string tying ceremony, we tie Bouphet Chitsena:
the string so that the spirit of the child stays with her family.”

Grandmother:  “The ceremony is for everyone. For the 
family, for the ancestors, and for the doctors. The cere-
mony allows the miracle to happen.”

Justine’s grandmother and others in her family have 
very different ideas about how she should be treated. 
Besides feeling that the surgery will have terrible conse-
quences for her, they believe in spiritual healing rituals 
calling on the spirits of ancestors, both at home and 
at a Buddhist temple. In a large U.S. survey, 42% of 
Americans used at least one type of alternative therapy 

not prescribed by a physician. More than 60% of 
these had not discussed their use with a physician.

What are your views on the use of complementary/ 
alternative medicine in general, and in this case 
specifi cally?

• Why is it important to know about these 
practices?

• How do you approach patients about them?

In discussing these issues, it is important to make sure 
that the students put them into context. While the family 
in this video seems to believe in traditions that are very 
strange from the standpoint of what most Americans 
believe, they are not altogether that different. Alterna-
tive practices in this country range from herbal medicines 
to home remedies, acupuncture, energy healing, homeo-
pathy, massage, and prayer. People turn to forms of 
therapy that fi t their models of how health and illness 
work and that support their values. Explore students’ 
perspectives on this and try to engage them in an active 
debate about the relative merits of and problems with 
these practices. The placebo aspect of these therapies 
and what this means can be a useful starting point.

Issues to consider with alternative 
therapies:
•    Some may have benefi cial effects for patients, 

whether proven (true in some cases) or subjective.
•    Trust can be built by being open to patients’ ideas 

about these.
•    Some alternative therapies may be dangerous, 

either due to their direct side effects or interactions 
with other medications that the patient takes.

•    Patients may avoid using potentially more effective 
medical treatment due to their use of alternative 
practices.

•    Being judgmental about alternative therapies 
contributes to patients not revealing their use.

As part of the standard medical history, ask 
all patients about complementary and alter-
native practices (including home remedies) 
that they may be using. Be non-judgmental 
and respectful of their views and negotiate  
a plan accordingly.
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I S S U E  4

Cross-cultural negotiation

Bouphet Chitsena: “They say that if we take the medicine, Bouphet Chitsena: “They say that if we take the medicine, Bouphet Chitsena:
the hole will close.”

Doctor:  “Traditional healing, yeah…uh huh.”Doctor:  “Traditional healing, yeah…uh huh.”Doctor:

Bouphet Chitsena: “And I want to try everything, to see Bouphet Chitsena: “And I want to try everything, to see Bouphet Chitsena:
if it works or not.”

Doctor:  “OK. And then after that, give it some time to Doctor:  “OK. And then after that, give it some time to Doctor:
work, OK? (laughter), OK…and then we can check again. 
And there are some holes that can close. And certainly we 
have a lot of children whose holes have closed without 
surgery. From our standpoint, we don’t see a lot of them 
close at this age…after a year or two of age. But I think 
if that’s something that makes everyone feel like they’ve 
done everything short of an operation to help her, 
then I think that’s appropriate.”

Negotiation is one of the most important skills in 
dealing with all patients, but especially across cultures 
when differences in perspective can be greater and 
communication can be challenging. Physicians often 
don’t feel they should have to negotiate with patients 
since the medical perspective is based on science and 
“truth.” But the truth for patients may be different.

What was your impression of negotiation that took 
place between the family and the medical staff?

• What did you think was appropriate/effective 
in the staff ’s approach?

• What would you have done differently?

It is important here to focus the discussion on the 
negotiation process itself. Negotiations took place in 
discussing the family’s requests to try various tradition-
al forms of treatment, rather than insisting on surgery 
right away. Also, there was a negotiation that took 
place in offering a less invasive approach to correcting 
the atrial septal defect, even thought this meant going 
to another hospital.
     Fortunately, in this case the physicians had the 
luxury of time, as there was no pressing need to proceed 
with an operation immediately. This allowed them to 
give Justine’s family the opportunity to try several tra-
ditional ways of healing her, including the ceremony 

at home and the one at the Buddhist temple. Also, while 
early intervention is clearly the standard of care, the 
data are not absolutely black-and-white, thus leaving 
some room for negotiation. The cardiologist listens to 
Bouphet Chitsena’s perspective on this and is willing 
to let her try the ceremony. But she also seems some-
what uncomfortable about condoning it, which is 
apparent in her nervous laughter. Still, she does an 
excellent job of explaining and negotiating. Overall, 
there is a sense of partnership throughout the interac-
tion, not antagonism. If she were less fl exible, trying to 
push her ideas on the family, they may not have come 
back and may not have received the procedure.
     Another aspect of the negotiation had to do with 
the catheter-based (minimally invasive) procedure. 
Knowing that one of the main concerns was the extent 
of the surgical scar, and all that this meant, the physi-
cians realized that a minimally invasive procedure would 
be more acceptable to the family. This was something 
that had recently become approved for use. Since it 
left only a tiny scar, it would not damage Justine into 
her next life, and was a crucial step in their eventual 
acceptance of the procedure. Again, having a deep 
understanding of what’s important to the patient and 
family can lead to a more successful negotiation. 

Negotiation involves understanding the 
patient/family’s perspective, explaining your 
perspective, being fl exible, and coming up 
with creative ways to meet their needs while 
aiming for the best possible outcomes.

I S S U E  5

Barriers to effective communication

Doctor: (to Bouphet Chitsena without interpreter): “The 
reason that we like to take care of these is mainly a long-
term consideration that, over many years, having chronic 
enlargement of the heart can lead to weakness of the 
heart. And sometimes people can have what we call heart 
failure. At that point you can’t really fi x it.”

Communication between doctor and patient is 
challenging even without language barriers. Bouphet 
Chitsena speaks English, but it is not her fi rst language 
and she is not fl uent.
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What did you think about the communication 
that happened in the conversation above and 
throughout this video?

• How could the cardiologist’s explanation have 
been simplifi ed so that Bouphet Chitsena could 
have understood it better? 

Focus on informed consent

Informed consent is based on patients having the 

right to know all of the risks and potential benefi ts 

of a procedure or operation before agreeing to it. In 

many countries, medicine is more paternalistic, and 

rarely gives patients this right. While it is designed to 

protect patients (and the medical system from 

lawsuits), it can be overwhelming for a patient to hear 

that he or she may have complications of things like 

bleeding, infection, and death. Often probabilities and 

percentages are hard for patients to understand (and 

in some cases, not available). 

     The manner in which informed consent discussions 

are carried out is hardly standardized and often a 

matter of individual physicians’ styles of practice. Still, 

certain elements must be included, such as the major 

risks and benefi ts in clear terms. A discussion of 

whether or not the physician could have taken the 

edge off this conversation by explaining that the 

procedure is generally very safe, and most of these 

complications are extremely rare, will depend to a 

large extent on your perspective as the facilitator and 

the perspectives of the students.

     The medical profession has a strong cultural 

infl uence, which can help to shape beliefs, values, and 

behaviors. In this case, the medical culture, like 

American culture overall, places a high value on 

autonomy and individual rights. There is also a value of 

legal protection and the right to sue if one’s rights are 

violated. Informed consent is a product of these values 

that patients may fi nd strange when not accustomed 

to it. Also, biomedicine tends to focus more on the 

dysfunction of the body as a machine and emphasizes 

fi nding the problem and fi xing it. The physician’s 

description of the catheter-based repair of the atrial 

septal defect is a good example of this perspective 

that it is better to do something than do nothing.

• When is it important to use a professional 
interpreter?

• Are there any laws requiring the use of an 
interpreter?

Physicians tend to use medical jargon and other com-
plex terminology when dealing with patients. This can 
both alienate patients and lead to miscommunication. 
It is important for students to pay careful attention to 
the way they communicate with patients, simplifying 
their explanations and using common sense terminol-
ogy and phrasing. A discussion could focus around 
how to rephrase the cardiologist’s explanation to make 
it more understandable. For example, “If the hole is 
not fi xed, Justine’s heart will have to work much harder. 
When Justine gets older her heart will be weak. She 
could get very sick, and it will be too late to fi x it.” 
Terms like “long-term consideration” and “chronic 
enlargement” should be avoided. Even for patients who 
speak some English, if it is not their native language 
and they are not fl uent, an interpreter may be neces-
sary. This is especially true when dealing with crucial 
explanations and decisions, as in this case. Even with 
an interpreter, it is important to use straightforward, 
common sense language that is more easily understood 
by both the patient and the interpreter. The previous 
discussion of Mohammad Kochi’s story deals with the 
issues of interpretation in more detail.
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Robert Phillips’ story

Brief synopsis

R
obert Phillips is a 29-year-old African-

R
obert Phillips is a 29-year-old African-

RAmerican man who eloquently recounts his RAmerican man who eloquently recounts his Rexperience as an end-stage renal patient onRexperience as an end-stage renal patient onR hemodialysis. He developed renal failure R hemodialysis. He developed renal failure R
due to focal sclerosis and after fi ve months on dialysis 
he was put on the waiting list for a renal transplant. 
At the time of this fi lming he had been on the list for 
almost three years. He begins by describing his encoun-
ters with the health care system, and although he com-
mends the nursing and technical staff for their services 
he is disappointed in the quality of physician involve-
ment in his care. Many of his concerns revolve around 
the lack of supportiveness of physicians in general and 
of accessibility of renal transplants, particularly for 
African-Americans. When asked about some of the 
reasons for this, he attributes it to physicians not read-
ily referring African-American patients for transplan-
tation. He feels that he had to push his own nephro-
logist into giving him options besides dialysis. In his 
view, physicians tend to stereotype African-American 
dialysis patients as being less worthy of receiving kid-
ney transplants since they’re “just going to ruin it 
anyway.”

Medical background information*
A brief discussion of end-stage renal disease, hemo-
dialysis, and renal transplants with respect to Robert 
Phillips’ case will be helpful for the discussion, though 
not the main focus. End-stage renal disease (ESRD) is 
the term used to describe a state of severe, permanent 
kidney failure generally requiring either dialysis or renal 
transplantation. It can be of many causes including 
diabetes, hypertension, glomerulonephritis, and 
polycystic kidney disease, among others. There are 

over 300,000 patients with ESRD in the U.S., many 
of whom are maintained on dialysis to replace the 
function of their kidneys—fi ltering the blood and main-
taining the levels of various electrolytes such as sodium, 
potassium, and chloride. Hemodialysis, the most com-
mon form, involves a catheter inserted into an enlarged 
blood vessel (fi stula) in the arm, which diverts arterial 
blood through a fi ltration device and back into circula-
tion. This generally requires the patient to sit in a 
chair, connected to the dialysis machine, for several 
hours a day, three days a week. The hemodialysis itself 
can cause a drop in blood pressure, nausea, headaches, 
and dizziness, among other side effects. Over the long 
term, the patients suffer from more chronic problems 
such as severe hypertension, bone weakness, anemia, 
and early heart disease.
     The option of renal transplantation has become 
an excellent one for many ESRD patients, and tens 
of thousands have been performed worldwide. Still, 
the demand for donor kidneys far exceeds the supply. 
Transplantation, when successful, can restore most 
patients to a near-normal lifestyle. Many factors affect 
kidney survival, including strict adherence to the im-
munosuppressive regimen and control of other chronic 
diseases. There are two major sources of donor kidneys: 
HLA matched relatives that are willing to donate, and 
cadavers whose organs have been harvested through a 
nationally coordinated network. Advances in immu-
nosuppressive medication, among other factors, have 
improved the survival of the transplanted kidneys to 
13.8 years for cadaveric donor kidneys, and 21.6 years 
for related donor kidneys. African-Americans are 
much less likely than whites to receive renal trans-
plants. Studies have shown that they are referred less 
frequently for renal transplantation. Once referred, 

*    Source: www.uptodate.com and Harrison’s Principles of Internal Medicine, 15th edition
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they wait longer on renal transplant lists, in part due 
to having fewer HLA matches with cadaveric donor 
kidneys. Interestingly, recent data have shown that 
while matching 6 out of 6 HLA antigens is clearly 
superior to fewer matched antigens, the survival rates 
for less than perfect matches are not signifi cantly dif-
ferent from each other. This has prompted changes 
in the transplantation policy that should reduce the 
disparities.

Background on African-Americans 
and health care disparities in the 
United States*
The history of African-Americans in the United States, 
from slavery to the present, is one of discrimination 
and segregation in virtually all sectors of society. In the 
1800s, pseudo-scientifi c theories about race and the 
physical and mental inferiority of blacks attempted to 
legitimize this discrimination in a country that preached 
democracy and the rights of individuals. After the Civil 
War and emancipation, the U.S. government estab-
lished the “Freedman’s Bureau” to provide assistance 
to former slaves, including the development of racially 
segregated hospitals. Segregation persisted for nearly a 
century under the legal protection of “Jim Crow” laws. 
The 1960s saw an end to legalized segregation, the pas-
sage of federal civil rights legislation, and the creation 
of Medicare and Medicaid. This brought about the 
desegregation of hospitals and healthcare systems in 
this country. Progress in improving African-American 
health in the U.S. seemed to be on the horizon, when 
the revelation of medical experimentation (a long-
standing issue dating back to slavery) reemerged in the 
1970s with an expose of the Tuskegee Syphilis Study. 
This study, funded by the U.S. government, was designed 
to follow the natural history and progression of syphilis 

in humans. African-Americans with this disease served 
as the “control group” and did not receive treatment, 
even after penicillin had become available and was 
known to be effective. This further contributed to mis-
trust of the healthcare system by African-Americans.
     Obviously, this has taken a severe toll on African-
American health and perspectives on health care. 
Despite advances in medicine that have improved the 
health of the majority of Americans over the last fi fty 
years, African-Americans have benefi ted much less 
from this progress. African-Americans suffer dispro-
portionately from chronic, treatable conditions such 
as cardiovascular disease, diabetes, cancer, HIV/AIDS, 
and asthma, just to name a few—all culminating in a 
lower life expectancy. These “racial and ethnic dispari-
ties in health” are in part due to many of the usual 
suspects in our society—poor education, poverty, and 
persistent discrimination—that unfortunately plague 
many Americans, particularly African-Americans.   
But perhaps even more disturbing is what has more 
recently been learned about racial and ethnic dispari-
ties in the delivery of health care. A 2002 Institute of 
Medicine Study entitled “Unequal Treatment” found 
overwhelming evidence that patients were being 
treated differently by the health care system, based on 
their race and ethnicity. African-Americans and other 
minorities, with the same insurance and socioeconom-
ic status as white patients, receive poorer, lower quality 
care for heart disease, cancer, diabetes, kidney failure, 
pain management, and the treatment of HIV/AIDS, 
just to name a few. As the nation struggles with how 
to deal with these glaring disparities, African-Americans 
struggle with their own health issues within a health 
care system that has continued to validate their fears 
and mistrust.

*    Sources:

     •    “Unequal Treatment.” The Institute of Medicine 2002 (www.nap.org)

     •    Byrd WM, Clayton LA. An American Health Dilemma. A Medical History of African Americans and the Problem of Race. New York, NY: Routledge; 2000.
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Small group discussion: Questions 
and information for the facilitator

I S S U E  1

Disease and illness

Robert Phillips: “I’ve had to curb my ambition…things Robert Phillips: “I’ve had to curb my ambition…things Robert Phillips:
I won’t get to do…Imagine yourself sitting in that chair 
for four hours and there’re parts of your body you can’t 
move, and then you get uncomfortable towards the end of 
that four hours. Things start to happen to you that you 
can’t explain, but you still can’t get up. You still have to 
stay there...And, you know, at some point if something 
goes wrong, you may not make it.”

“I just wish medicine weren’t such a bureaucracy. I just 
wish it felt a little more personal.”

Robert Phillips gives a very detailed, personal account 
of what it’s like to have end-stage renal disease and be 
on dialysis. It involves daily inconveniences, discom-
fort, fear, and changes in his life’s goals.

What do end-stage renal disease, dialysis, and 
renal transplantation mean for Robert Phillips and 
how are these meanings likely to be different for 
health care professionals?

• What is the distinction between “disease” 
and “illness?”

• How should physicians deal with each of these?

Discuss disease as the medical perspective on sickness disease as the medical perspective on sickness disease
—the dysfunction of organ systems, the physical signs, 
expected symptoms, prognosis, etc.—basically, every-
thing that you read in a medical textbook. Illness, on 
the other hand, is the patient’s experience of being 
sick. Robert Phillips describes the illness of end-stage 
renal disease and what it’s like to live with it day to day. 
     The background section for this case describes the 
disease. The perspectives are very different. Medical 
education primarily focuses on the learning about 
disease, and this is often perceived to be the most im-
portant aspect of a clinician’s role. But if you ask pa-
tients, this is only part of what is important to them. 
They value health care professionals who listen to 
them, understand their perspective, explain things to 
them, and treat them as individuals. Essentially, they 

value clinicians who understand the illness as they do. 
The way patients understand and experience an illness 
is, to a large extent, culturally determined. This video 
illustrates that Robert Phillips’ illness is personal and 
also infl uenced by his experience as an African-
American.

Health care professionals should try to  
understand how the patient is experiencing 
the illness (including cultural factors) in 
addition to understanding the disease. 

I S S U E  2

Discrimination and racial / ethnic disparities in care

“Most of the white patients here either have had trans-
plants or are going to have transplants. Most of the 
African-American patients here aren’t…they’re kind of in 
it for the long haul. Now I know there’s research to back 
that up, a lot of quantitative research to back that up, 
but anecdotally it just seems like there’s a big disparity…
a big, big disparity.”

The topic of racial and ethnic differences (disparities) 
in the delivery of health care services has received a 
great deal of attention in the last several years. Renal 
transplantation has been one of the areas studied.

Why might African-Americans have to wait longer 
for renal transplants, and be less likely to receive 
them overall than whites?

• What research is Robert Phillips referring to?
• For what conditions or procedures have racial/

ethnic disparities been documented?
• How could this affect a patient’s (such as 

Robert Phillips’) attitude toward doctors and 
the medical system?

• What could be done to improve health care 
delivery to racial/ethnic minorities?

This is an opportunity to discuss the issue of racial/
ethnic disparities in health care and procedures such as 
renal transplantation, as well as Robert Phillips’ personal 
experiences. Since this may lead to a heated and 
challenging discussion, it is particularly important to 
review the facts about disparities. It would be helpful 
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to read the article by Ayanian, et al., which shows 
that African-Americans are less likely to be referred for 
renal transplantation than whites. There are several 
possible reasons for these disparities seen that should 
be discussed:
     1) It is often assumed that African-American 
patients may be less likely to want renal transplanta-
tion. While the Ayanian study (among others) shows 
that there was a small difference in preference, it did 
not explain the magnitude of the difference in referral 
for transplantation.
     2) Another reason could be physician bias, either 
conscious or unconscious. While this is a sensitive sub-
ject, numerous studies suggest that patient characteris-
tics such as race/ethnicity and socioeconomic status do 

Research has uncovered striking disparities in the 

health care of minority patients relative to whites. 

The most compelling data focus on African-

American patients, but a growing body of work is docu-

menting a similar pattern of lower quality health care for 

Latinos and other minorities as well as non-English speak-

ing patients. A major review of these disparities entitled 

“Unequal Treatment: Confronting Racial and Ethnic Dispari-

ties in Health Care” was undertaken by the Institute of 

Medicine and released in 2002. The committee for this 

extensive, high-profi le project was comprised of both 

experts in the area of disparities and also well-respected 

physicians with no previous research interest in this area 

of study who were brought in to provide a critical per-

spective and to assure an unbiased report. 

     The fi nal report documented that “Evidence of racial 

and ethnic disparities in healthcare is, with few exceptions, 

remarkably consistent across a range of illnesses and 

healthcare services” (IOM summary p 4). Studies show 

that, even when accounting for socioeconomic status 

and insurance, minorities are less likely than whites to:

•   receive appropriate cardiac medications for coronary 

artery disease

•   undergo cardiac catheterization

•   undergo bypass surgery

•   receive hemodialysis for renal failure

•   be referred for renal transplantation once on dialysis

•   receive pain medication for long bone fractures in the ER

•   receive antiretroviral therapy for HIV

•   undergo curative surgery for lung cancer

     There have also been disparities found in cancer screen-

ing, pediatric care, mental health, and general medical 

services, among many others. Many of these disparities in 

care are directly linked to poorer health outcomes. Most 

take into account factors like insurance, income, age, 

and symptom expression.

     The emphasis in research has shifted from document-

ing that disparities exist to developing strategies to elimi-

nate them. “Cultural competence” of health care providers, 

facilities, and the medical system itself has been proposed 

as one step toward eliminating disparities. Cultural com-

petence has been defi ned by Lavizzo-Mourey and Mack-

enzie as a health care system that “acknowledges and 

incorporates—at all levels—the importance of culture, the 

assessment of cross-cultural relations, vigilance towards 

the dynamics that result from cultural differences, the 

expansion of cultural knowledge, and the adaptation of 

services to meet culturally unique needs.” Educational 

efforts for students and residents is one example. Others 

include legislation, research on root causes of disparities, 

patient education and empowerment, standardization of 

care, and public health efforts. Allow the students to 

discuss specifi c ideas themselves.

Focus on Racial/Ethnic Disparities in Health Care

affect the way physicians perceive patients and make 
clinical decisions. This will be discussed more with 
the next issue on stereotypes. 
     3) There may be barriers to communication or 
to the doctor-patient relationship that could affect the 
decision to refer a patient for transplantation. 
     4) Finally, the organ transplantation system has 
been set up to favor giving organs to patients who have 
a higher number of HLA matches. This results in 
African-American patients waiting a substantially 
longer time for organs than white patients due to a 
lower rate of matches (though this should not affect 
physician referral patterns). While there is evidence 
that a complete HLA match (all 6 of 6 HLA matched) 
has a higher success of organ transplantation, it has 
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not been shown that a higher degree of partial match 
is benefi cial (i.e., 5/6 HLA matches has not been proved 
to be better than 3/6 HLA matches, etc.). Because of 
this, several organ transplantation systems are now in 
the process of changing their criteria. 

Racial/ethnic disparities have been well  
documented for all types of health care 
services. Focus has shifted toward under-
standing the root causes and developing 
effective interventions. Cultural competence 
(defi ned broadly) is seen as one important 
intervention.

I S S U E  3

Stereotyping and clinical decision-making

“There is this perception that an African-American man 
with hypertension and diabetes is just going to ruin it 
anyway…which is nonsense…nonsense.” (referring to 
the transplanted kidney)

Whether we know it or not, we are forming stereo-
types about people we meet and patients we take care 
of—based on race, language, style of dress, personality, 
etc.—all the time. It is a normal cognitive process to 
use limited information to make quick judgments and 
predictions about others. It becomes a problem when 
those predictions are unsubstantiated and are allowed 
to affect the way we interact with and make medical 
decisions about patients.

Discuss the stereotype that Robert Phillips is 
referring to and its potential effect.

• How might this stereotype affect a physician’s 
medical decision to refer a patient for a trans-
plant?

• What would it be like to be on the other end 
of a negative stereotype like this?

Robert Phillips is describing the stereotype that as an 
African-American man, he will not take care of himself 
or manage his chronic medical conditions adequately, 
and this will cause his new kidney to fail. He feels that, 
rather than realizing that he is a very motivated and 
health-conscious individual, his doctors are lumping 

him together with “other African-Americans” whom 
they stereotype as “non-compliant.” The application 
of stereotypes is oftentimes automatic, and most likely 
to be based on race, gender, and age.
     It is thought that given the daily information over-
load in the clinical setting (identifi cation of patient 
signs and symptoms, knowledge of pathophysiology, 
choice of diagnostic and therapeutic modalities, etc.), 
there is an attempt to conserve cognitive resources by 
using stereotypes to help simplify the volume of infor-
mation to which we are exposed. The inherent danger 
in following this process is that providers apply inap-
propriate group beliefs to individual patients. Perhaps 
the most fascinating and relevant fact about stereotypes 
is that individuals tend to activate them the most when 
stressed, multitasking, and under time pressures…the 
hallmarks of the environment of daily medical practice.
     Discuss the students’ own experiences of being 
stereotyped or how they imagine it would feel (this is 
a good opportunity for culturally diverse students to 
teach their colleagues about the realities of prejudice).

Stereotyping is a normal cognitive process 
that can negatively affect clinical decision-
making. Physicians should be careful of the 
stereotypes they may subconsciously hold, 
and avoid acting on false assumptions,  
especially about race, ethnicity, religion, 
gender, sexual orientation, etc.

I S S U E  4

Mistrust and communication style

“So in the African-American community, you know, 
Tuskegee is a big part of our experience…particularly for 
a generation of African-Americans, (it) has colored their 
behavior when it comes to medicine, right? And that 
generation just implicitly doesn’t trust doctors.”

“So when I fi rst got diagnosed and we started talking 
about options, he didn’t really offer a lot…so I prodded 
him into what the options could be…”

The U.S. Public Health Service Study in Tuskegee, 
Alabama of untreated syphilis was discussed briefl y in 
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the background to this story. While this study was not 
the sole cause of many African-Americans’ mistrust of 
science and medicine, it certainly gave credence to it. 
Personal experiences of discrimination, disrespect, and 
stereotyping, as well as documented racial/ethnic dis-
parities in health care, also contribute to mistrust of 
physicians and the health care system, with good 
reason.

What are your overall impressions about the issue 
of patient mistrust of physicians and medicine in 
general?

• What are the different ways you might expect 
patients to act when they are mistrustful?

• In what ways could mistrust affect the ability 
of patients to get good health care?

• How apparent (to the physician) is this 
mistrust when it is present?

The way patients express their mistrust depends to a 
large degree on their style of communication. Robert 
Phillips has a very direct style of communication. People 
who are more direct may express their mistrust more 
openly, or even confrontationally. It is important for 
physicians to avoid taking this personally and to try 
and build trust and reassure patients of their good 
intentions.
     Mistrustful patients may question the options 
being offered or the decisions that have been made 
about their care. When their style of communication 
is indirect or non-confrontational, they may agree 
with the physician but then not follow up with treat-
ment plans that they were skeptical about, or simply 
not come back. They may offer subtle clues that they 
are mistrustful, like mentioning a negative experience 
that a relative had with medical care, or the fact that 
they try to avoid coming to the doctor. It is important 
to explore these issues further with all patients, but 
especially when their style of communication is indirect.

     Patients who are mistrustful may avoid coming to 
see doctors in general. They may be skeptical of pre-
ventive care, medications, tests, and operations, and 
thus be less likely to receive these when needed. This 
may be due to their own preferences, or physicians 
may be reluctant to offer them. Their attitude toward 
health care professionals may lead to diffi culties in 
establishing relationships with them, thus leading to 
poor continuity of care. It is crucial to try and build 
trust with patients, since a personal relationship with a 
physician who is perceived to be caring and trustwor-
thy will often override the general mistrust of medi-
cine as a whole.

Mistrust of physicians and medicine may be 
expressed directly by patients or may remain 
hidden, and can lead to poor health outcomes. 
Physicians should be aware of mistrust, avoid 
taking it personally, and try to build trust  
with patients.
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Alicia Mercado’s story

Brief synopsis

A
licia Mercado is a 60-year-old woman from 
Puerto Rico who has lived in the “Hell’s 
Kitchen” neighborhood of New York City 
for 18 years in the same low-income build-

ing. She raised her family here and devoted herself to 
keeping a good home. As she has gotten older, her 
day-to-day life has begun to revolve around her chronic 
illnesses—diabetes, hypertension, and asthma, among 
others. Since her mother suffered from diabetes com-
plications (and eventually died of cancer), Mrs. Mercado 
is well aware of the impact that medical conditions 
can have, especially when left untreated. Still, she has 
concerns about taking too much medication, and feels 
that by using home remedies together with the prescrip-
tions she can do better than with either alone. She has 
recently started to see a new doctor who has found her 
to be a challenging patient due to poor diabetes control 
and frequent missed appointments. What her doctor 
doesn’t realize is how Alicia Mercado’s life has been 
turned upside down by a corrupt apartment manager 
forcing her out of her building, causing her to become 
depressed and to lose the will to keep up with her 
health care.

Medical background information
Alicia Mercado suffers from a number of chronic 
conditions, including type 2 diabetes mellitus, hyper-
tension, and asthma, that have a major impact on her 
daily life. While an extensive discussion about each of 
these is beyond the scope of this introduction, it will 
be useful to those who are unfamiliar with these con-
ditions to review some basic information. Chronic dis-
ease management is often a source of misunderstanding 
and confl ict between patients and their health care 
providers. While modern medicine has developed 
miraculous cures for many serious diseases, there are 
numerous chronic conditions that can only be con-

trolled, not cured. As the population lives longer, 
living with and controlling chronic disease is becoming 
the rule rather than the exception. It is not unusual for 
people in their 60s like Mrs. Mercado to take eight to 
ten prescription medications at several different times 
of day. Most of these have been shown in large scien-
tifi c studies to reduce the risks of certain disease com-
plications such as renal failure, heart attacks, or stroke. 
However, the idea that taking this many pills is healthy 
goes against what many people were raised to believe, 
and requires a tremendous degree of faith in modern 
medicine.
     Of the three major chronic conditions affecting 
Mrs. Mercado, diabetes is the one that requires the 
most sacrifi ce on her part. Diabetes disproportionately 
affects Latinos, and the death rates for Latinos from 
diabetic complications is higher than for non-Hispanic 
whites. There are two major forms of diabetes melli-
tus—type 1 diabetes (previously called juvenile onset) 
and type 2 diabetes (previously called adult onset). 
Both types lead to elevated levels of glucose (sugar) in 
the blood and other metabolic abnormalities, but type 
1 always requires insulin injections, while type 2 can 
often be managed with oral medications. The goal of 
treating diabetes aggressively is to prevent or postpone 
the common complications of diabetes—kidney failure, 
nerve damage (which can lead to gangrene, infections, 
and amputation), and blindness. This requires keeping 
the glucose within a near normal range and control-
ling the other metabolic abnormalities by using insulin 
and/or other medications on a regular, daily schedule. 
Part of this process involves checking one’s own blood 
glucose levels by “fi nger-stick” to make sure they are 
neither too high (which signifi es poor control) or too 
low (which can be dangerous).
     While diabetes may have symptoms when the 
sugar is not well controlled, hypertension is generally 
a “silent disease.” Medications for hypertension are 
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given to try and reduce the risks of heart attack, stroke, 
and kidney failure, which are increased in patients 
with high blood pressure. Asthma is common in adults 
as well as children, and can cause daily wheezing, chest 
tightness, and cough, as well as episodic attacks of more 
severe symptoms. When poorly controlled, severe 
attacks can lead to hospitalization and can occasionally 
be fatal. Like most chronic diseases, treatment should 
be taken regularly to be effective, but many people 
take their inhalers only when they feel they need to.

Background on Hispanic/Latino 
immigrants in the United States*
Hispanic/Latinos are now the largest minority group 
in the United States. In 2001, the Census estimated 
that there were more than 35 million Hispanic/Latinos 
living in the continental United States, excluding the 
residents of Puerto Rico (a U.S. territory) and the un-
documented. They are among the youngest and fastest 
growing groups, currently comprising approximately 
12.5% of the population. While the term “Hispanic” 
is commonly used, especially by the government and 
other institutions, “Latino” is considered by many to 
be more appropriate. The Latino population in the 
U.S. is extremely heterogeneous—the majority is of 
Mexican origin (58)%, followed by Puerto Rican (10%) 
and Cuban (4%). Central Americans (mostly Salvado-
rans and Guatemalans), South Americans, and others 
represent approximately 17%. Latinos reside primarily 
in 10 states: California, Texas, Arizona, New Mexico, 
New York, New Jersey, Colorado, Illinois, Florida, 
and Massachusetts, though the numbers are growing 
rapidly in other states as well. Puerto Ricans are most 
highly concentrated in New York, Florida, New Jersey, 
and Massachusetts.

There have been three distinct Hispanic/
Latino patterns of immigration:
•    Continuous fl ow of both legal and undocumented 

immigration from Mexico which intensifi ed in 1980, 
driven by economic forces and opportunities;

•    “Waves” of large-scale immigration from Central 
and South America, driven by war, confl ict, and 
asylum-seeking;

•    A Caribbean pattern of frequent back-and-forth 
migration between the country of origin and the 
U.S. (typifi ed by the Puerto Rican experience in 
the Northeast). 

     Many new immigrants, including Puerto Ricans, 
engage in transnationalism—the process of sharing 
key aspects of life (citizenship, social ties, cultural 
affi nities, fi nances, etc.) between two countries—
in essence leading “dual lives.”
     The heterogeneity of the Hispanic population 
makes generalizations about the needs, and approaches 
for addressing the challenges facing this “group” im-
practical. Certain Hispanic/Latino “cultural values” 
have been described in the literature that are viewed 
as having relevance to health care and the clinical en-
counter. These include fatalismo (fatalism), personal-
ismo (warmth), respeto (respect), simpatia (kindness), 
and familismo (importance of family). It is erroneous 
to assume, however, that a Latino patient will manifest 
a certain set of attitudes and values about health and 
health care. The health care system of many Latin-
American nations can be characterized as having 
limited technology and resources, especially for those 
who cannot afford it. As a result, this previous health 
care experience sets an expectation of  “one-time” 
remedies for symptomatic conditions, but less famil-
iarity with ongoing treatment for chronic conditions 
(such as diabetes).

*    Sources:

     •    Suarez-Orozco MM, Paez MM, eds. Latinos: Remaking America. Los Angeles: University of California Press; 2002.

     •    Collins KS, Hughes DL, Doty MM, Ives BL, Edwards JN, Tenney K. Diverse Communities, Common Concerns: Assessing Health Care Quality for Minority Americans.   
      The Commonwealth Fund, March 2002.
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Small group discussion: Questions 
and information for the facilitator

What were your overall impressions about   

this video? 

Start with a general discussion about the video as a 
whole and what people thought about it. Avoid saying 
much at this point since the idea is to allow people to 
express their feelings about the video before moving 
on to more specifi c questions and issues.

I S S U E  1

Patients’ perspectives on chronic disease

Dr. Forson: “A lot of times we don’t ask why they’re non-Dr. Forson: “A lot of times we don’t ask why they’re non-Dr. Forson:
compliant or why they’re not coming to their visits. We 
just sort of put it in their note ‘not compliant with care, 
just not interested,’ and usually there are other things that 
are going on…dynamics that we need to understand.”

Alicia Mercado suffers from several chronic medical 
conditions, including diabetes, hypertension, and 
asthma, yet her doctor does not feel that she is doing a 
good job taking care of these (particularly the diabetes). 
She has missed appointments, stopped medications on 
her own, and her glucose levels have remained relatively 
high.

What are some of the reasons (from Mrs. Mercado’s 
perspective) for her lack of ideal adherence to 
medical therapy and follow-up?

• What are some other reasons why patients are 
non-adherent to medical therapy, especially for 
chronic diseases?

There are many reasons for non-adherence, but three 
stand out in the video as particularly relevant for Mrs. 
Mercado. Each of these will be discussed in more 
detail in the subsequent sections:

•    Social stressors (being driven out of her apartment) 
and depression.

•    Side effects and fears about potential consequences 
of medications.

•    Use of complementary/alternative therapies (home 
remedies).

     Other potential reasons for non-adherence to 
medications (especially in cross-cultural interactions) 
are discussed below.

There are many potential reasons that patients 
may not adhere to medications and medical 
advice. Exploring these can lead to a deeper 
understanding of the patient’s perspective 
and improved cooperation.

I S S U E  2

Social stressors and support networks

Dr. Forson: “Can you tell me why you’ve missed your Dr. Forson: “Can you tell me why you’ve missed your Dr. Forson:
appointments?”

Mrs. Mercado: “They told me to call for an appointment Mrs. Mercado: “They told me to call for an appointment Mrs. Mercado:
but other issues came up. So I had to take care of those 
other things, not my health.”

In a separate interview:

Mrs. Mercado’s son: “(Being forced out of her home) Mrs. Mercado’s son: “(Being forced out of her home) Mrs. Mercado’s son:
basically caused her to get depressed. She did not care 
whether she took her medications or not. She did not care 
what her blood sugar was. She did not test herself.”

In medical care, clinicians often see only the tip of the 
iceberg of social problems that patients may be facing 
in their lives. It can be diffi cult for us to imagine how 
anything could be more important, or more immedi-
ately pressing, than one’s health. However, for many 
people, especially within lower socioeconomic and 
minority populations, the struggles of daily life can 
overshadow the long-term goals of careful chronic 
disease management.

Put yourself in the position of Dr. Forson caring 
for Mrs. Mercado when she was missing appoint-
ments and not caring for herself. How would you 
discuss her situation and what could you do to 
help (i.e., what is your role as a physician)?

• To what extent would you focus on her chronic 
disease management in the context of these 
severe social stressors and depression?

• Who would you look to for help with her 
situation and how?
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Non-adherence serves as an excellent window 

into many cross-cultural issues in health care. It 

is a common and under-recognized problem and 

a major reason for poor diabetes and blood pressure 

control across populations. Some 50% of all patients 

with hypertension are not in good control due to non-

adherence, and the numbers are similar for diabetes.

     It is preferable to refer to “non-adherence” to medical 

therapy rather than “non-compliance.” Compliance 

implies following orders without having any say in the 

matter. Adherence has to do with following a prearranged 

plan, and does not specify how this plan was developed. 

“Cooperation” is an even more patient-centered term, 

which implies that both the patient and clinician were 

involved in developing the plan. The following are 

possible causes of non-adherence that were not the case 

with Mrs. Mercado, but which are important to explore:

•   Different beliefs about the illness (explanatory 

models)

     Patients who have a different understanding about 

their illness, whether culturally based or otherwise, 

may be less likely to believe that standard medical 

therapy will work. While Mrs. Mercado does not 

understand her conditions in quite the same way as 

her physicians, there is no particular belief or explana-

tory model about the illness itself that prevents her 

from believing in medical treatment (though she does 

have some strong beliefs about the medications 

themselves).

•   Financial barriers to obtaining medication

     Inability to afford medications, co-payments, or the 

costs of visits themselves (especially for uninsured 

     This video shows very clearly how cultural issues 
are not the only important issues to focus on in cross-
cultural interactions. Sometimes social and psycholog-
ical factors are at the root of the diffi culties in provid-
ing good medical care. Without fi rst addressing these 
issues, it is unlikely that Mrs. Mercado’s chronic disease 
management will improve. The discussion here can 
focus on the many ways that clinicians can get involved 

in helping a patient through a diffi cult social situation. 
First and foremost is shifting the discussion away from 
the strictly medical issues and focusing on her social 
situation and psychological wellbeing directly. By 
showing that this is important to you and to her 
medical care, this will gain her trust and allow for a 
more open discussion. Other things to do include:

patients) could certainly compromise a patient’s adher-

ence to treatment. This was not the case with Mrs. 

Mercado, whose visits and medications were covered 

by Medicaid.

•   Poor health literacy and lack of understanding 

about how the medication is to be taken

     Inability to read and to understand medical informa-

tion, especially for patients with no family support, can 

affect adherence to therapy. Mrs. Mercado is able to 

read and her son helps her a great deal with her 

medications.

•   Mistrust of physicians and modern medicine

     Following a complex medical regimen requires a great 

deal of faith and trust in the health care system. With-

out this, patients are not likely to believe in and modify 

their lifestyle in accordance to their physicians’ recom-

mendations. While Mrs. Mercado is not always com-

pletely cooperative with her physicians, she does 

believe that they are looking out for her best interests 

on the whole.

•   Previous health care experience

     The way patients were used to receiving health care in 

their home country, or a situation they may have encoun-

tered with the health care system in this country could 

affect their adherence. For instance, those used to 

“one-shot” remedies and limited follow-up may have 

diffi culty understanding the concept of chronic disease 

management. This may have been the case for Mrs. 

Mercado to some extent, though she has been in the 

U.S. health care system now for many years.

Focus on Non-Adherence to Medications
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•   Assess for depression and deal with this effectively. 
This is crucial since depression is one of the most 
common reasons for non-adherence and is a major 
cause of morbidity across cultures.

•   Provide support and consider brief counseling 
in the offi ce.

•   Consider treatment with anti-depressants if indicated.
•   Enlist the support of key family members or other 

individuals who provide social support (friends, 
social or religious groups, etc.).

•   Involve a social worker either as part of your own 
practice or in a community health center in the 
patient’s neighborhood.

•   Refer to mental health professionals when indicated. 
Make sure to discuss this carefully with the patient 
and family. There is still a negative stigma associated 
with mental illness and it may be more prevalent 
among immigrants and minorities.

Dealing with social stressors and depression 
may be an essential fi rst step in achieving 
good control of chronic medical conditions.

I S S U E  3

Fears about potential consequences   
of medications

Mrs. Mercado: “In the past they gave me Glucophage.”Mrs. Mercado: “In the past they gave me Glucophage.”Mrs. Mercado:

Dr. Forson: “And you stopped that because…”Dr. Forson: “And you stopped that because…”Dr. Forson:

Mrs. Mercado: “I stopped because my hair came out Mrs. Mercado: “I stopped because my hair came out Mrs. Mercado:
in clumps…and it upset my stomach.”

In a separate interview:

Mrs. Mercado: “I think that my mother became sick Mrs. Mercado: “I think that my mother became sick Mrs. Mercado:
from too much medicine. She died of cancer. A doctor in 
Puerto Rico told me that, possibly, all of the medicine she 
had taken had accumulated, rather than going where it 
was supposed to go.”

Side effects of medications, whether actual or perceived, 
can be a major deterrent to adherence. Glucophage 
(metformin) is an oral medication for type 2 diabetes 
that can cause upset stomach, but is not known to 
cause hair loss. There is no evidence that taking too 
much medication can lead to cancer.

How would you describe Mrs. Mercado’s general 
attitude toward medications and how might she 
(or any patient) have developed this perspective?

• How would you respond to her concerns about 
side effects and about what happened to her 
mother?

This issue can generate a rich discussion about pati-
ents’ fears of medication—both founded and un-
founded. While clinicians often assume that patients 
want treatment for their conditions, this is not always 
the case. Medications have many side effects ranging 
from annoying to potentially life-threatening. Patients 
get information about these in the directions from the 
pharmacy, through discussion with others who have 
taken similar prescriptions (or rumors from those who 
haven’t), and from the media. They have also usually 
experienced some side effects from other medications 
they have taken which may make them wary. The less 
confi dent individuals are with the value of medications 
in achieving improved health, the more likely they are 
to attribute negative symptoms to their medications 
(e.g., hair loss from Glucophage). Mrs. Mercado has 
a general skepticism about medications, and a concern 
that the risks often outweigh the potential benefi ts. 
Her attitude could be based on several factors:

•   Her previous health care experience (prior to 
coming to the U.S.), especially the misinformation 
given her by a physician in Puerto Rico. Also, her 
experience may have focused on short-term reme-
dies rather than chronic disease management (as 
described previously). She may have lacked access 
to health care and medications while growing up, 
which could have led to more self-reliant behavior 
(home remedies) and fear of the unfamiliar.

•   An orientation to the present rather than the future 
(in large part due to lower socioeconomic status). 
This is also referred to as one’s “time horizon” and 
relates to the value that an individual places on 
immediate concerns (such as side effects or incon-
venience) versus planning for the future (such as 
preventing diabetes complications years from 
now).
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•   A general mistrust or skepticism about technology 
and particularly, chemicals, or unnatural substances 
taken into the body.

     The most important point in responding to Mrs. 
Mercado’s concerns is to address them directly and 
with respect. While it is important to try and educate 
patients and correct any dangerous misconceptions, it 
requires tact and trust building. Validating and normal-
izing her concerns while presenting your perspective 
on why they are not the case is important. For example:
     “I can understand why you would be concerned 
about taking several different medications, but I want 
to assure you that this cannot cause cancer. Let’s see if 
we can limit the number of pills you have to take to 
just those which are essential.” Introducing her to 
other patients who have been taking a certain medica-
tion without any problems can also be helpful. These 
are aspects of negotiation which can build trust and 
may also improve adherence.

Asking patients to discuss their concerns 
about side effects or dangers of medications 
can identify major reasons for non-adherence. 
Addressing these directly can lead to better 
trust and cooperation.

I S S U E  4

Complementary/alternative therapies 
(home remedies)

Mrs. Mercado: “When I feel my sugar level rising I drink Mrs. Mercado: “When I feel my sugar level rising I drink Mrs. Mercado:
lime juice and I can control it. Or water, lots of water. I 
control my high blood pressure with pills, and also with 
garlic. Garlic is good for that. It controls it very well. In 
reality, I couldn’t do it with one thing alone. Not only 
the garlic, nor only the pills.” 

Mrs. Mercado has strong beliefs about the role of 
medicine and the role of her own home remedies in 
managing her chronic illnesses. In a large U.S. survey, 
42% of Americans used at least one type of alternative 
therapy not prescribed by a physician. More than 60% 
of these had not discussed their use with a physician.

What are your views on the use of 
complementary/alternative medicine in general, 
and in this case specifi cally?

• What home remedies did your family use 
when you were growing up?

• Why is it important to know about these 
practices?

• How do you approach patients about them?

In discussing these issues, it is important to make sure 
that the students put them into context. Most of us 
have experience with our parents or grandparents 
using home remedies when we were growing up. This 
is a good way to link students’ own experiences to 
those of their patients and generate a rich discussion 
around the various remedies, which will differ with the 
cultural background of the student. Alternative prac-
tices in this country range from herbal medicines to 
home remedies, acupuncture, energy healing, home-
opathy, massage, and prayer. People turn to forms of 
therapy that fi t their models of how health and illness 
work and that support their values. Explore students’ 
perspectives on this and try to engage them in an 
active debate about the relative merits of and prob-
lems with these practices. The placebo aspect of these 
therapies and what this means can also be a useful 
point of discussion.

Issues to consider with alternative 
therapies:
•   Some may have benefi cial effects for patients, 

whether proven (true in some cases) or subjective.
•   Trust can be built by being open to patients’ ideas 

about these.
•   Some alternative therapies may be dangerous, 

either due to their direct side effects or interactions 
with other medications that the patient takes.

•   Patients may avoid using potentially more effective 
medical treatment due to their use of alternative 
practices.

•   Being judgmental about alternative therapies 
contributes to patients not revealing their use.
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As part of the standard medical history, ask 
all patients about traditional and alternative 
practices that they may be using. Be non-
judgmental and respectful of their views and 
negotiate a plan accordingly.
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