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Foreword

As a young man from time to time I found myself sitting with my left leg
upon a hassock, for no obvious reason. One day, however, it came to me
that quite unconsciously I had been imitating the posture of my grandfa-
ther who in his later years had had a bad leg. Now that I am older, there
is reason enough, for that leg was the site of a vein that some years back
short-circuited a block in my coronary vessels. Actions like mine as well as
habits or codes of behavior can be inherited without the intervention of
DNA, so to speak, and so can attitudes — from Republicanism to abhorrence
of spiders, or a distaste for fatty foods. In the very same way, I am
convinced, many symptoms — digestive ones high on my list — are passed
on from one generation to another not by the genetic code, but as
appropriate- or at least customary-ways to respond to stress, embarrassment,
or other situations, just like voting for the Democratic Party.

Heartburn, recently promoted to the status of a disease by gastroen-
terologists and pharmaceutical manufacturers as GERD (Gastroesophageal
Reflux Disease), offers a pertinent example. That new designation has
turned heartburn into a thing, reified as the philosophers say, changed from
a symptom that once was a badge of industry to a disease that must be
guarded against and tamed. An often harmless symptom that could be
ignored has been made into an icon of disease that must be treated forever,
no matter the evidence that about half the people who complain show no
evidence of its organic/structural basis. More than likely it seems to me, if
your father or mother had heartburn when aggravated (mine did not), you
will learn that complaint as a family/familiar response, and the ability of
your lower esophageal sphincter to guard against acid reflux may not really
matter.

If the family matters, culture has an even broader influence in the
genesis of symptoms and the response to disease or disability. Long ago,
Walter Alvarez of the Mayo Clinic wisely observed that symptoms, like
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X Foreword

many other habits, were transmitted as a cultural/idiosyncratic reaction
from one generation to the next That seems self-evident once you think
about it; it may have been easier in the innocently more homogeneous
early 20th century for physicians to understand and empathize with the
emotional responses of people much like them. The change in American
society over the past century, however, has turned the founding British
culture into a cosmopolitan Americanism that is still refining itself. That is
certainly true of the medical scene. In the 1920s at Yale Medical School,
Dean Milton Winternitz, though an early pioneer in social medicine, sym-
pathetic to the new science of psychoanalysis, and himself a Jew, contin-
ued the racial restrictions on admission: “Five Jews, 2 Italians, no Negroes.”
At Harvard Medical School even in the early 1940s, we students were all
white men, largely because of the conviction that after medical school
women would get married and so be lost to the active care of patients. The
change in these two medical bastions by the 21st century reflects the diver-
sity that now has so improved America. More than half the students at Yale
and Harvard are women, there are many blacks, Asian-Americans abound,
gays are welcomed as faculty and students, and one can go on and on. The
elderly, the aged, alone face prejudice that remains unremitting because, it
is argued, everyone ages.

To the happy intermingling of cultures under the American flag there
has been added the contributions of science to medical practice. Science
and technology have let physicians cure diseases that in the past killed so
many, and have led doctors to believe that medicine has turned into a
science, that rules are everything and that medical practice can be modu-
lar and “evidence-based” with guidelines. Every patient resembles another
and diseases are deemed concrete entities to be dealt with by the “best
evidence.” Doctors sometimes forget that much more of their time outside
a hospital setting is spent caring for patients who feel and suffer and fear,
and for that intuition and emotion are needed. The right hand of fellow-
ship, the close relationship of physician and patient, and, in this existential
crisis of cancer, faith in caretaker or Creator, all help to relieve pain and
suffering and to reduce anxiety. A myriad of writers remind us that we
“health care” professionals treat diseases, but we care for people.

Let me explain those quotation marks in the preceding. Nurses and
physicians and other caretakers have been denominated by that new
category, but one can wonder whether we confer good health or more
likely simply eliminate disease some of the time. Health may be a gift from
the Creator. Here let me also observe how much I prefer the word “person”
to “patient,” for the stereotypical patient does not exist, any more than the
much-abused “case.” Both are jargon terms, useful as shorthand but threat-
ening to lose the person in his or her disease.
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Indeed, people with cancer risk losing their identity in the over-
whelming portentousness of that diagnosis, a label that changes everything.
To call someone a “recovered cancer patient” affixes a label which ignores
the person. It’s like the stamp of schizophrenia: one never shakes the adjec-
tive “schizophrenic” which arouses so much skepticism in caretakers . Once
so labeled, a “cancer patient” — a doctor even cannot exchange that tag for
a nicer one at “Lands’ End.” Physicians with cancer have complained that
they are never again regarded as wholly healthy, always a suspicion that
they may not be available in an emergency. Such opprobrium is rarely
discussed, yet it adds to the burden of those who have survived cancer, the
young woman with breast cancer far more than the elderly man with
prostate cancer.

Such observations are not far from the idea which motivates this book,
that culture plays a crucial role in the transactions of medicine, whether the
doctor/patient relationship, the sick person’s response to therapy, or the
cultivation of valetudinarianism. Thanks to our postmodern diversity,
women now are free to prefer female gynecologists, African-Americans
justly choose a physician of their own background, and as a physician
looking at 80, I like to think that I have special understanding of the prob-
lems and opinions of sick people over 65. The powerful drugs with which
cancer can be assailed should not blind physicians to the importance of
cultural background, and individual experience, in the care of people with
cancer. That is the focus of this book that you are about to read. Empathy
counts. And it helps.

“God writes straight with crooked lines,” is the way Pope John 23
described the ebb and flow of customs and ideas. Over the past two
centuries, mainstream medicine with its reliance on science and reason has
gained sway, and rightly so because the nostrums of alternative ways could
not challenge the very real cures of science. In the past few decades,
however, even mainstream physicians have begun to confess that these
triumphs conquer diseases but do not much relieve the disabilities and
symptoms that come from sorrow, stress, or the daily events of life on
earth. Our victories do not set straight passions gone awry. Antidepressants
may cure sadness, but they do not relieve sorrow, nor is it likely that
antioxidants can cure love. With newfound diversity has come the recog-
nition that many people come to their practitioners for reassurance, the
right hand of fellowship, advice and consolation from an experienced
expert. They come for comfort and not always for cure.

It is sad that modern physicians have made so little use of their own
powers of persuasion, the powers of comforting words to help their
patients, the power of the placebo response in the patient—physician
encounter. Here the editors and writers prefer the phrase “context effect”
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as a stand-in for placebo, but they have much to say, explicit and implicit,
about the importance of the placebo-response in people with cancer.
Placebos do help, and sometimes in controlled trials almost as much as the
agent under study. As the authors realize, more than pills, placebos are
procedures, diagnostic studies, the routines of diagnosis that provide
certainty. But they are also words of comfort, rhetoric as well as potions
and pills.

Pain is part of life, and does not always rattle along the C-fibers to
yield to anodynes. Pain may come from the wounds of cancer, but it has
many other wellsprings, and among them are bitterness, tribulation, and
anger. Medical measuring and counting and the ever-growing attention to
statistics and to evidence — based medicine, run the risk of failing to give
enough attention to that phenomenon, to teach it to our students. They
need to learn how much culture as well as heredity, the mindset as well as
the molecular disposition, play in the management of the sick. Such matters
and more are brilliantly discussed in this powerful book that emphasizes
the humanity of our patients and strengthens us as physicians, nurses,
and — yes — as “health-care” workers.

HOWARD SPIRO M.D.
Professor Emeritus, Yale School of Medicine
New Haven, Connecticut
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CHAPTER 1
Introduction

Rhonda J. Moore and David Spiegel

The importance of the cultural context to health outcomes has only recently
become a central concern and a part of the biomedical literature."” A
medical encounter is an interpersonal interaction occurring in and influ-
enced by one or more cultural contexts. Ideally, this communication is the
seed from which the relationship between the clinician and patient devel-
ops. It begins when the patient comes to the clinician with a problem, the
patient is diagnosed, the appropriate therapy is administered, the patient is
treated, and the clinician has rendered a valuable service. The underlying
cultural assumption is that the development of a common language facili-
tates an easy flow of medical care, serving to fortify the relationship
between the clinician and the patient. In the West, the strong cultural
assumption is that this biomedical dialogue of exchange is based on the
presumption of the autonomy of the individual patient, presupposes that
patient and clinician come from similar cultural worlds and, therefore, inter-
pret life experiences through the matching cultural and cognitive frame-
works. In an ideal world, the model works. However, the efficacy of this
dialogue and, therefore, the effectiveness of the medical encounter, includ-
ing the ability to communicate in increasingly diverse cultural and bio-
medical contexts, can be especially problematic in the field of oncology."”

Difficulties in clinician-patient communication have been increasingly
observed in both Western and non-Western cultural contexts.” This is prob-
ably so because, despite clinical advances, cancer remains a life-threatening

1
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disease that is heavily invested with meaning. Cancer and its related
symptoms have meant death, pain, shame, social isolation, and loss of
meaning in life across the cultural divide.”>'*'" It also challenges the pre-
vailing Western biomedical assumption that all diseases are potentially cur-
able, and that any patient’s death is a failure rather than an inevitable part
of human life. The crisis caused by the delivery of a diagnosis of cancer by
the clinician, the arduous treatments, and, in advanced-stage disease, the
repeated confrontations with recurrence, physical limitations, and treatment
side effects contributes to this breakdown in language. Age, socioeconomic
status (SES), nationality, ethnicity, and sex differences also mediate the cul-
tural context of care, which can also adversely impact oncology care out-
comes, particularly in minority, elderly, female, and other underserved
individuals.'*"” These populations all continue to suffer disproportionately
from decreased survival rates from cancer, and substandard treatments for
related symptoms such as pain and suffering in the global context of
Western oncology care.'®® This suffering, as Cassell” has observed, is
related to the severity of the affliction. An affliction, measured in the
patient’s terms, expressed in the distress they are experiencing, their
assessment of the seriousness or threat of their problem, and how impaired
they feel themselves to be.””' The life narratives of patients with advanced
cancers perhaps best highlight this experience. Here, the limits of modern
medical technologies to both extend and enhance the quality of the
patient’s life can also contribute to a breakdown in language, as clinicians
attempt to find the words to rationally communicate some of the dire con-
sequences of cancer to the patient and their own limitations.

Throughout the history of medicine, clinicians have long understood
that placebo effects are relevant to both the therapeutic context and to
clinician-patient communication.”>”’ Yet, our ability to directly harness
such effects for maximum therapeutic benefit has not been resolved, even
though such effects have been shown to improve subjective and objective
measures of disease in up to at least 40% of patients with a wide range of
clinical conditions and cultural contexts.*****

Clinician-patient communication does not operate outside the context
of culture. Yet, the actual significance of cultural differences—its influence
on the beliefs, expectations, and experiences of clinicians, significant oth-
ers, and patients with cancer—in the therapeutic encounter has only
recently begun to be evaluated.”®**** The goal of this multidisciplinary
edited volume is to draw on the expertise of clinicians, anthropologists,
geneticists, psychologists, and supportive care professionals to create a
cross-disciplinary dialogue. This text offers a description of the relevance
of culture as a context effect that influences clinician-patient communica-
tion in the Western context of oncology care. We maintain that the impact
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of these context effects is bidirectional: They may be positive and beneficial,
or negative and adverse > 3+454750 Finally, because context effects are
intertwined with placebo effects, we use these terms interchangeably in the
text, thereby situating our discussion in light of this vibrant ongoing
debate 2?4485 Ty this manner, we hope to add to an ongoing discus-
sion, while, at the same time, beginning to address some of the major con-
cerns in the field of clinician-patient communication in oncology.

Given the need to understand and characterize the underlying mecha-
nisms of the context effect and the desire to harness such effects to maxi-
mize therapeutic benefit, scholars from a variety of fields have come
together to discuss these possibilities.”>° As a consequence of these and
other analyses, the reputation of the placebo effect is undergoing consid-
erable reinterpretation.33'40’42’53’55 This includes the expansion of the defini-
tion to encompass not only context effects but also to ascribe more positive
connotations, in terms of healing properties.”> Ongoing discussions in
oncology trials highlight this, showing that while tumor responses are rare
following treatment with placebo and have not historically been associated
with extended survival, placebo effects remain common in oncology and
they could potentially explain many of the effects attributed to active agents
(specific effects).”® Other evidence provided by analyses of the placebo
arms of trials have also noted statistically significant improvements in qual-
itative traits, including appetite, weight gain, pain, anxiety and depression,
performance status, and other dimensions of quality of life in cancer
patients.”®

Administration of placebo is not absence of treatment, just an absence
of active medication, and patient and clinician beliefs and expectations have
been shown to influence outcomes of both placebo and active treatment in
life and in clinical settings.”’42 Indeed, as Hahn and Kleinman®’ assert, what
is especially needed is an understanding of the underlying cultural frame-
work. The breadth of such an understanding could incorporate the neg-
lected systems of beliefs and expectations of patients and clinicians, their
meanings, the systems of socialization by which these are incorporated, and
the social cultural situations in which they are called forth.”’ Insight into the
underlying cultural framework would certainly aid in understanding the
who, what, when, where, and how of the context effect since certain med-
ical conditions are more susceptible to context effects. These include afflic-
tions that have a strong psychological component that lack identifiable
physiologic correlates, chronic conditions with a fluctuating course often
influenced by selective attention, and affective disorders such as fatigue,
arthritis, headache, allergies, heart disease including hypertension, sleep dis-
orders like insomnia, asthma, chronic digestive disorders (eg, duodenal
ulcer), pain, anxiety, depression, and Parkinson disease 742455863
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There have been numerous attempts to differentiate the underlying
mechanisms of the context effect. However, transducing the actual mecha-
nisms whereby context effects convert meaning into modifications of phys-
iological responses is only beginning to be characterized.’®®* Three
components, however, are necessary: (1) positive beliefs and expectations
on the part of the patient; (2) positive beliefs and expectations on the part
of the physician or health care professional; and (3) a good relationship
between both parties.***4"4921°6064 Belief, operant conditioning, and sug-
gestibility are also all thought to play important roles in the placebo effect.
Indeed, two alternative theories have traditionally been proposed in the
attempt to understand the underlying mechanisms: expectation and condi-
tioning.33’5°’°4'65 Context effects, as we have previously stated, are not
always positive. The term nocebo from the Latin nocere meaning to harm,
was initially coined to distinguish it from the generally positive effects of
the placebo.45’47’48’66.

Finally, and perhaps most significant, both the cultural and biomedical
contexts in which these symptoms are experienced remain central to
understanding the import of the context effect. It is now well known that
different beliefs and expectations produce different effects on bodily func-
tion. Clinical analgesia, for instance, is dependent not only on the physio-
logical action of the treatment but also on the expectations of the clinician
and the patient.

To summarize, we propose that clinician-patient communication in
oncology does not operate outside of the context of culture. We also sug-
gest that beliefs and expectations can hurt or heal. From our daily encoun-
ters with patients, to correspondences with friends and colleagues around
the world, to our cultural experience and practice of oncology care, we
began to understand the relevance of culture and cultural differences as
context effects that impact oncology care. In the often otherworldly and
disembodied space that is often part of cancer care, we know that more
effective communication skills that take advantage of context effects for
therapeutic benefit are necessary to enhance oncology care. Therefore, the
origins of this book began with a need to do our best to care for the patients
we serve across cultural, linguistic, national, and ethnic lines. This book is
an attempt to address some of these concerns. We also believe that the infor-
mation provided here can begin to provide the reader with a sense of the
issues that face the field of clinician-patient communication in oncology.

No text answers all questions, and this book is certainly no exception.
The contributors share personal insights as well as present empirical data
that have formed the basis of their understandings of how to effectively tai-
lor care to deal with the cultural differences which impact clinician-patient
communication. For these reasons, varied personal styles of discussion
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reflect the preference of each contributor as well as the particular aspect or
ranges of the subject area they chose to write on. Also, several who were
invited to contribute could not do so. Thus, for these reasons, certain
regions of the world are perhaps not adequately represented, while others
may appear to be overrepresented. The reader is asked to understand these
limitations with the knowledge that future volumes that will perhaps
address their concerns on this subject may be forthcoming.

The book is organized as follows: in Chapter 2, the broad goal of
Moore and Butow is to provide a review of the literature regarding culture
as a context effect that impacts clinician-patient communication, primarily
in the Western context. In the first section, they explore the importance of
culture as a context effect that shapes the environment in which individual
and social experiences and responses to health, illness, and disease occur.
The relevance of context is also apparent in barriers to effective care,
including race, gender, and SES. This section also discusses the relevance
of migration and translation issues that impact the effective unification of
care to patients across cultural, national, and linguistic boundaries, and also
briefly discusses the role of the family as cultural mediators of clinician-
patient communication and oncology care. The third section briefly
describes the various methodologies that have been used in the attempt to
understand these cultural differences in the clinical context. The fourth and
final section discusses what we have learned and then provides some
guidelines of what might be done to better incorporate cultural considera-
tions in clinician-patient communication in oncology. Finally, they provide
a list of helpful websites, selected readings, and resources. In Chapter 3,
Gotay defines the meaning of quality of life, and goes on to review the lit-
erature on how to effectively assess quality of life in culturally diverse can-
cer patients. In Chapter 4, Balducci, Johnson, and Beghe review the
literature on cancers in children with a particular emphasis on peadiatric
cancers in the United Kingdom and in the United States. In Chapter 5, Estlin
and Kane attempt to establish a conceptual frame of reference in which dif-
ferent experiences of aging may be accommodated by exploring the fol-
lowing questions: What questions are unique to aging in the prevention
and management of cancer? Are there aspects of aging that are unique and
common to the whole aging population? And, finally, do different cultures
react to aging in different ways?

Studies have shown that Americans misunderstand their risk for can-
cer, overemphasizing hereditary factors at the expense of risk factors like
age. In Chapter 6, Kelly, using breast cancer as a model, highlights certain
problems in communicating risk about cancer to patients. The first part of
the chapter defines what “risk” for cancer actually means, and how to ade-
quately communicate cumulative risk for cancer, including individual risk
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over time to patients. The second part includes discussion of the individ-
ual’s relative risk for disease, hereditary risk for cancer, clinical relevance
of statistical significance, the emotional toll of being a high-risk person, and
barriers to effective communication about risk. The third part draws on the
expertise of the medical geneticist, from working with high-risk patients, in
terms of how to appropriately address and correct certain misperceptions,
including those that affect the management of distress of patients and fam-
ily members. Chapter 7, Weisburger explores the relationship between
lifestyle and cancer prevention strategies. Using the techniques of geo-
graphic pathology, be provides a detailed review regarding the import of
lifestyle factors, including diet as a cause of many types of diverse cancers.
Chapter 8 details psychosocial aspects of care, including, have been linked
to enhanced quality and increased survival time in cancer patients. In this
chapter, Ho, Saltel, Machavoine, Rapoport, and Spiegel evaluate cultural
approaches to communicating cancer fear, anxiety, depression, and exis-
tential pain and distress. The effectiveness of a supportive/expressive
model of helping cancer patients cope with their illness developed in the
United States is examined through experience of its application in two dif-
ferent cultures—China and France—as a means of illustrating principles of
support that apply across cultures, and those that need to be tailored to
specific cultural differences. Finally, this chapter offers suggestions on how
clinicians can enhance their practice. Chapter 9 considers that Ethnic, racial,
and gender differences have also been observed in the medical assessment
and treatment of patients with cancer pain. Paice and O’Donnell provide a
broad overview of the cultural and biomedical context in terms of the
organization of health care systems in the United States and the United
Kingdom. They then explore the prevalence of cancer pain, including can-
cer pain in minorities, barriers to cancer pain management, and cancer pain
syndromes. They detail the measurement, assessment, and communication
regarding cancer pain, treatment of cancer pain including pharmacogenet-
ics, cancer therapies and other treatment options, and nonpharmacologic
therapies. They then summarize their findings and also offer some useful
websites and resources for learning more about cancer pain. There has
been a great deal of debate regarding the efficacy of complementary med-
icine and its effectiveness in extending and enhancing the quality of life of
patients. Most recently there has been some concern regarding toxicity
related to treatments. In Chapter 10, Ernst first defines what is meant by
complementary and alternative medicine (CAM), and then provides a brief
overview of those factors that inform this debate in the Western biomedical
context. Using data from randomized controlled clinical trials, he then eval-
uates toxicity issues in CAM treatments of patients with cancer. Finally, he
suggests how better communication among the clinician, the patient, and
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the biomedical team can prevent adverse health outcomes. In Chapter 11,
Penson examines cultural issues related to bereavement and the family in
oncology. He first explores cultural approaches to understanding bereave-
ment and family care, including carer quality of life, caregiver support, and
collusion as these factors impact clinician-patient communication. The final
section offers the clinician some suggestions of how he or she may better
attend to family issues in the cross-cultural context of oncology care.
Chapter 12 is entitled, “The Unmet Need: Addressing Spirituality and
Meaning Through Culturally Sensitive Communication and Intervention”.
While we often treat cancer as if it has only physiological or mental com-
ponent, the experience of cancer also has a spiritual component. Questions
of why me? Who am I? And what is the meaning of life—all come to the
fore as individuals survive cancer. The purpose of Chapter 12 by Breitbart
and Gibson is to affirm the different aspects of being human in health and
in chronic illness. This chapter gives the clinician guidelines on how to
communicate with culturally and ethnically diverse patients about spiritual-
ity. It also describes the current interventions aimed at enhancing the role
of spirituality and meaning in patients’ lives in the face of their illnesses.

Communication encompasses many aspects of the clinician-patient
relationship, including the provision of information, support from the clini-
cian and the biomedical team, and the freedom to discuss a variety of con-
cerns or problems. Nevertheless, while the words, attitudes, and nonverbal
behaviors used by clinicians and the biomedical team certainly affect the
patterning of communication in the medical encounter, and related clinical
outcomes, they are not the only instigators of context effects, since culture
mediates the individual and social contexts where changing interpretations,
expectations and evaluations of life events, in states of health, illness, dis-
ease, and potentially death occur. Indeed, the quality of care of the patients
with cancer also depends on the quality and duration of the clinician-
patient relationship, on their trust, attitude, belief, and expectations that
these individuals have of their clinicians.

For these reasons, the ways communication is shared between the
patient, their significant others, the clinician, and the biomedical team,
directly and indirectly, shapes the cultural context of oncology care. The
chapters in this volume show us that culture imbues every aspect of the
experience of living with and dying of cancer, from the social implications
of a cancer diagnosis (shame, stigma, fear, isolation, secondary gain)
through the nature of communication between the clinician and patient
(hope for care vs cure, placebo vs nocebo, hope vs despair) through con-
cerns about age, cost of care, pain, and other treatment side effects,
through the best means of providing psychosocial support, to cultural cer-
emonies surrounding death and bereavement. These chapters also offer
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suggestions regarding the reinterpretation of the meaning of life after cancer,
in terms of using the medical context and encounter as a way of affirming
the different aspects of being human.

In summary, the patients’ and their significant others’ hopes are asso-
ciated with the level of trust in the relationship with their clinicians, which
is also reflected in their patterns of communication. Images of healing and
hopes for a cure certainly do affirm trust and inspire hope, however, when
this reality fails to be realized, particularly in the advanced stages of dis-
ease, the patients and their significant others may feel that their trust has
been betrayed. This is because similar to hope, the trust between the
patient and the clinician reflects not only the promise of care, understand-
ing, and concern, but also of a future. A future is not promised to anyone.
Canceris a socially loaded experience, so cultural differences are amplified.
A better understanding of the common problems across cultures as well as
the salient cultural differences can only improve the standard of cancer care
in many cultures.
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PART I

Cancer across Cultures



CHAPTER 2

Culture and Oncology
Impact of Context Effects

Rhonda J. Moore and Phyllis Butow

Caring can be learned by all human beings, can be

worked into the design of every life, meeting an indi-

vidual need as well as a pervasive need in society.
Mary Catherine Bateson

The placebo effect or for that matter the nocebo effect
will only work if one believes that something positive
or negative will happen.

J. H. Benson 1997. Preventive Medicine. 26:612

What I'm saying is that a lot of behavior that you are
talking about is a direct response of people not having

a future, or feeling that they don’t have a future.
William Julius Wilson, The New York Times,
December 4, 1994, p. 77

Clinician-patient communication in oncology does not operate outside of
the context of culture. Culture can be defined as the socially transmitted
body of values, beliefs, behaviors, social and political institutions, arts,
crafts, and science that are shared by a given group of people.' This con-
cept of culture can also be applied to groups who share characteristics
other than geography or ethnicity. For instance, groups defined by sexual

15
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preference, gender, occupation (eg, the culture of Science), class and
socioeconomic status (SES) have, and share cultural characteristics, includ-
ing a group identity, elements of a world view, uses of a specialized lan-
guage and a shared history.” For the purposes of this chapter, we employ
this broader definition of culture.*®

Culturally determined perceptions and responses are, largely, so innate
for an individual that the role of culture in determining them is largely
unconscious and “invisible.” Thus, one tends to experience one’s own per-
ceptions and responses as innately true, coherent, meaningful, and obvi-
ous.” This can make it difficult to question our own perceptions and
responses, or to value different responses in others. For these reasons, we
are likely to ascribe other people’s “different” responses to “culture,” and
assume that our own are innately correct. The culture of others is also
much more apparent, as is the influence of their culture on specific beliefs
and behaviors. Furthermore, we may be “blind” to culturally specific needs,
if they are in an area that is seemingly absent or different from our own
cultural experience and culture. Thus, provision of accessible, appropriate,
and helpful services to all patients is challenging, and requires particular
attention to cultural issues.

Culture influences most relations and day-to-day behaviors. It is also
intricately linked to social interactions, affecting the transmission of belief sys-
tems, the sharing of common systems of symbols, symptoms, gestures, lan-
guage and signals that convey information and meaning, responses (eg, to
pain), and attitudes toward illness, disease, death and health care services.”

For these reasons, insight into the cultural worlds of the patient with
cancer, their significant others, and the clinician represents an important
starting point for mutual understanding of the experience of illness and bet-
ter communication, leading to more effective oncology care.”'® However,
while an understanding of cultural may be of great benefit to clinicians and
other health professionals, an important proviso is awareness of the diver-
sity that exists even within the same culture context. Moreover, generaliza-
tions concerning a group linked by cultural factors can lead to stereotyping,
rigid rules, and a lack of tailoring to individual differences. Thus, informa-
tion about beliefs and practices within particular cultures and ethnic groups
never obviates the need for exploring individual preferences and needs.

In what follows, we review the relevance of culture as a context effect
on clinician-patient communication in oncology.'>'*** We begin with the
premise that the human healing process can be substantially influenced in
actual medical practice by context effects including appropriate kinds of
understanding, trust, and caring, as these are crucial to effective communi-
cation,'>!4!17:18.23-25 Additionally, when we speak of understanding the
medical context, including the roles played by context in the effectiveness
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of clinician-patient communication, we are talking about the placebo
effect (see also Chapter 1, this Volume).10’]3’20’23’26'3’2 Context effects, as
we previously stated, are intertwined with placebo effects and are thus
bidirectional. They can be positive and beneficial, or negative and
adverse.>?*32 As such we situate our discussion in light of this vibrant
ongoing debate.!%13:182021.2630-32

In the first section, we explore the importance of culture as a context
effect that shapes the environment where individual and social experiences
and responses to health, illness, and disease occur. The distinction between
disease and illness is well documented in the literatures.”™ Disease refers
to a pathophysiologic process. Defined by the individual, illness represents
an individual’s unique, biopsychosocial experience of being unwell.>**>3
The relevance of context is also apparent in barriers to effective care, includ-
ing race, gender, and SES."**"*° This section will also discuss the significance
of migration and translation issues that impact the effective communication
of care of patients across cultural, national, and linguistic boundaries, and
will also briefly discuss the role of the family as cultural mediators of clinician-
patient communication. The second section offers an overview of beliefs
about cancer causation and discusses the importance of language and
words, truth telling and disclosure on the interaction between the clinician
and the patient. The third section will briefly describe the various method-
ologies that have been used in the attempt to understand these cultural dif-
ferences in the clinical context. The fourth and final section will provide
some guidelines of what clinicians can do to better address the problems in
clinician-patient communication in oncology in culturally diverse popula-
tions. Finally, we will provide a list of websites, suggested readings, and
resources.

THE IMPORTANCE OF CULTURE IN ONCOLOGICAL CARE

It is sometimes assumed that medical encounters are objective and cultur-
ally neutral spaces where issues of culture, age, SES, ethnic, or gender dif-
ferences fail to permeate. Certainly, there are common ethical principles
governing medical practice, which comes from the equal rights of any
human being to life and dignity,” and which have led to the Universal
Declaration of Human Rights.*' These rights are shared and are cross-
cultural. However, medical encounters are also cultural performances
through their constitutive gestures and responses.”” Thus, the ways these
rights are performed, expressed, communicated, and acted upon are pro-
foundly influenced by the cultural context.*?’ Ethnic, social, and economic
factors have all been shown to both directly and indirectly affect equity and
access to health care and interactions between patients and clinicians.**”’
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Environmental Effects: Influence of SES and Social Suffering on Health

The relevance of environmental factors such as SES and social suffering to
health in general, and to cancer outcomes in particular, has been well
described in the oncology literature. SES, a broad term describing economic
and social circumstances, is difficult to measure directly and studies have
previously used a number of proxy measures to indicate different socio-
economic groups.”*** SES may be determined by background and by early
and late life experiences. Social suffering refers to what is done to and by
people through their involvement with processes of political, economic, and
institutional power. It also influences personal levels of distress, the poten-
tial context of care in terms of what is available, accessible, and realizable,
and if the patients communicate their concerns to the clinician.®>®’
Disparities, such as SES and social suffering, in health occur because
privilege and power remain unequal in racially and ethnically stratified soci-
eties. Indeed, the globalization of complex chronic diseases seems to
confirm the view that all populations are susceptible and that variation in
rates can be understood as the result of differential exposure to environ-
mental causes. Put more succinctly, systematic variations in health and
mortality across the range of income, ethnicity and education, collectively
referred to as SES and social suffering, contribute to the negative conse-
quences of cancer and adversely impact clinician-patient communication.”*™

In both sociological and epidemiological terms, cancer has been char-
acterized as a disease of both poverty and affluence. Yet, while affluence
elevates the risks associated with cancer both in individuals and in nations,
low SES is also associated with a variety of adverse health outcomes. For
instance, minority, poor, elderly, and other underserved patients continue
to disproportionately suffer from decreased survival rates from cancer, com-
pared to their upper- and middle-class counterparts, often due to delays in
time to diagnoses, in referrals for treatment, and in actual treatments
offered.**®

Another important outcome is a lack of adequate medical care.
Individuals from minority, elderly, culturally, and linguistically diverse and
low SES communities are least likely to have adequate medical insurance
or to receive appropriate medical care. Low SES patients from the United
States, for instance, due to an inability to afford adequate medical cover-
age, often use emergency room services to obtain care for chronic condi-
tions including cancer.”>***" As a consequence, many are diagnosed with
advanced stage tumors. There is also evidence that certain medical thera-
pies, particularly invasive medical techniques, are under-utilized in the
treatment of African American, elderly, female, and poor patients with
chronic conditions including coronary artery disease and cancer, who do
use US medical facilities.”**%® Such instances are also found in other
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cultural contexts. In the United Kingdom, for instance, despite socialized
medicine, older lung cancer patients are less likely to be offered surgery
and more likely to die prematurely compared to younger patients.*

A recent study in Turkey, where there is no private health insurance
program, found that cancer patients who covered their own health
expenses not only played a greater role in the treatment decision-making
process, but were also more satisfied with their care. These patients had
more choices, and were better able to explore alternative treatment options,
than the majority of patients who used the public health system.®®

The influence of race, ethnicity, and sex on health outcome is also rec-
ognized by medical students. For example, a recent study of medical stu-
dents in the United States reported lower utility values for the health state
described by an African American female patient actor than for a White
male patient actor. This was the case, even though the African American
female patient actor was viewed as friendlier, a better communicator, and as
having a more positive affect than the White male patient actor. All the same,
the African American female patient actor was perceived to be less likely to
obtain adequate followup care®®* These studies highlight the need for
sensitivity to and awareness of the particular difficulties faced by those with
few resources, and people who have migrated to a new country.®"**

One body of research has explored the possibility that SES, stress, and
other culturally determined characteristics, may more directly influence
health and disease. '0%73137394663108 The pody’s principal adaptive
responses to psychophysiological stress (eg, poverty, discrimination, social
stress, perceptions, and responses to pain, etc.) are mediated by an intricate
stress system, which includes the hypothalamic-pituitary-adrenocortical
(HPA) axis and the sympathoadrenal system (SAS).”'® Dysregulation of
the system, caused by the cumulative burden of repetitive or chronic envi-
ronmental stress challenges (allostatic load) may contribute to the devel-
opment of a variety of illnesses including hypertension, atherosclerosis, the
metabolic syndrome, as well as certain disorders of immune function,
including cancer. Moreover, while little is known about the mechanisms
that convert psychosocial and environmental stress into monocellular acti-
Vation,237 and the underlying mechanisms of these effects remain uncertain,
it is clear that both adverse and health-resiliency promoting factors related
to SES and health influence the developmental process and start early in
life.7289-106.237 Early in life, various interactions between social and environ-
mental factors and genetic susceptibilities lead to large individual differ-
ences in susceptibility to stress and disease. The SAS plays a crucial role,
since alterations in sympathoadrenal function due to exposures in early life
aid in the development of a phenotype that is adapted to the challenges of
the local environment. Social and environmental exposures at crucial points
in development have been shown to permanently alter sympathoadrenal
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function in mammals.'%*'71%110 For example, very low birth-weight that is
often found in low SES and minority women has been shown to elevate the
relative risk of developing diabetes, asthma, respiratory problems, heart
disease, and cancer as the child grows older.'®!'™ Under these circum-
stances, adaptations in early life prove maladaptive in adulthood and, as a
consequence, might provide a basis for developmental origins of pediatric
and adult diseases or in the permanent impairments in neural regulatory
pathways. In addition, even though the SAS is capable of responding to
stressors during fetal life, the long-term effects of such exposures on the
adult organism are relatively unknown. What we do know is that the HPA
axis is fundamental for long-term survival and protection from the ravages
of autoimmune disease. However, in response to long-term chronic stress
over the life course, physiological and psychological systems fluctuate, in
the attempt to meet the taxing demands of an ever-changing environment.
Exposure to many types of physical and psychological stressors over time
initiates a cascade of neuroendocrine events in the HPA axis. Recently
Bierhaus and associates™’ identified adrenergic signaling pathway that
explained the rapid increase in activation of the transcription factor NF-kB
observed in PBMC shortly after exposure to psychosocial stress, thus link-
ing psychosocial stress to mononuclear cell activation and subsequent
changes in the immune system. This extends previous work showing a role
of catecholamines in the mechanism for atherosclerosis and others which
implicate the sequential release of corticotrophin releasing hormone (CRH)
from the hypothalamus, adrenocorticotropic hormone (ACTH) from the
anterior pituitary and, ultimately, glucocorticoids (cortisol in primates and
corticosterone in rodents) from the adrenal cortex. Indeed, the observation
that mental stress in humans and rodents results in nuclear translocation of
NF-«B and changes in transcriptional activity thus closes an important gap
in understanding the cellular consequences of stress. Induction of NF-kB is
in part dependent on the interaction of NA with x;- and B-adrenergic recep-
tors. The NA-dependent adrenergic signal transduction is mediated by Ptx-
sensitive G proteins inducing P13-kinase and Ras/Raf signaling that results
in MAPK activation and subsequent NF-«B induction. The observation that
binding activity of NF-«B, but not a Oct-1, was altered further confirms that
psychosocial stress elicits a receptor-dependent specific signal rather than
a nonspecific cell activation. NF-kB activation is supposed to contribute to
the pathophysiology of lifestyle-related diseases such as diabetes mellitus,
cardiovascular disease, and atherosclerosis, implicating stress-dependent
NF-kB activation in the cumulative burden that finally leads to morbidity
and mortality.’” Similarly, the stress-induced persistent genetic instability in
the context of carcinogenesis may also be a general response of tumor cells
to a wide range of stress conditions.'® """
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This state of fluctuation, as severe variation from homeostasis, has
been termed allostasis, and over time, allostatic load builds up. Allostatic
load defined as the physiological and psychological costs of chronic expo-
sure to fluctuating or heightened neuroimmune or neuroendocrine
responses results from repeated or chronic environmental challenges that
an individual reacts to as stressful. As such, poverty or affluence are merely
two of the more important environmental factors, which can adversely
impact allostatic load, including the individual and social experience of suf-
fering from chronic stress which then enhances susceptibility to disease, or
decreased risk for survival once diagnosed with cancer.”>*'"

Impact of Culture on Patient and Clinician Roles

Cultural values and structures also play a major role in determining the roles
played by patients and clinicians. The “sick” are expected to behave within
certain parameters, as are clinicians. This scenario is perhaps best exem-
plified by the model of Parsons, who posits that clinicians and patients are
drawn together through shared values, affect, and role commitment, while at
the same time, being pushed apart by social structure.''’ The role of the
clinician is paradoxical, in that they must show compassion toward those
who seek help, yet be on guard against those who may abuse the sick role.
Patients, especially the chronically ill, face a similar contradiction, since
they must consistently present themselves as “sick,” while at the same time
projecting an image of wanting to get well. Affect in the form of emotional
expression is also essential to this particular model since patients and cli-
nicians share a similar attachment to cultural values underpinning the sick
role, modern medical practice, and a commitment that is derived from emo-
tional gratification. The sick role is always embedded in social relations,
thus the making of meaning in such cultural contexts is always in constant
tension.® In addition, the relationship continues to function due to the clin-
ician’s professional practice in terms of affective neutrality, functional speci-
ficity, an orientation toward universals, and the patient’s acceptance of the
limits of this role. It is these factors, at least according to Parsons, which pro-
tect clinicians from an overwhelming emotion present in their roles but also
sustains a social distance (ie, objectivity) between clinicians and patients.'"

Expectations regarding patient and clinician roles vary in different cul-
tures, and this can create tension. For instance, patients of Chinese descent
often have great respect for the expertise of the clinician. Thus, any ambi-
guity or uncertainty in presenting the diagnosis or treatment recommenda-
tions is viewed as reflecting a lack of expertise.''* As such, communication
in accordance with the current Western emphasis on informed consent
and active patient involvement in decision-making may be interpreted as
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incompetence by patients from this population. The sick role also has
different faces in different cultures; for example, the degree of overt expres-
sion of cancer-related symptoms including suffering varies considerably
cross-culturally.'*""”

Impact of Culture on Behavior and Mutual Understanding

For these reasons, the cultural assumptions, expectations, and interpreta-
tions of the patient also influence how they behave in the medical consul-
tation, what they understand, how they feel, and if they adhere to the
treatment afterwards.''®'"” Patients bring beliefs about the causes of dis-
eases, knowledge and beliefs concerning body structure and functions, and
beliefs surrounding the use of alternative therapies (see Chapter 10, this
volume).'® Religious and spiritual beliefs and practices affect how patients
respond to bad news (see Chapter 11, this volume), medical treatments
such as transfusions, quality of life (see Chapter 3, this volume) and end of
life issues (see Chapters 11 and 12, this volume). Personal or historical
experiences of discrimination, violence or racism may influence level of
trust in health professionals, institutions, and the practice of medical
research. For example, Gonzalez'”® presents a case study of a mother who
delayed taking her ill child (appendicitis) to hospital for 4 days, in part
because of harsh treatment she had received as an immigrant and her
embarrassment at not speaking good English.**'*

Such issues can also affect patterns of adherence. Adherence can also
serve as a surrogate marker for a patient’s own contribution to the activa-
tion of context effects.®”!'" Alternatively, it may also provide an explanation
for patterns of non-adherence and delay, }l)artlcularly in low SES, linguisti-
cally diverse, and other high-risk patients.''®!"*'*! Moreover, if the patient’s
and clinician’s belief systems are not the same, difficulties can ensue. For
instance, the relatively widespread practice in Asia of self-medication, which
arises from a strong tradition of self-care,'”' can conflict with clinicians’
beliefs in evidence-based medicine. The ways these important issues are
discussed (or avoided) may determine much about the future relationship
between patient and clinician and the way in which treatment progresses.

In the ideal scenario, however, the relationship between clinician and
patient is a straightforward dialogue that ends with a clear resolution. A
common language, or a significant degree of resemblance between the cli-
nician and the patients’ thoughts and feelings, facilitates this process enor-
mously.>**'"" In other words, when there is cultural similarity between
communicators, messages about health and 111ness jare more likely to be
conveyed efficiently and with less ambiguity.*****!

When the participants come from different cultural backgrounds, how-
ever, special care is needed to bridge potential gaps and barriers.**%%12127
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An example is seen in the treatment of pain. Several studies have shown that
ethnic minority and female patients (with and without cancer) are under-
treated for pain. The expression of pain is a form of communication, and cul-
tural differences in emotional expression and stereotypes about pain also
influence the clinician’s interpretation and expectations regarding pain sever-
ity. This is possibly due to conscious and unconscious bias on the part of the
clinician and patient, or subtle differences in cultural expressive cues (ie,
body language), since an individual can more readily recognize emotions
expressed in the style to which they are accustomed.”'*

Language translation issues can also lead to difficulties in adequately
matching an addresser to a receiver.**** For example, clinicians’ use of
medical language with patients who do not share it, may result in serious
misunderstanding. One instance of this problem is in the field of genetics,
where patients who are told that their genetic test results are positive (sig-
naling that a mutation has been found) may interpret this statement to
mean the outcome is good (signaling that a mutation has not been
found).”***

Cancer: A Particular Threat

In the West, public discourses about cancer have changed from those that
associate a diagnosis of cancer with death, to those that claim that cancer
is potentially curable and definitely treatable.*®'* On the one hand, par-
ticularly in the Western context, open disclosure not only of the cancer
diagnosis, but also of available treatment options and the statistical likeli-
hood of survival and death from cancer is now increasingly pro-
moted.”'*""** Nonetheless, such disclosure is always culturally mediated
even within various Western contexts. In North America, for instance, there
is great emphasis on patient autonomy, immediacy of action, and a shared
decision-making model for health. Yet, in France (and in many other
European societies, Japan, the Middle East. Africa, for that matter), rela-
tionships with patients are much more hierarchical, protective, and pater-
nalistic. Indeed, patients who come from cultures where the doctor is
revered may mistrust or devalue doctors who try directly to involve the
patient in their care.”-15-1627.88,132-134,143

Still, the fact remains that cancer still remains curable for only half the
patients who get it. The remainder seek to be cured but require care.
Medical progress has rendered many forms of cancer chronic rather than
terminal illnesses, but the treatments are often arduous, and the anxieties
of patients and their families are continuous. Consequently, studies show
that lay populations in both Western and non-Western contexts still have a
universal dread of cancer. The stigma associated with cancer has not (in
many instances) decreased. 31613814314 Cancer remains an illness heavily
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invested with symbolic meaning, where cancer and related symptoms
threaten irreparable destruction of the patient’s body/self, death, pain, and
loss of previous sources of meaning in life. As such, it presents perhaps the
greatest challenge to clinician-patient communication of any illness. In
advance-stage disease in particular, clinicians are presented with the task of
finding words to rationally communicate some of the more dire conse-
quences of cancer and their own limitations to patients, and to assist
patients in adjusting to this news.'>*™'*

These contradictions and realities are the core of many of the difficulties
incurred in clinician-patient communication in oncology.'*"™"**

The Impact of Migration on Cancer Outcomes and Access

The demographic composition of people in the West also continues to
grow and change. With this ever-increasing diversity, there are more
patients from culturally diverse backgrounds with cancer. While people
moving to a new country may adopt new ways and customs, in critical sit-
uations, such as the diagnosis of cancer, they also often return to the ways
and customs of their childhood, as do the people around them. '*”** Chinese
Americans, but not Whites, for example, have been shown to die signifi-
cantly earlier than normal if they have a combination of disease (lymphatic
cancer) and birth year which Chinese astrology and medicine consider
ill-fated. The intensity of this effect has been correlated with “the strength
of commitment to traditional Chinese culture.”'**"'>> Others, upon migration
to the United States from cultures with pluralistic medical systems, like
India, where there is a widespread use of Ayurvedic medicine, may find
that Western medicinal practices remain alien despite a growing familiarity
with them."* Similarly, in Nigeria, some patients rely on traditional healers
for the cure of cancer when they perceive that Western biomedicine has
failed them. The plurality of the health care system that exists in Nigeria,
particularly among the Igbo, encourages health-seeking behaviors that
enable people to switch from one system to another in search of the most
affordable and accessible means of care.'” For these reasons, the need to
find ways of communicating effectively from one culture to another will
only increase over time.'*"!>>15

Communication with Cancer Patients

The ability to effectively communicate with cancer patients and significant
others has been linked to patient satisfaction, reduced psychological mor-
bidity, enhanced health outcomes,” " and reduced clinician “burn-
out.”®*!% yet, despite what we now “know” about the benefits of effective
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communication between patients and clinicians, cancer clinicians did not,
until recently, receive effective training in the psychosocial and emotional
aspects of cancer patient care.'®”'"*'” Nor did they receive training in how
to cope with the increasing cultural complexities that mediate the experi-
ence of care. As a consequence, they often rate their skills as deficient in
terms of communicating bad news, or dealing with unrealistic expectations
for cure on the part of patients, in both mono-ethnic and in culturally
diverse patient popu121ti0ns.88’175’184 Audit studies have provided objective
evidence for deficiencies in these areas.®™!'*'®

Many studies have examined clinician-patient communication in oncol-
ogy; however, the majority tends to emphasize phenomena such as histo
taking and breaking bad news as focal points of inquiry.7’15’16'125’12(”143’156’192
Such studies have been helpful in identifying aspects of clinician-patient
communication that are particularly difficult, and strategies that are more or
less effective in these situations, but have been less successful in exploring
over-arching issues such as the cultural context. Furthermore, the majority
of these studies has been conducted in the Western world and have
excluded non-English-speaking patients and clinicians to facilitate data col-
lection and reduce costs.”® Thus, their ability to throw light on cultural
issues is inherently limited.">*'*

These studies have also identified barriers to effective clinician-patient
communication that are likely to be relevant to the experience of patients
from different cultures.®®'” Clinician-related barriers include: (1) an inabil-
ity or unwillingness to deal with patients’ emotional concerns'¢7'74207;
(2) over-involvement with patients and denial, leading to a mutual collu-
sion with patients in sustaining unrealistic expectations for cure; (3) time
constraints, which leads to inability to adequately address patients’ infor-
mational and emotional concerns and fears!®+167176.179-182.188, (4) the use of
ambiguous words to convey the diagnosis, treatment, and prognos1s.17(*180 188
For example, the clinician’s failure to employ accurate terminology often
squanders an ideal opportunity to correct misconceptions about the dis-
ease.™ ™ Patient-related barriers include vulnerability and high emotion at
the time of diagnosis, lack of familiarity with the medical setting, and per-
ceptions of the patient role as passive and compliant. Such factors can also
prevent patients from actively interacting in medical consultations, asking
questions, ex Pressmg their needs and feelings, and participating in deci-
sions 13> These barriers are also likely to be present for patients
from culturally and linguistically diverse backgrounds, and such patients
are also likely to have additional difficulties.*'”

People of a different culture to the dominant one, also often report that
health professionals do not understand them, which adversely affects their psy-
chological and physiological well_being.13,16,88,96—98,112,183—191,208,209,211,214»221
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Indeed, given a consistent lack of cross-cultural understanding, patients
may tend to try to offset these barriers by either avoiding the biomedical
context until a condition is chronic, or by preferring clinicians of their own
race.”>**' For example, in a recent study of Greeks living in Australia,
participants (particularly those who were of lower levels of acculturation)
noted that they would prefer to see Greek physicians, with whom they
shared language and culture. One woman reported “A Greek doctor, I feel
as if he is my husband or my father, as if he one of mine.”'® In addition,
patients living in a new culture may have greater difficulty understanding
information presented to them, and in having their treatment preferences
(including for alternative therapy) understood and respected." Some partic-
ipants in the Australian study reported above, felt that a Greek doctor would
be less likely to make the Greek person feel “inferior” because of his/her
poor language skills. In addition, such patients may also have problems
accepting information presented to them, given that many patients, when
they fear that their prognosis is rather poor, do not ask for precise informa-
tion and do not hear it if it is provided by the clinician.'” '™ Finally, these
patients might also have much difficulty in having their treatment preferences
(including for alternative therapy) understood and respected.®®'****

Communication Crisis in Oncology

One important consequence of all these issues is that there is much public
and private dissatisfaction with clinician-patient communication in oncol-
ogy, which has led to a cultural crisis in communication in this field. The
word cancer with all its connotations and meanings, remains stressful for
both patients and clinicians alike, and the context of oncology practice
exacerbates this crisis because delivering news about diagnosis, treatments,
and metastases is complex and difficult. In addition, while good communi-
cation skills are essential for all aspects of effective medical care, a lack of
understanding of cultural differences can cause the communication
between patients and clinicians to falter.*'*2!42%822® And though much of
the research has assessed the effects of training in communication skills,
these studies have not adequately highlighted the relevance of culture as a
context effect that influences the patient’s health. Nor have they properly
evaluated the underlying mechanisms by which clinicians can appropriately
harness context effects for therapeutic benefit,>!?2220-3233.163-191.204

This crisis in communication can also be understood as a problem of
language, meaning, and context since medical treatments and the language
used reflects not only words in reference to the linguistic properties of a
group, but also the various meanings that different persons attribute to
these same words,»'*?*¥22022 Then again, language is not the only
way cultural meanings are embodied and conveyed. The previously
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mentioned: touch, words, eye contact, gestures, tone, listening, the clinician’s
uniform, and the ambience of the consultation are all meaningful and all
play a role in conveying a clinician’s confidence in a treatment, empathy
with the patient, and professional status. The responses of the patient to
the clinician, affect both bodily and mental states, since these messages
work after a fashion to alter the meaning of states of heath or
illness.!*#2%2722% For example, a recent analysis showed that a breast can-
cer survivor’s perceptions of their physician’s behavior during the consul-
tation might influence long-term psychologic adjustment, in terms of state
anxiety levels. In this study, enhanced compassion was shown to be an
effective tool in decreasing anxiety.'® Similarly, Street and Voigt examined
the relationship between perceptions of control over treatment decisions in
early breast cancer patients, and subsequent health-related quality of life.
Patients who reported more involvement in their consultation later believed
they had received more of a choice of treatment, and reported higher levels
of quality of life than did the patients who perceived they had less deci-
sional control.'”® For these reasons, as Ernst suggests, context effects to the
remedy itself have a powerful influence; and the more activel?/ they involve
the patient, and their social worlds, the larger the effect.'>?*'*?

BELIEFS ABOUT CANCER CAUSATION AND THE IMPORTANCE OF
LANGUAGE AND WORDS, TRUTH TELLING, AND DISCLOSURE ON
THE INTERACTION BETWEEN THE CLINICIAN AND THE PATIENT

When cancer strikes, the individual often attributes a multitude of causes
and meanings to why it happened.”'****"® These include: the disapproval
of ancestral spirits, the embodiment and projection of others’ negativity,
actions of jealousy, or the nonobservance of a taboo.'**?* Additional rea-
sons include: sorcery, bad behaviors, high-blood pressure, bad blood,
worms, incestuous acts, adultery, bad diet, seeding of tumor by surgery,
exposure to “wind or air,” lack of balance, improper ritual of planting or
harvesting, a dirty womb, too much hot food, miasmas, microbes, bad luck,
stress in relationships, stepping on poison, crossing an evil line, worry,
lump cannot be cancer if it is not painful, heartbreak, bad genes, fate, the
devil] 1>1088:211.212.214221.224225 G0 varjation is also reflected in the mean-
ings and understandings attributed to cancer causation within different cul-
tural groups, including among those who are now live in Western
countries. A study in Australia within the Italian community revealed a
common belief that tumors “with roots” (metastatic cancer) are always fatal,
because it is impossible to remove all of the roots. The women interviewed
also believed that an operation could be dangerous and cause one to die
more quickly, because it might let air into the body causing the roots to
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grow more quickly.**® In another study amongst the Australian Greek com-
munity, several participants mentioned the causal role of “microvia” or
microbes in the development of cancer, which could originate from within
the body or in the air, while others believed that fatigue, interpersonal con-
flict, and stress could cause cancer.'® Studies of African American women
in North America suggest that many believe that only a “chosen few” sur-
vive breast cancer.”” " Others state that tumors could be caused by being
hit in the breast during an act of violence, that cancer was a condition of
the mind and could be cured by prayer, that breast cancer was caused by
repeated heartbreak or that it is a disease of White women.******'® In other
studies on South African cancer patients, patients with cancer, teachers, and
secondary school students often still believe that a special witchcraft causes
cancer and, therefore, their first priority is to reverse the sorcery before pre-
senting to hospital to be treated by modern medicine methods.?**20"2"-218
The patient sought help first from a traditional healer as a way of dealing
with the cause of the disease and, in their view, this did not imply delay in
medical treatment. If the treatment fails then it is concluded that the patient
did not follow the instructions given by the healer because the inyanga is
never Wrong'ZOO,ZOI,le Similarly, while many traditional Native American
healers believe that cancer is a White man’s disease and therefore the treat-
ment needs to include Western medicine, urban Native American breast
carcinoma patients may refuse to initiate treatment until they participate in
traditional Indian ceremonies. These ceremonies often require many
months of preparation.*”® Thus, despite apparent advances in medical sci-
ence that have led to effective treatments for cancer, such myths and per-
ceptions can adversely influence beliefs about causation, expectations
regarding the meanings and the course of illness, treatment, and act as bar-
riers to early detection, treatment, and recovery. Reinforcing this point are
negative attitudes toward cancer or the environment where cancer is treated,
which can create barriers to effective communication, between patients and
clinicians and may influence decision-making about referrals and treat-
ments,>1318:2632 IB-BLIBOLAT Thege beliefs are often culturally specific, and
reinforce the importance of eliciting and addressing patient beliefs so that
they do not cause unnecessary distress, nor reduce the chance of a clear
and agreed decision about treatment.

The Meaning of Cancer and Causation

Such rich cultural variation can also be found in the meanings (or lack of
meaning) associated with the word “cancer” across the different cultural
groups. A fascinating comment on the influence of language and culture on
beliefs about cancer causation is provided by Bezwoda and colleagues.”"'
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They note that in only three of the nine ethnic Black languages (Zulu,
Swazi, and Xhosa) is there a word for cancer at all, and that the reactions
of patients to these words do not include any concept of a disease that may
spread to other sites of the body, or that requires any special treatments to
effect cure. Mirroring this fact is the finding that the majority (65%) of 100
African women presenting for the first time with breast cancer surveyed by
the authors were found to have advanced disease at the time of refer-
ral.®2'? Cancer, generally defined as loss of genomic stability, comes from
the Latin word for crab, a clawed creature that reinforces the idea of a
fierce, unstoppable force creeping relentlessly through the body. This one
word, cancer, is generally used to describe cancer in most Western con-
texts. However, in Nigeria, there is no common name for cancer among tra-
ditional healers (dibias). Indeed, often more than one word is used to
describe cancer and there is usually more than one etiology. For instance,
certain cultures also use local terms to describe cancer as a disease of the
breast (mbubu ara), or as ulcers (onya) at various locations on the body.
Healers may also believe that the causes of cancer lie outside the body, oth-
ers may note that it exists inside the body, and still others claim it is both
outside and inside. What this means it that the treatment of patients is
highly influenced by individual subjective perceptions of the healer about
the causes of the cancer. It also raises additional questions and con-
cerns, as to whether or not cancer is a foreign illness not known in Igbo
terminology or if it is a new disease that has not yet been classified by
the Igho. 20201221

Other studies highlight the power of negative thoughts given that an
angry or jealous person with enough power can “send cancer” to another
person. In South Africa, for instance, an evil sangoma (sorcerer) is believed
to poison the cancer patient by placing the cancer in their food, taking it
to them when they are sleeping, or leaving it on the ground for the indi-
vidual to walk over. Once this poison enters the body, it moves to a spe-
cific site and unless the cancer is drawn out through indigenous medicines
and healing rituals (imbizas), it will kill the patient.””' Other studies also
emphasize this point since many women believe that once diagnosed only
a “chosen few” actually survive breast cancer. Others claim to “know” that
tumors are caused by air since cancer spreads when the air hits it (surgery),
and that it cancer a condition of the mind and could be cured by prayer.zo“'zo5
Of particular relevance is the belief that if the individual has enough mind-
fulness, faith, and hope, they can alter the course of the disease in the
body. Such beliefs express fundamentally North American notions of per-
sonhood, autonomy, and the power of thought for good or ill to transform
body function.’ Yet, beliefs such as these can lead to demoralization,
depression, and self-blame when (given advanced stage at diagnoses in
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these patients) if or when the cancer does return.”*"® Likewise, a study in
Northeast Thailand found that mot luuk problems (translated literally as
cancer in the mouth of the uterus) has a wide range of causes and a vari-
ety of events that occur over time to make a woman more susceptible to
cervical cancer. Women with recurrent symptoms, for instance, see these
problems as resulting from failing to follow traditional postpartum practices
including “staying by the fire” or yuu fai, germs, an injury, working too
hard in youth, a difficult pregnancy or abortion or sterilization.'

Culture, Causation, and Cancer Prevention:
Western and Non-Western Contexts

Still other investigations assess perceptions that breast cancer is a disease of
White people.****” Research using narrative analysis, for instance, found that
African-American women often perceived that cancer as a disease of White
women and not African-American women. These women also report that
oncology care and treatments are designed to enhance the care of White
women, but not African-American women.””?” Comparable studies on rural
women in the United States and Xhosa women in South Africa also note that
there is the underlying belief that breast cancer is still a fatal disease and thus
one should abscond from treatment since there is really no point in having
conventional medical treatment.?’"?20-21-215-21wood, for instance, in a study
of womb cancer in Colored and Black South African women, found that the
cancer was described as eating away the womb and that the womb first gets
tired, then it become loose, and then it gets eaten. This leads to an itchy dis-
charge and terrible pains. It is also perceived to be terminal since no one
could recall anyone who had survived it, even if the women had consulted
with doctors or traditional healers in the attempt to be cured.*'’ Likewise, in
other rural communities in South Africa, indigenous healers are perceived to
be the only legitimate and successful healers of cancer %wen their expert
knowledge of the causes and cures of cancer'>'***2*M272 1y other situa-
tions, the failure of curative efforts represents a sign, which then is used to
reinforce a reliance on traditional therapies, at the expense of the use of con-
ventional Western biomedical treatments. This can also lead to doubts regard-
ing the efficacy of Western biomedical treatments, if prevention is truly
worthwhile, or if the cancer can actually be cured using Western biomedical
tools. 1316 88.144,145,200.201,203-205 For example, in both Nigeria and Tanzania, the
failure of Western medicine to obtain a cure for advanced stage cancer is
often perceived as a signal to initiate other health care services.'>2"*20"2!72!
For these reasons, many patients and families request a discharge, perhaps
even against medical advice to seek the care of traditional healers. These cul-
tural beliefs and associated practices, often termed cancer fatalism in
the oncology literatures, are enduring, working, against cancer detection and
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prevention efforts in the global setting, since why would anyone endure
cancer screening tests that to them seem to serve only as heralds of a disease
that will ultimately kill them,'*+!43149-200.201.203-205

Similar findings regarding the impact of cultural beliefs on health pre-
vention is in testing for sexually transmitted disease and genetic testing,
where a positive result has implications not only for the individual but also
for the family. McCaffery231 in a recent analysis of White British, African
Caribbean, Pakistani, and Indian attitudes toward HPV testing noted that
many of the women were not fully aware of the sexually transmitted nature
of cervical cancer and expressed anxiety, confusion, and stigma about HPV
as a sexually transmitted infection. Testing positive for HPV raised impor-
tant issues for women’s relationships in terms of trust, blame, fidelity, and
protection through safer sex. In addition, testing had the potential to com-
municate unwanted messages to one’s partner, family, and the wider com-
munity about trust and sexual behaviors. Concerns were expressed by
women from all of the ethnic groups, but appeared to be particularly per-
tinent for some of the Indian and Pakistani women, for whom sex outside
marriage can be strongly proscribed. In such circumstances, HPV infection
(or perceived risk of infection) would have more significant consequences,
and these findings have serious implications particularly among some South
Asian women, whose chosen sexual lifestyle may directly impact on their
family and wider community.23 ! Similarly, in Cambodia, Africa, Japan, and
China, there is an emphasis on family reputation, lineage, and privacy. In
these contexts, the shame associated with cancer or even cancer testing
(genetics or screening) is a polluting force since its affects are not only
inflicted on the individual by their diagnosis, but also on the fam-
jly 19:16:125.126:211.214.225226 A recent study highlighting cultural variations in
genetic testing, for instance, found that chiefly the male line of descent
from a common ancestor defines the kindred. Thus, a disease “running in
the family” may be construed as being derived directly from a common
ancestor and this belief may adversely impact help seeking behaviors. 422

Such differences are also apparent within the Western context. In stud-
ies on cervical cancer, for instance, Spanish-speaking Latinas and women
of Asian descent in North America endorse fatalistic beliefs and miscon-
ceptions, which lead to delays in care including screening as primary can-
cer prevention.””® Gregg and colleagues, in their study, found that the
cancer models those African-American women in North America held were
very different from those held by their clinicians.'**'* The women attend-
ing the clinics often endured cancer-screening tests that to them seemed to
serve only as a messenger of a disease that would kill them.'*> While the
women in this particular study were not cancer survivors, they held quite
negative impressions of breast and cervical cancer screenings as primary
cancer prevention, since no one they knew seemed to survive cancer. This
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research study parallels what medical anthropologist Balsham'** found in
her study on cancer in a community of working class Whites; that to think
about cancer, to try to prevent it, was to tempt fate. Put differently: “cancer-
testing is looking for trouble.”'**'*> As a consequence, often talking about
or even thinking about cancer (or about prevention) conjured this disease,
bringing it into existence, in a social, economic, and biomedical context
where cancer generally means death,'**!4>14%-226

In sum, despite apparent advances in medical science that have led to
effective treatments for cancer, such myths influence beliefs about causa-
tion, expectations regarding the meanings and the course of illness, treat-
ment can serve as barriers to early detection, treatment, and recovery.
Reinforcing these points are negative attitudes toward cancer or the envi-
ronment where cancer is treated, which can also perpetuate cultural bar-
rier to communication between patients and clinicians and may influence
decision-making about referrals and treatments.

Truth Telling, Disclosure, and Hope

Amidst a decline in public trust in the medical profession, cultural norms
regarding clinician-patient communication have significantly changed.'*****
As a consequence, open disclosure of the cancer diagnosis, and discussions
of available treatment options and the statistical likelihood of survival and
death from cancer, have become common in the war on cancer waged by
oncology clinicians and patients alike'**'** (see also Chapter 6 by Kelly,
this volume). Nonetheless, the ways risk and treatment decisions are eval-
uated even within the Western context is also culturally mediated. In the
North American context, for instance, there is great emphasis on patient
autonomy, immediacy of action, and a shared decision-making model for
health. Yet in France (and in many other European societies, Japan, the
Middle East, Africa), relationships with patients are much more hierarchi-
cal, protective, and paternalistic (see also Chapter 8 by Spiegel, this vol-
ume). In these cultures, truth may be culturally interpreted and valued in
terms of patient protection.’'>!>088%132167

Truth telling evolves in interactions over time and the synchrony of
time between clinician and patient shapes the biomedical objectives and
the cultural context of care.*'® What the patient believes about time has
a great deal to do with underlying beliefs and expectations about health,
illness, and disease.*®'™® A patient’s readiness to hear a poor prognosis or
discuss end of life issues may very much depend on his/her own assess-
ment of the time they have left. There are two dimensions of truth in med-
icine that are equally important: the patient’s subjective perception of
disease and the context which varies according to the historical, cultural,
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and spiritual background of the patient and clinician (see also Chapter 11
by Penson and Chapter 12 by Gibson et al, this volume)."*1%

An important study of US oncologists highlights these findings, noting
that patient concerns are managed over time and in the context of an evolv-
ing relationship.” At each stage of an extended process of disclosure, con-
sideration is given to the level of hope patients and families should be
encouraged to maintain. As with disclosure, hope is staged, given in cali-
brated, achievable, and realistic bits.** Hope, for these reasons, is Janus-
faced with caring conveyed through the contexts of treatments, through the
offering of new therapeutic, potentially beneficial treatment options and
through the holding out of hope for the development of new treatments
and hopes for a cure.” Nevertheless, while hope is associated with height-
ened activation of the autonomic nervous system, personal animation, and
social connectedness,7’22 it is also mediated by cultural, ethnic, and socioe-
conomic concerns. As we have noted, minority, elderly, culturally and lin-
guistically diverse, and medically underserved patients in many societies in
both Western and non-Western contexts are least likely to have adequate
access to care, 22 T SISTGTE O fen they might not even have a long-
standing relationship with their primary caregiver. Others either have non-
existent social networks or networks that have limited resources or they
cannot respond adequately to the challenges of their illness. It is often quite
difficult to have “hope” in such circumstances, and patients and family
members may eventually feel demoralized by inadequate care and adverse
prognoses and outcomes.””*’ Demoralization as the opposite of hope in
such contexts is associated with contrary effects. In addition, the negative
messages from the health care environment and from the patient’s social
and economic milieu can reinforce these adverse context effects. Such pro-
found demoralization can also lead to what Engel has described as the giv-
ing up/giving up complex, where following a stressful situation the person
feels unable to cope and has no expectation that any change will possibly
help.233

In contrast, in disclosing a cancer diagnosis in Tanzania, clinicians may
invoke therapeutic privilege.16 They factor in issues such as treatment avail-
ability, age, stigma associated with cancer that would adversely affect the
family, prognosis about time left to live, and patient poverty, as moral justi-
fications for withholding diagnostic and prognostic information from
patients with cancer. Direct disclosure is seen in these instances to harm the
patient, to strip them of hope, and clinicians even encourage patients with
advanced stage disease to consult alternative healers to seek comfort for their
disease.' Similarly, Ethiopian immigrants’ preference for nondisclosure of ter-
minal illness arises from cultural beliefs regarding appropriateness of space,
time, and familial support. Direct disclosure of cancer status is considered
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“cruel,” “inconsiderate,” and even damaging since it is deemed as a failure
to properly care for the patient, give them hope, or protect them from harm.
Indeed, direct action against the patient’s beliefs may distress patients, lead-
ing to a deterioration of their health.”'®® Likewise, the Issan people of
Northeast Thailand also believe that cancer is an incurable and painful dis-
ease, the direct result of a kamma that is feared by all. Thus, a person expe-
riencing a long and painful cancer is considered a victim of his own kamma
and the term modbun or finishing one’s merit is frequently used as a
metaphor for death.’® Nonetheless, cancer is not the same as a tumor
(which can be cured). Similar to other studies in non-Western contexts, cli-
nicians and village people alike believe that telling the truth to a person with
cancer robs them of hoge and will (kamlancai), and is likely to provoke
rapid decline and death. 1688225 Bor these reasons, if the disclosure is made,
clinicians will often tell the patient that they have a tumor that is curable,
while informing the family that the person has cancer.”” Thus, when the cli-
nician tells a patient with few resources the truth about their cancer, with-
out understanding the underlying cultural meanings, they may inadvertently
demoralize the patient by extinguishing their hope. This can unintentionally
impede progress of patients, and in the long term affect the health behav-
iors of patients and other members in their communities.”'>'®*%22>!

Impact on the Family

A diagnosis of cancer often causes great suffering to patients and fami-
lies.”">*2* A major source of differences in truth-telling practice lies in the
degree to which the individual or family is seen as the primary focus for
medical communication.””"""**%* Ag we previously mentioned, in many
Western and non-Western cultures, relationships with patients are often
much more hierarchical, protective, and paternalistic than in the North
American culture, and the family remains the central organizing structure,
particularly when an individual is ill.”'>'08812126.98 A& ag consequence,
when time is in short supply, and the cancer and related symptoms become
unbearable, the family often becomes important in managing the disease
(see Chapter 11, this volume).'"”"**'*® For example, in a survey of Chinese
cancer patients and carers living in Australia, the majority said that the fam-
ily should advise the doctor how much information to give to the patient,
and in what manner, as they knew the patient very well.''> Most patients
indicated a preference for the family to be fully informed about issues relat-
ing to the illness to allow each family member to contribute as much as
possible to the support of the patient.''? Participants expressed the view
that full disclosure of information was important so that the responsibilities
of the sick person could be assumed by others, and appropriate planning
for the future could be undertaken. This familial support is seen as a coping
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mechanism whereby members provide mutual economic and emotional
support, with the members relying on social ties created and maintained in
SUCh grouI:)s‘IS-l7,88,l12,]25,126

In Japan, family members are informed of the cancer patient’s diagno-
sis, condition, and treatment, before the cancer patient is told the
truth.'*>'*** Then all family members, except the patient, discuss whether
the cancer diagnosis should be disclosed and the entire family makes a final
decision about the truth-telling policy. A survey inJapan of 1918 family care-
givers who had recently cared for a cancer patient who died was undertaken
in 1992. All family caregivers reported that the physician informed them of
the condition and treatment, although only 22.5% of the cancer patients
were informed.”* Similarly, in Saudi Arabia, the patient is viewed as one
member of the larger family, and the family is responsible for the patient.
The consent for the patient’s treatment is usually a substitute consent given
by the family, who aims to avoid emotional disturbance to the patient.””

In South Africa, patients with cancer (particularly in rural areas) are
also not necessarily the key decision-makers with regard to the different ther-
apeutic choices available. 2'"%2°"21® Care and help seeking is collaborative
involving family members and sometimes elders of the community. Given
the role of these individuals in decision-making, it is still, often, suggested
that patient’s abscond from further Western treatment and visit the tradi-
tional healers.”®' African patients living in the milieu of an urban commu-
nity, with exposure to Western medical standards of care and where there
are fewer tribal ties, however, may have the necessary freedom of action
and choice to obtain available medical attention. Nevertheless, in general,
patients tend to conform to cultural and familial norms since in most cases,
it is more important to please the family, given that patients fear rejection
and a lonely death®212!8

These cultures differ from the Western context where the individual is
generally seen as the unit of care, and familial needs for information are
secondary to those of the patient. Furthermore, in some Western centers it
is still considered unethical practice to disclose anything to relatives with-
out the patient’s permission. This may mean that relatives are actually
denied information about diagnosis or prognosis if the patient so wishes,
forming a very different practice to that pursued in family-centered cul-
tures, and potentially causing great angst if the family culture emphasizes
different values.®?%0'218

METHODOLOGIES

Exploring cultural issues in cancer communication and strategies to opti-
mize outcome is not easy. One common and useful strategy has been to
compare results of similar surveys/audits across different cultures.
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Exploration of patient and doctor preferences for information and involve-
ment in decision-making, has been undertaken in many countries''? and
when similar methodologies have been used to elicit these preferences,
cross-cultural comparisons are not difficult. This however assumes that the
measuring instruments have been validated in each setting, which is not
always the case. It may be that patients surveyed in different settings or
times might respond similarly but actually mean something different. For
instance, one might expect cultural variation in the meanings associated
with this illness to be somewhat different in the patient who has just
learned that they have cancer or metastasis to the brain, as compared with
a long-term disease-free individual. Furthermore, attitudes to completing
surveys may vary across cultures. Indigenous Australians, for example, pre-
fer to present a group view, reached after discussion and consultation with
elders, rather than an individual response. Thus, questionnaires in this set-
ting are likely to produce missing or invalid responses.

For these reasons, qualitative or ethnographic studies have dominated
this field (see also Cross-Cultural Resources section, end of this chapter). As
there may be some pressure to produce socially desirable responses, in-depth
interviewing or observation by a person trusted by the community who
speaks the language and understands the subtext are likely to produce
more valid data, useful to the clinician who is trying to communicate effec-
tively within different cultures. Such a person may be difficult to find and
may take a long time to reach a position of trust. Once the data are col-
lected, translation may be required. This needs to be done by a trained,
accredited translator. Ideally, the data should be translated and back-trans-
lated to check for accuracy and meaning.*>**® The final report can be
brought back to the people who generated the data, to check that it
accords with their understanding.

The impact of acculturation has been rarely explored. While several
studies have explored attitudes and behaviors in groups of migrants,®® '
these have not been directly compared with people of similar ethnic back-
ground in their country of origin. In several qualitative studies in which the
level of acculturation of participants was measured, acculturation was asso-
ciated with degree of interest in traditional medicines, but with no other
attitudes, suggesting either that in sickness people revert to traditional
views, or that there are fewer differences between cultures than might be
expected.88

Much remains to be learned about context effects in health, and meth-
ods for providing effective cross-cultural health care. Most studies have
focused on single ethnic groups, and have not taken into account com-
plexities such as level of acculturation, mixed ethnocultural heritage, inter-
actions between ethnicity and other group characteristics such as sexual
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orientation and age, and the match between patient, health professional,
and system factors. Thus, future work in this area needs to increase in com-
plexity and sophistication.®**>*° The following guidelines, resources,
websites, and references may also assist in communicating with culturally
diverse patients with cancer.

GUIDELINES FOR CULTURALLY COMPETENT CARE

1. Become aware of your own ethnocultural history, identity and
world view, of your preconceptions and stereotypes of other cul-
tures, and of ways in which you may benefit from inequities of
power and resources.

2. Find out the ethno-religious-cultural groups to which your patients
belong.

3. Build your knowledge of important beliefs, attitudes, and prefer-
ences common in such groups. The References section provides a
starting point for suitable reading.

4. Attendance at churches, festivals and films, and reading novels
are other ways of gaining familiarity with cultural views. There
may also be ethnocultural education materials available through
your institution (or through the websites listed at the end of this
chapter).

5. Build on your knowledge of what health means to the individual
in other cultural contexts. Remember that the ways that cancer and
treatment are prioritized in individual decision-making in the West
are not always the ways that patients and family members cope
with such concerns. Such information represents an important
starting point for understanding the patient’s explanatory models
of illness and disease.

6. Build your knowledge of cultural and socioeconomic barriers to
optimal health care experienced by different groups and consider
taking action to overcome these barriers (eg, extended clinic
hours, satellite clinics, reimbursement for travel expenses for clin-
ical visits [ie, clinical trial], use of interpreters; the production of
culturally specific educational materials and programs).

7. Spend time at the beginning of the consultation establishing the
ethno-cultural context from which your patient (and their family)
comes, the language and words that they use to convey their under-
standing of the disease (which may contrast Western biomedical
reasoning and words), their reason for referral and clinic proce-
dures. Note and be prepared for the fact that this cultural insight
tends to occur over time rather than in this initial consultation.
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10.

11.
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If appropriate, acknowledge that communication problems could
potentially occur, and the importance of both parties checking
understanding and sharing views and values.

Explicitly explore preferences for information, involvement in
decision-making, and preferred mode of information delivery (ini-
tially to cancer patient or through the family). This is preferably
done with all parties present. You could share your own views and
their rationale, but indicate your willingness to allow the patient
and family to determine the course of action.

Employ professional interpreters when language is a barrier; avoid
using family or friends as interpreters if possible, as they can act
as gate-keepers, misunderstand, and pass on incorrect information
or cause suppression of important issues (such as sexual dysfunc-
tion, spirituality, death and dying, and palliative care).

Avoid stereotyping about cultural groups since there is always
variation in preferences. As such, the clinician must always remain
open to individual differences within cultural groups.

CROSS-CULTURAL RESOURCES

Websites

® Multi-Cultural Resource Centre (Northern Ireland)
WWW.IMCIrc-ni.org

* North West Ethnic Health (UK)
www.ethnichealth-northwest.net
http://www.health.qld.gov.au/hssb/hou/links.htm
http://mhcs.health.nsw.gov.au/
http://medicine.ucsf.edu/resources/guidelines/culture.html
http://www.culturediversity.org

® EthnoMed: Ethnic Medicine Guide
http://ethnomed.org/

® Conversations in Care: web book on cancer communication
http://www.conversationsincare.org/web_book/

* Culture Clues™: Culture Clues© are tip sheets for clinicians designed
to increase awareness of cultural diversity. Currently there are seven
cultures represented, such as Albanian, African American, Chinese,
Korean, Latino, Russian, and Vietnamese
http://depts.Washington.edu/pfes/culturalclues.html
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Cross-Cultural Health Care Program: Cultural Diversity and Cultural
Competency Training, Interpreter Training, and Translation Services.
Profiles of Ethnic Communities

http://xculture.org

Diversity Rx: Promoting language and cultural competence to
improve the quality of health care for minority, immigrant, and eth-
nically diverse communities

http://www .diversityrx.org

Office of Minority Health, Department of Health and Human Services
http://www.omhrc.gov

UICC International Directory of Cancer (Internationale Contre le Cancer)
http://www.uicc.org/publ/directory

People Living With Cancer

http://www.plwc.org/plwc/

American Cancer Society

WWW.acs.org

National Institutes of Health (US)

www.nih.gov

University of California, San Francisco, School of Medicine,
Department of Medicine
http://medicine.ucsf.edu/resources/guidelines/culture.html
CancerBACUP (United Kingdom)

http://www.cancerbacup.org.uk/

Cancer Black Care (UK)

www.cancerblackcare.org

Race Equality in the Department of Health, United Kingdom
Department of Health

www.doh.gov.uk/race_equality/index.htm

Cancer Research UK

http://www.cancerresearchuk.org/

Research into ageing (UK)

www.ageing.com

Cancer Services Collaborative

www.modern.nhs.uk

MacMillan Cancer Relief

www.macmillan.org.uk

Cancer Support UK

www.cancersupportuk.nhs.uk

National Cancer Institute, Usability.gov: a resource for improving the
communication of cancer research
http://usability.gov/lessons/index.html
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® Office of Cancer Information, National Cancer Institute
http://www.health.gov/NHIC/

e Gillette Cancer Connection
http://www.gillettecancerconnect.org/

® Agency for Toxic Substances and Disease Registry, Health Risk
Communication Primer
http://www.atsdr.cdc.gov/HEC/primer.html

¢ Centers for Disease Control and Prevention, Epidemiology Program
Office
http://www.cdc.gov/epo/index.htm

e Centers for Disease Control and Prevention, Office of Communication
http://www.cdc.gov/od/oc/media/index.htm

¢ Communication Initiative
http://www.comminit.com/index.html/

e Mitretek Systems, “Criteria for Assessing the Quality of Health
Information on the Internet”
http://hitiweb.mitretek.org/docs/criteria.html

¢ Refugee experience: psychosocial training module
http://earlybird.qeh.ox.ac.uk/rfgexp/start.htm
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CHAPTER 3

Quality of Life in Culturally
Diverse Cancer Patients

Carolyn Cook Gotay

INTRODUCTION

The increased ethnic diversity of many countries around the world,
telecommunications technologies facilitating global information exchange,
and international research collaborations are among the factors that have
led to an enhanced appreciation of the importance of cultural factors in all
aspects of life, including quality of life (QOL) in cancer patients and their
families. In fact, the World Health Organization (WHO) has defined QOL
as “an individual’s perception of their position in life, in the context of the
culture and value systems in which they live and in relation to their goals,
expectations, standards, and concerns.” ' This definition embeds individual
QOL squarely within the setting of a person’s heritage and environment
and implies that QOL may differ according to cultural factors.

There are many reasons why culture may affect cancer-related QOL.
These include patterns of cancer diagnosis and treatment, historical factors,
and cultural beliefs and values. Cancer rates also vary considerably inter-
nationally. In many parts of the world, there are few resources devoted
to early cancer detection, and as a consequence, cancers are diagnosed
late. According to Stjernsward and Teoh,” “for a long time to come, as many
as 80%-90% of cancer patients in the developing countries will probably
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continue to be diagnosed with far-advanced, incurable cancer, if they are
diagnosed at all.” In countries and cultures where cancer is inevitably
linked with pain and death (especially considering that pain is inadequately
managed in most parts of the world),” it seems likely that the distress asso-
ciated with such a diagnosis, and its deleterious effects on QOL, may be
considerable and greater than in an environment where pain can be con-
trolled, nausea can be prevented, and hope for a cure can be provided.

Different cultural groups have distinct histories, and it is important to
consider political and historical contexts in understanding reactions to can-
cer. For example, part of QOL assessment frequently includes asking
patients to state if they have family members or others who provide them
with social support, and how many people make up their social network.
This line of questioning may be threatening for someone who has fled an
oppressive political regime where naming one’s family and friends led to
their imprisonment. Several Israeli investigators have investigated how a
major 20th century event—the Holocaust—has affected Holocaust sur-
vivors” coping with cancer. Mark and Roberts* discuss how shaved heads
and loss of hair during cancer treatment, coupled with hospital identifica-
tion bracelets and gowns, may trigger flashbacks to Holocaust experiences.
Holocaust survivors who are subsequently diagnosed with cancer experi-
ence much higher levels of stress, compared to cancer patients who have
not been through the Holocaust and healthy Holocaust survivors.” Such
increased distress has been found among second generation Holocaust sur-
vivors diagnosed with breast cancer.’®

Other cultural factors including views of cancer etiology and family
structure are also likely to have profound influences on QOL in cancer
patients and survivors. For example, many Asian and Polynesian cultures
stress the harmony between physical, mental, and spiritual well-being’ and
its role in disease etiology. QOL issues in cancer survivors from such tradi-
tions may differ from those of Anglos who see cancer as a “disease” which
is treated and eradicated. Thus, the implications of and problems associated
with “recovery” and “re-entry” on QOL may differ in cancer survivors from
diverse ethnic groups.

Family structure also varies culturally. For example, the most critical
family axis differs, with the husband-wife, parent-child, and brother-sister
bonds being most important for Anglos, Asians, and Micronesians, respec-
tively.® This may imply that a cancer that leads to impaired sexual func-
tioning (eg, as is often the case for prostate cancer) may affect Anglo
prostate survivors more acutely, given the centrality of the husband-wife
relationship, compared to Asians and Micronesians. However, cancers that
affect fertility (such as cervical, uterine, or testicular cancer) could have
more profoundly negative implications for many aspects of QOL in cultural



Quality of Life in Culturally Diverse Patients 57

groups where the parent-child bond is pre-eminent, such as among the
Asians.

Despite all these fascinating speculations about the link between cul-
ture and QOL in cancer, much of what has been written to date remains
just that: speculation. Empirical data to affirm cultural differences in cancer-
related QOL are scarce. In this chapter, we provide a summary of the state-
of-the-art in this area of study by reviewing relevant empirical research
using different methodologies: studies of individual cultural groups, com-
parisons with normative data, and comparative studies. Each of these meth-
ods has strengths and weaknesses, as will be discussed. We will also review
current cross-cultural approaches to measuring QOL using self-administered
questionnaires, which is currently the most common approach to QOL
assessment. For the purposes of this chapter, we define QOL as patient-
reported levels of physical, psychological, social, and/or spiritual/existen-
tial well-being. Other domains that are often included as part of
cancer-related QOL including pain, will not be discussed here as they are
addressed elsewhere in this volume, for instance, in chapter 9, 8, and 4 by
Paice and ODonnell. Spiegel et al. (psychosocial support and cancer care),’
Balducci et al. (cultural differences in aging), respectively. We are drawing
on literature from around the world that investigates cultural influences in
cancer patients in different countries, or racial/ethnic groups or subgroups.

STUDIES OF SPECIFIED CULTURAL GROUPS

Some research focuses on individuals, or groups of individuals, all from the
same culture. While many small-scale case studies rely on qualitative data
collected through semi-structured and unstructured interviews, other
reports use quantitative methods to address their research questions. Such
methodologies have been used to address a number of questions, includ-
ing how QOL is defined in specific cultures, and how individuals in a par-
ticular cultural group experience the effects of cancer on their QOL. We will
provide some illustrative examples.

How Is QOL Defined in Different Cultures?

Chaturvedi’ asked a sample of Indian cancer patients (N= 18), family
members (N= 20), and caregivers (N= 12) how important 10 factors were
to QOL. She found that individual functioning was the least important: 58%
said that level of individual functioning was “not important,” whereas 60%
or more rated “peace of mind,” “spiritual satisfaction,” “satisfaction with reli-
gious acts,” and “happiness with family” as “very important.” This finding
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contrasts markedly with the content of many current questionnaires used
to assess QOL in cancer patients, which have the most items related to
physical functioning and a patient’s ability to act independently.'® This may
not be surprising, since researchers in North America and Europe, where the
dominant culture highly values autonomy and the individual, developed
most of these scales.

Juarez and colleagues'' conducted qualitative interviews with 17
Spanish-speaking patients of Mexican ancestry who had cancer pain. The
patients’ responses to the question “What does QOL mean to you?”
included positive affect (“being happy”), being able to maintain an active
lifestyle, and having family interaction. The study examined how pain
affected QOL and found confirmation of a QOL definitional framework pre-
viously developed by these investigators in non-Hispanic cancer patients,
that includes physical, psychological, social, and spiritual well-being. The
authors conclude that spiritual beliefs and social support seem to be rela-
tively more important in Hispanics.

Freedman'? investigated one aspect of QOL—the impact of hair loss
associated with cancer chemotherapy—in relation to cultural factors in 32
(30 White and 2 African American) patients who were receiving treatment
for breast cancer. This study does not address the question of defining QOL
as directly as the two previous studies, but we are including it here because
it illustrates another important point: cultural factors are important to under-
stand in every patient, even those from the “dominant culture.” Freedman
found that hair loss was one of the most feared and distressing aspects of
the women’s cancer experience, and its impact extended to self-concept,
loss of privacy in social interactions, and isolation. These negative conse-
quences stemmed from the American culture’s emphasis on hair as an indi-
cator of personality, attractiveness, sexuality, and femininity. Loss of hair
endangered all of these positive attributes, as well as invoked societal
notions of punishment (associated with the shaved heads of prisoners and
internees) and general negative attributions (reflected in expressions such
as “bald as a cue ball”). QOL in these breast cancer patients was linked to
the meaning of hair loss in American culture.

How Does Cancer Affect QOL in Individuals in a Particular Culture?

A number of investigators have investigated this question through qualita-
tive and quantitative research on groups within the United States, such as
African Americans,””" and in other parts of the world such as China'®"’
and India."®

Moore” conducted open-ended semi-structured interviews with
23 African American breast cancer survivors to understand their “lived
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experience”; QOL was one of a number of aspects of areas that was
included in the interview schedule. Results indicated that QOL was lower
in social and psychological domains due to social isolation and stress. Some
of the interviewees’ concerns stemmed from racial/cultural factors, such as
a lack of African American breast cancer survivor role models, and the
unavailability of skin color-matched prostheses. Moore'> makes the impor-
tant observation that the ethnicity of the researcher—an African American
woman—may have affected the candor that the women felt in expressing
their concerns and their comfort in bringing up issues related to racism. It
is unclear if the women would have been comfortable exploring such
themes had the interviewer been of a different racial background.

Northouse et al.'* also studied African American breast cancer sur-
vivors (N= 98) using quantitative methods. They used the FACT-G, a vali-
dated cancer-specific QOL questionnaire' and found that the survivors
were doing well in all areas of QOL. Lowered QOL was linked to disease
and treatment related variables (symptoms and having breast cancer recur-
rence), lower family functioning, and negative perspectives about the effect
of illness on their lives. Interestingly, while the Moore" and Northouse et al."*
studies give completely different perspectives on the experience of African
American breast cancer survivors, they both agree that more exposure to
African American breast cancer survivors with high QOL, including in the
media, would be inspiring to African Americans confronted with a breast
cancer diagnosis. Perhaps participants on Northouse et al.'* could talk with
the participants on Moore’s study!"

Pandey and colleagues'™ studied 50 breast cancer patients in India
using linear analog scales. While the sample included patients with both
early and advanced disease, most had advanced disease, consistent with
the stage of disease most common on presentation in India, which does not
have active breast cancer detection programs in effect. They found that
patients reported problems in a number of areas, particularly recreation,
social life, mobility, physical activity, and sleep and attitude. The study con-
cluded that until there is a change in health care in India, such that early
detection of breast cancer is prevalent, women will be diagnosed with
advanced disease that needs intensive treatment, and QOL will continue to
be compromised.

Advantages and Disadvantages of Single Culture Studies

Studies in a single culture can provide a rich picture of the nuances in
a given group. With the use of a common language, issues of cul-
tural equivalence do not arise, and items can be tailored to the under-
standing and communication style of particular individuals or groups of
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individuals. However, as Navon?° has pointed out, there is the potential for
misinterpretation with such designs as well. For example, results found in
such a study might be attributed to culture, when in fact they are due to
other variables, such as socio economic factors or lack of medical care. The
low QOL expectations and experiences associated with Indian cancer
patients that Pandey et al.'® report might change rapidly once early cancer
detection and associated medical care result in better biomedical outcomes,
such as increased survival. And conclusions based on a particular cultural
group may be over-attributed to that cultural group. For example, the study
of Hispanic cancer patients'' concludes that “It is important to recognise
that QOL is influenced by cultural background, life experiences, religion,
and family. ”''®** This statement seems applicable to all cancer patients
(and all human beings, including those without cancer). Appropriately,
Juarez et al'' urge studies of other cultures, a suggestion that is echoed here.

COMPARISONS WITH NORMATIVE DATA

Another approach to understanding QOL differences across ethnic and cul-
tural groups is to utilize normative data against which the QOL of any given
population can be compared. Such a strategy requires an approach to
measuring QOL that has been validated in all groups to be compared, as
well as normative samples that are matched on characteristics thought to
be relevant to QOL; for example, sex, age, and socioeconomic status (SES).
Meeting such criteria is often difficult, which is why not many such com-
parisons have been reported to date.

Table 1 provides an example of the comparative approach to QOL
assessment in breast cancer. In this case, a common QOL assessment ques-
tionnaire, the Quality of Life-Cancer-30 items questionnaire (QLQ-C30), was
available. This questionnaire was developed by the European Organization
for Research and Treatment of Cancer for use in multicenter clinical trials,
and it been validated in many European countries, including Sweden and
Norway,”' and Gotay et al.”* validated the questionnaire in their primarily
Asian and Pacific Islander cancer patient population in Hawaii and found
that the factor structure was largely confirmed, construct validity was sup-
ported, and the subscales were internally consistent.”” Gotay et al.*> col-
lected QLQ-C30 data on American women with breast cancer in Hawaii
(N= 230), Carlsson and Hamrin** with Swedish breast cancer patients
(N= 362), and Hjermstad et al.*> with a large probability sample (N= 2892)
of Danish residents. The data were reported by sex and 10-year age
increments. This enabled a comparison between groups of similar sex
and age.
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TasLe 1. Comparison between Two Breast Cancer Studies and Population

Norms on the QLQ-C30°

QLQ-C30 Gotay et al.© Carlsson Population Norms®
subscale” and Hamrin?

PF 86.1 (17.6) 823 (21.4) 82,9
RF 86.9 (24.6) 85.0 (26.1) 90.7
EF 79.6 (18.8) 84.2 (19.9) 81.3
CF 84.7 (18.1) 89.8 (15.0) 86.2
SF 84.1 (22.2) 91.9 (17.5) 83.7
QL 80.6 (14.7) 77.0(21.2) 71.1
FA 24.0 (17.9) 21.6 (23.6) 314
NV 5.7 (14.9) 2.9(10.7) 3.7
PA 16.4 (17.0) 14.7 (23.6) 289
DY 10.6 (18.2) 17.0 (24.1) 15.4
SL 23.0 (25.8) 19.9 (27.2) 289
AP 8.2 (17.7) 3.4 (13.3) 4.8
co 11.6 (21.2) 6.6 (17.5) 15.2
DI 45(12.9) 4.9 (14.8) 10.2
FI 18.0 (27.5) 5.1 (16.1) 12.1

4QLQ-C30 refers to the Quality of Life-Cancer-30 items questionnaire.”!

AQLQ-C30 subscales are as follows: PF = Physical functioning, RF = Role functioning,

EF = Emotional functioning, CF = Cognitive functioning, SF = Social functioning,

QL =Global quality of life, FA = Fatigue, NV = Nausea and vomiting, PA = Pain,

DY = Dyspnea, SL=Insomnia, AP = Appetite loss, CO = Constipation, DI = Diarrhea,

Fl = Financial difficulties. Numbers reflect means and standard deviations in parentheses.
“Gotay et al.?¥ US sample with 75% Asians and Pacific Islanders.

“Carlsson and Hamrin™ Swedish sample.
“Hjermstad et al.** General Norwegian population sample. Reported data were com-
bined from women 50 to 59 and 60 10 69 for comparison with breast cancer patients,

As can be seen in Table 1, QOL was similar in all three groups, leading
to the tentative conclusions that breast cancer survivors report QOL similar
to women in the population at large, and that breast cancer patients in the
US report similar QOL to breast cancer patients in Sweden. One difference
across the three groups can be seen in the Financial (FI) subscale, where
higher numbers mean more problems. The US patients reported more prob-
lems, consistent with the personal expense that is more likely associated
with medical expenses in the United States compared to Scandinavia, where
health care and social services are more widely available.

Advantages and Disadvantages of Normative Comparisons

While comparisons using normative data can be quite informative, there
are limitations to such approaches. For example, there are a number of
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differences between the United States, Sweden, and Norway, and across
the specific samples, that should also be considered in comparisons.
Information on SES would be particularly useful, although equivalent indi-
cators of SES can be difficult to define cross-culturally. In addition, QOL
may change over time, and normative data may become outdated. For
example, it is hoped that with the advent of targeted cancer therapies, can-
cer treatment will become increasingly less toxic®®; thus, current norms for
cancer-related QOL will become inappropriate comparisons in the future.
Results from single studies should be replicated, and the sample sizes
expanded. However, as more QOL questionnaires are validated for use in
different cultures, normative data should become more stable, interpreta-
tion of the meaning of specific numerical scores for patient well-being clar-
ified, and comparisons like the one in Table 1 increasingly informative.

COMPARATIVE STUDIES
As shown in Table 2,** ?** a number of studies have compared QOL in
two or more different groups within a single study.”’ Fourteen studies were
identified. Medline searches for the terms “cancer,” “QOL,” and “cultural or
ethnic” were supplemented by searches with the names of specific ethnic-
ities, races, and nationalities, and additional studies were identified through
hand searches of relevant journals. Criteria for including studies in Table 2
were that more than one ethnic/cultural group was represented, that empir-
ical patient-reported findings were presented and that at least one dimen-
sion of QOL was assessed. Studies that looked only at variables such as
social support or coping were not included. Given the challenges of this
kind of search, it is probable that we did not identify all studies in the pub-
lished literature; however, Table 2 provides a representative listing.

All of these studies have used quantitative methods, although some
sample sizes are so small that the data interpretation takes on a qualitative
tone.”’ Two studies were from Europe,’>® one compared QOL in the
United States with a Portuguese sample,”* and the remainder compared
subgroups within the United States. The most frequent comparisons were
between African Americans and Whites (six studies), or African Americans,
Whites, and Hispanics (two studies), or African Americans and Hispanics
(one study). Two studies compared Whites and Asians, with the addition
of Pacific Islanders in one study. Consistent with much of the psychosocial
oncology literature, the majority of studies focused on or included breast
cancer patients.” As shown in Table 2, every study except one™ found eth-
nic or cultural differences, many of which persisted even after multivariate
analyses that controlled for socioeconomic and other factors.
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The breast cancer studies, or studies of more than one site that presented
results separately for breast cancer, are discussed in more detail in order to
give a sense of the research that has been conducted to date. Two studies in
breast cancer patients assessed QOL in largely European samples (although
both studies”™ included patients from Australia, and Bernhard et al.* also
from New Zealand and South Africa). Both studies were in the context clin-
ical trials of cancer treatment. Such trials offer methodological advantages
including the ability to specify tumor and treatment, large sample size, and
attention to quality control of the data. In one study, Bernhard et al.*
assessed QOL in a large sample of women from various countries who had
received initial surgery for Stage II breast cancer. The report found significant
differences between ethnic groups in all five QOL dimensions measured.
For example, regarding mood, the Slovenian-speaking patients reported the
lowest mood, while the Italian-speaking Swiss reported the highest. De Haes
and colleagues™ assessed QOL in Stage I breast cancer patients. Their
national/language groups were largely nonoverlapping with the groups of
Bernhard et al.,32 and the QOL measure was different. Nonetheless, ethnic
differences were found with consistent and large differences between the
group with the lowest (French) and the highest scores (Finnish).”

The study of Kagawa-Singer et al.’' of White (N=12), Chinese
American (N = 11), and Japanese American (N = 11) breast cancer survivors
found that both age and acculturation affected communication of distress.
Older women, particularly older Asian women, were less likely to report
depression. Less acculturated women reported fewer psychosocial problems
and more medical problems than more acculturated Asian women, whose
responses were similar to those of the White women. In addition, the White
women were three times more likely to request help than Japanese
Americans, and two times more likely than Chinese Americans to do so.

Gotay et al.” assessed breast cancer patients from four ethnic groups
(Filipino, Native Hawaiian, Japanese, White) within 5 months of diagnosis
using the QLQ-C30. Scores for emotional functioning, nausea and vomiting,
and symptom count varied significantly according to ethnicity. In all
instances, the Filipino women reported worse outcomes than the other
groups, which did not differ. In almost every other subscale, Filipinos were
the population experiencing the lowest level of functioning among the four
groups and the highest symptom levels, even though the differences were
not statistically significant. In multiple regression analyses, ethnicity
explained additional variance in all three outcomes (emotional functioning,
nausea/vomiting, and symptom count) even after clinical and demographic
variables were entered.

Spencer et al.® investigated psychosocial issues in White, Hispanic, and
African American breast cancer patients who had been diagnosed during
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the past year. They found that, controlling for age and clinical variables,
Hispanic women reported the highest levels of distress, while African
American women reported the lowest levels. This pattern of results held
across both the concerns reported by the women (including “life and pain,”
a factor derived from data reduction in this study, sexuality, work concerns,
partner concerns, and concerns about seeing one’s children grow up) and
subjective well-being (including emotional distress, social disruption, sex-
ual disruption, and femininity).

Bourjolly et al.”’ studied African American and White women who had
received breast conserving surgery and radiation therapy for early stage
breast cancer. They assessed social functioning as well as a number of pre-
dictive factors, including social support network, coping style, health locus
of control, religiosity, and appraisal of cancer’s impact. Results indicated
that African American women had worse social functioning, even control-
ling for a number of other medical and social variables. The same rela-
tionships were found for household activities.

The study of Ashing-Giwa et al.*® on African American and White long-
term breast cancer survivors found univariate differences between the
groups on several standardized measures of QOL, with African Americans
expressing poorer QOL, general self-rated health, and stress. However, in
multivariate analyses controlling for demographic variables and life stress,
no ethnic differences were found. The authors suggest that socioeconomic,
life stress, co-morbidity, and living situation were important predictors of
QOL in breast cancer patients. This study points out the importance of con-
sidering additional variables that may be correlated with ethnicity, rather
than concluding that differences among ethnic groups in a particular study
are due to ethnicity per se.

Advantages and Disadvantages of Comparative Studies

Advantages to including multiple groups in the same study include a stan-
dard approach to recruiting and enrolling study participants, collection of
data at the same time, use of common metrics, and the ability to put the
findings for any one group into context. One challenge is identifying com-
mon metrics that are equally applicable for all groups in the study, as will
be discussed in more detail below. It is a common temptation in compar-
ative studies for investigators to choose QOL measures that have been used
by other researchers in the target ethnic groups and have demonstrated rea-
sonable psychometric properties, without really examining the question-
naires in terms of their items and match to study purposes. Careful selection
of questionnaires is important, since content varies, as well as additional
psychometric development that may sometimes be required.
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It is difficult to draw conclusions about trends in these studies, given
that there is so much variability in cultural groups, types of cancer and
other clinical characteristics, and QOL measures used. However, it is clear
that sometimes, apparent ethnic or cultural differences may be due to other
factors. For example, the univariate or bivariate ethnic differences found in
Ashing-Giwa et al.,” Deimling et al.”’ and the Gotay et al.” prostate can-
cer analysis were not maintained in multivariate analyses that controlled for
other variables such as age, life stress, co-morbidity, and other factors.
However, the univariate and bivariate analyses are still important and may
be especially useful for clinicians, as they are likely to see patients as whole
individuals, not in terms of multiple predictors. Thus, an oncologist may
find it useful to know that QOL may be lower in Filipino prostate cancer
patients, who may also be younger, recent immigrants, and less likely to
have received radiation therapy (data from Gotay et al.”’). In a number of
studies, as shown in Table 2, ethnic differences remained after many other
variables were controlled for,”*"****373% indicating that ethnic group mem-
bership per se can be an important correlate of cultural differences in QOL.

MEASUREMENT OF QOL

Given the centrality of patients’ evaluations of their own well-being to
QOL, self-reports obtained from the individuals themselves are the primary
way such information is collected. In cancer research, self-reports are most
commonly gathered using standardized questionnaires and interviews. This
methodology stems to some degree from the prevalence of QOL assess-
ment in clinical trials of cancer therapy. In the setting of clinical trials, meas-
ures that are minimally intrusive in the busy clinic environment and that
can be readily replicated over multiple sites of data collection are required.
It is clear that the questions included in such surveys must be easily under-
stood and language-appropriate. We will discuss briefly equivalence across
cultures, and some QOL instruments that have been useful in cross-cultural
cancer patient studies to date. The reader is referred to publications that
provide detailed discussions of how to develop and ensure cross-cultural
validity of QOL instruments.***

Assessment tools used in cross-cultural comparisons need to be exam-
ined to ensure that they are equivalent across groups. Several types of
equivalence are desirable™: semantic equivalence (do the words and phrases
have similar meaning?); idiomatic equivalence (do any idioms or colloqui-
alisms have the same meaning?); experiential equivalence (are illustrative
situations comparable: eg, asking if a patient can drive as an indication of
access to transportation may not be meaningful in a culture where personal
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automobiles are rarely used); and conceptual equivalence (is the concept
being measured equally meaningful in across cultures?). Stewart and
Napoles-Springer’” include three additional aspects of equivalence: opera-
tional equivalence (is the mode of administration, survey format, respon-
dent burden, patient recruitment consistent across groups?), psychometric
equivalence (are the standard psychometric properties, such as factor struc-
ture, internal consistency, and test-retest reliability comparable?), and criterion
equivalence (eg, is interpretation of scores and cut-offs the same?). Clearly,
developing instruments that meet standards for cultural equivalence of QOL
instruments is a rigorous process.

Several comprehensive reports analyzing the performance of QOL
questionnaires across cultures have been reported**° Although these
reviews did not examine every aspect of equivalence listed above, they
provide a useful evaluation of current QOL questionnaires used in cancer
patient populations. Aaronson® focused on five leading QOL question-
naires that had been applied cross-culturally: the Functional Living Index-
Cancer (FLIC),” the Cancer Rehabilitation Evaluation System (CARES),”' the
Rotterdam Symptom Checklist (RSCL),”the EORTC QLQ-C30,*' and the
FACT." All of these questionnaires were developed for cancer patient pop-
ulations, to assess multiple aspects of patient functioning, and are designed
to be self-administered questionnaires. They are currently available in mul-
tiple languages: FLIC—19; CARES—4; RSCL—at least 7; QLQ-C30—37; and
the FACT—more than 40, and the EORTC and FACT teams have established
standardized translation and review guidelines.” According to Aaronson,*
considerable information on the psychometric properties of the QLQ-C30
and FACT are available, and less on the other three questionnaires.
Aaronson® found that the psychometric performance of all five scales has
been very good, and the weaknesses of the questionnaires that were appar-
ent from the original validation tests of the different tools were confirmed
in studies based in other cultures. For example, the cognitive functioning and
emesis subscales of the QLQ-C30 consistently demonstrate lower consistency
than the other subscales, as do the social and emotional subscales of the
FACT. Aaronson® recommends that any of the questionnaires may be rea-
sonable choices to assess QOL in a given study; however, because the spe-
cific content of the scales varies, the investigator needs to review the items
and wording to determine which is the best choice for use in a given study.

DISCUSSION

Much of the literature discussed in this chapter is recent, having been pub-
lished in just the past few years. Thus, it is apparent that more interest is
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being directed at understanding how cultural factors affect QOL and other
outcomes in cancer patients and survivors.”>> There is considerably more
work that needs to be done. We will focus on three areas that deserve
special attention.

The Need to Include Members of the Target Cultural
Groups in Study Design and Implementation

Researchers need to consider what is important to members of a particular
culture to develop a meaningful QOL instrument. In addition, it is also
important to consider the cultural appropriateness of the research methods
themselves. For example, in many cultures, such as Native Hawaiians, face-
to-face communication is very important. For this reason, techniques such
as telephone interviews or mailed surveys may be seen as culturally inap-
propriate, irrelevant, or insulting. While many North American patients are
quite experienced in completing survey forms and answering questions
using scaled responses, linear scales, or computer scannable “bubble
forms,” other groups without these experiences may find such approaches
impossible to understand. The cultural implications of the gender, age, and
ethnicity of the interviewer, or person who administers an outcome assess-
ment, may have a considerable influence on the data obtained, as sug-
gested in the discussion of the Moore' study. For instance, a female might
be very unlikely to discuss certain topics with a male, an older person to
self-disclose to a younger interviewer, an African American with a White,
and so forth. The importance of input and involvement of informants and/or
collaborators who are knowledgeable about the target culture cannot be
overestimated.

The Need to Recognize that Cultural Considerations
are Important for all Patients

A considerably larger body of literature could have been used to inform this
chapter if the emphasis -had been on “American perspectives on QOL” since
much of the literature to date has been based on studies in White, non-
Hispanic cancer patients in the United States. However, cultural variables
within the American experience are seldom pulled out for intensive exam-
ination; the Freedman'? study illustrates an exception. However, it is worth
reiterating that all patients are part of a culture, not only individuals who
belong to minority groups, people who live in other countries, or those
who are immigrants. Cultural aspects of values and appropriate behaviors
are often invisible to members of “majority” groups, or when all individu-
als share the same values; however, it is through comparison with other
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groups that implicit cultural assumptions often become apparent. These
cultural factors are key variables, along with life experiences, SES, and per-
sonality differences that affect the meaning of cancer for individuals and
families, as well as its impact on QOL. As Burkett™ points out, “culture ... is
not an optional factor that only sometimes influences health and illness; it
is a prerequisite for all meaningful human experiences, including being
ill ... among all people, not just members of ‘exotic’ cultures” (p. 287).

The Need for Theory in Studies of Cultural and Ethnic Differences in QOL

The majority of the studies in this nascent literature attempted to see if
there were, in fact, ethnic, cultural, or national differences in QOL out-
comes. This is a reasonable start to understanding group differences. For
instance, considerable effort goes into activities such as documenting dif-
ferences in cancer incidence and survival in various groups across the US
and internationally to understand patterns of cancer. Yet, the documenta-
tion of such differences is only the first step in understanding why such
variation occurs and how negative outcomes can be modified. Some of the
studies described herein were remarkably devoid of explanatory mecha-
nisms for the ethnic differences detected. For example, the studies by
Bernhard et al.’* and de Haes et al.** uncovered major group differences
within a largely Western European sample that might have been expected
to be homogenous. Some findings seem contradictory: for example, in the
Bernhard®® study, Swedes had among the lowest scores, while in the de
Haes™ study, Finnish had among the highest scores. Still, because no addi-
tional information was collected beyond national origin and language
group, it was impossible to know why such profound and perplexing dif-
ferences emerged, and no explanations were offered.

More work is needed to understand the interplay of different QOL
assessment tools in various population groups, as well as the effects of
response styles, which have been shown to differ from one culture to the
other. For example, Asians have been shown to avoid extreme responses
on scales of emotion (eg, Lee™), and respondents of different ethnicity
have been shown to be more likely to give socially desirable responses.”
It may be that comfort in disclosing emotions varies cross-culturally. In an
upcoming study, we are planning to explore this hypothesis by including
a measure of emotional expressiveness to try to understand if the consis-
tently higher distress reported by Filipinos in our studies reflects greater
emotional expressiveness in Filipino culture. Such studies are needed to
move this field beyond a study of ethnic differences to a study of cultural
differences. Ethnicity can serve as a “shorthand” for shared cultural values,
beliefs, and behaviors; however, to truly understand culture, values, beliefs,
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and behaviors need to be assessed directly. In fact, as underlying principles
are elucidated, the distinctions among “ethnicity,” “race,” and “culture”
become less relevant. In the future, we may not need to ask cancer patients
to choose ethnic labels to describe themselves, but instead ask them ques-
tions such as how comfortable they feel discussing their feelings, the sig-
nificance of independence in their lives, and the differential importance of
group versus individual achievement—all areas that are thought to under-
lie cultural variations.”’

In addition, the important role of traditional medical care needs to be
considered in understanding QOL in diverse populations. Patients often
turn to complementary and alternative (CAM) medicine to treat their can-
cer, many of which are based in their cultural beliefs about causes of can-
cer and appropriate remedies to treat the disease (see also chapter 10 by
Ernst, this volume). Current uses of CAM treatments, generally, are wide-
spread among the United States population. Eisenberg et al.’® in a United
States nationally representative study found that 42% of adults used some
CAM during the previous year for various illnesses. Within the United
States, there is evidence that CAM use in cancer varies according to eth-
nicity. Lee and colleagues™ studied CAM use in newly diagnosed breast
cancer patients of multiple ethnicities (N= 373). Differences were found
among ethnic groups, as African Americans were most likely to use spiri-
tual healing, Chinese women were most likely to choose herbal remedies
and dietary therapies, Whites were most likely to choose psychological
therapies such as counseling, meditation or imagery, and dietary therapies,
and Hispanics were most likely to use dietary methods and spiritual heal-
ing. Maskarinec et al.”” included 1168 patients with invasive cancer and
found that CAM use was highest among Filipino and Caucasian patients,
intermediate for Native Hawaiians and Chinese, and significantly lower
among Japanese. Some ethnic preferences for CAM followed ethnic folk
medicine traditions, for example, herbal medicines by Chinese, Hawaiian
healing by Native Hawaiians, and religious healing or prayer by Filipinos.
Further research is needed to understand and how it is linked to cultural
beliefs and values and how CAM use affects QOL.%!

CONCLUSION

Research on QOL in cancer patients from different cultures offers the
potential for fascinating insights that will guide the development of cultur-
ally appropriate cancer treatment and supportive care to improve patient
well-being. Such studies will help to explain which impacts of cancer
and cancer treatments are invariant across groups, and which aspects are
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culture-specific. With increased cultural mixing—both internationally and
interpersonally, as a result of increased numbers of inter-ethnic marriages—
the situation becomes even more interesting and challenging. The literature
to date has documented that there are ethnic and cultural differences in
cancer-related QOL, and there are validated approaches to measure QOL
across cancer patients from different cultural groups. Further development
of this field will depend on complementary information from both qualita-
tive and quantitative methods. Such research has the potential to further
our understanding of the impact of cancer on QOL in the international
arena, as well as closer to home.
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CHAPTER 4

Cancer and Aging
A Biological, Clinical, and Cultural Analysis

Lodovico Balducci, Darlene Johnson, and Claudia Beghe

INTRODUCTION

By and large, cancer is a disease of old age. In the Western world, more
than 50% of all cancers occur in the 12% of the population aged 65 to 95."?
Due to the extended life expectancy of certain populations in the Western
context, this percentage is expected to increase with the aging of the global
population.”* As such, strategies for effectively preventing, managing, and
controlling cancer hinge on the successful communication between clini-
cians and aged individuals. Clinicians should be able to illustrate preventa-
tive and treatment options available to the older person, patients should be
able to state their desire and priorities for the conduction of their own lives;
clinicians and patients together should reach a consensus for the most suit-
able choices in individual situations. Additionally, to be effective, these
messages need be congruent with the special needs and aspirations of
increasingly culturally diverse patients with cancer.’ In this chapter, we
establish a conceptual frame of reference where different experiences of
aging may be accommodated, and different strategies for care may be
explored. We specifically seek to address the following concerns: What is
aging? We will first define aging. Then we illustrate the biological, functional,
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medical, social, and emotional changes associated with aging. We further
propose an assessment of physiologic rather than chronological age. We
then proceed to investigate the influence of life expectancy, age-related
changes in function, co-morbidity, social and emotional support on cancer
prevention and treatment. What are the age-related barriers to cancer pre-
vention and treatment, with special focus on agism? Finally, what are the
ways in which we can effectively communicate with the older person
across culturally diverse contexts? In particular, we will examine the effects
of social and cultural contexts and of personal belief on communication.

DEFINITION OF AGING: BIOLOGICAL, PHYSIOLOGICAL,
FUNCTIONAL, MEDICAL, AND SOCIAL PARAMETERS

Aging may be thought of as a progressive reduction in tolerance of stress
due to a progressive declining functional reserve of multiple organs and
systems.” As a consequence of this decline, susceptibility to disease is
increased and ultimately the life expectancy is shortened. The causes of
aging are multiple and seemingly include an exhaustible functional reserve,
whose exhaustion is hastened by traumatic life events, such as diseases,
accidents, and financial and emotional stress. A number of biological events
are recognizable with aging which include:

1. Molecular abnormalities of cellular aging, such as an increase in the
formation of DNA adducts, DNA hypermethylation, point mutation,
expression of genes such as P16, that inhibit the cell cycle. Some of
these mutations mimic early carcinogenesis and enhance the vul-
nerability of older individuals to environmental carcinogens. All of
these events may compromise cell function and viability.””

2. Synthesis of abnormal proteins also may compromise cell function
and metabolism.”” These changes may result in abnormal metabo-
lism of cytotoxic drug and decreased sensitivity to these agents.

3. Decreased cell proliferation. Evolutionary pressures have selected
this for successful reproduction, making it likely that the aging of
an organism is an epigenetic and pleiotropic manifestation of the
optimization for early fitness. Indeed, antagonistic pleiotropy,
wherein genes that enhance early survival and function but are dis-
advantageous later in life, may play an overriding role in aging.®
This phenomenon, also known as proliferative senescence, may
paradoxically enhance the risk of cancer.”'® Senescent cells have
lost the ability to undergo apoptosis and produce a number of
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growth factors and proteolytic enzymes that may promote genomic
instability in terms of carcinogenesis and metastases.

4. Changes in body environment, including immune-senescence,'* may
increase the risk of infections and neoplastic diseases, endocrine
senescence, which may lead to osteoporosis, genito-urinary atrophy,
dementia, and a generalized catabolic status.”” Of special interest,
aging has been associated with increased concentration in the circu-
lation of catabolic cytokines, such as Interleukins a),"**!° tumor
necrosis factor (TNF), tissue growth factor-8 (TGF-8), which may be
responsible for reduced anabolic activity and dysfunction of the
central nervous system,12 bones,"” muscles,'* and may inhibit hemo-
poiesis.”” These findings underlie the hypothesis of aging as a
chronic inflammation, and further propose that signs of chronic
inflammation, such as increased concentrations of D-Dimer and
C-reactive protein in the circulation may reflect loss of functional
reserve, that is, the ability to cope with stress.'o18

5. Reduced function of different organs and systems: for example, a
decline in glomerular filtration rates, maximal respiratory capacity,
and splanchnic circulation is almost universal, whereas nerve con-
duction is remarkably preserved.”

In addition, personal and environmental resources, including formal
and informal support networks, may also decline with aging. Moreover, as
cognition declines so does the ability to process new information and to
adapt to new situations. Decline in taste, social and emotional isolation,
and depression may lead to malnutrition. For instance, reduced eyesight
may compromise access to transportation and performance of simple activ-
ities, and these problems are generally worsened by social isolation.'**’

Clearly, aging involves the interaction of different domains and is highly
individualized. Thus, the clinical evaluation of the older person needs to
account for individual changes in each of these domains. For these reasons,
a multidimensional assessment of the older person may provide necessary
clues to individual life expectancy, functional reserve, emotional and social
needs, and allows the formulation of individual management plans.

THE ASSESSMENT OF AGING

The Comprehensive Geriatric Assessment (CGA)

A CGA (Table 1) has been used for a long time as the standard form of
assessment of older individuals.
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TaeLE 1. The Comprehensive Geriatric Assessment (CGA)

Parameter Assessment

Function Activities of Daily Living (ADL)
Eating, dressing, continence, grooming,
transferring, going to the bathroom
Instrumental Activities of Daily Living (IADL)
Use of transportation, management of money
and medications, shopping, ability to provide
own meals, ability to perform laundry, house
management, and use of telephone
Performance status

Co-morbidity Number of co-morbid conditions
Seriousness of co-morbid conditions
(co-morbidity index)

Socioeconomic issues Living conditions
Presence and adequacy of caregiver
Income
Access to transportation

Geriatric Syndromes Dementia
Minimental status (MMS), other
Depression
Geriatric depression scale (GDS)
Delirium
For minimal infection or medication
Falls
(=1/month)
Osteoporosis
(spontaneous fractures)
Neglect and abuse
Failure to thrive
Dizziness
Polypbarmacy Number of medication
Drug-drug interaction

Nutrition Nutritional risk
Mini nutritional assessment (MNA)

Function

Function is assessed as performance status (PS), Activities of Daily Living
(ADLs), and Instrumental Activities of Daily Living (IADLs). Function is pre-
dictive of mortality, which at 2 years is less that 10% for individuals aged 70
and older who are fully independent, increases to around 15% for those
dependent in one or more of the IADLs, and is higher than 20% for those
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dependent in one or more ADLs.”'* Dependence in IADLs is also associ-
ated with increased risk of dementia at 2 years and has been associated
with increased risk of chemotherapy-induced neutropenia in two prospec-
tive studies. IADL, ADL, and PS appeared poorly correlated with each other
in two perspective studies and it is recommended that they be independ-
ently evaluated.***

Co-morbidity

S . o L 21,2627 .
Co-morbidity is also associated with increased mortality,”"***’ increased

risk of functional dependence,”’” and reduced tolerance of cytotoxic treat-
ment.”** The assessment of co-morbidity remains controversial for a vari-
ety of reasons.”’ Satariano and Ragland demonstrated that the risk of
mortality in older women with breast cancer was correlated to the number
of co-morbid conditions, chosen among seven conditions.”® This simple
approach fails to account for the severity of each condition that is instead
reflected in the co-morbidity scales, devised by several authors. Of these,
the Cumulative Index of Related Symptoms-Geriatrics (CIRS-G) is the most
manageable in our opinion, because it proved more sensitive than other
scales® and its final score may be translated into the score of another scale
of common use in epidemiological studies, the Charlson’s scale.

Among co-morbid conditions, anemia is of special interest.>’ The inci-
dence and prevalence of anemia that increase with age is an independent
risk factor for death,*** myelosuppression from cytotoxic chemother-
apy,”" fatigue and functional dependence.*® In studies involving patients
with chronic renal failure, anemia was associated with increased risk with
congestive heart failure and dementia, which were averted by correcting
anemia with erythropoietin.**>* In cancer patients, anemia was associated
with reduced survival, while correction of anemia with erythropoietin may
improve survival.*

Geriatric Syndromes

These are conditions typical, if not specific, to aging and are associated
with decreased life expectancy.”*’ Geriatric syndromes are associated with
reduced life expectancy and are considered a hallmark of frailty,”**°a con-
dition with negligible functional reserve. Only when these conditions inter-
fere with a person’s daily life are they considered the Geriatric Syndrome.
For instance, delirium must be unexpected and occurs in association with
medications or mild infections that do not cause delirium in a healthy
elderly. Incontinence must be complete and irreversible. Falls must occur

at least three times a month or the fear of falling prevents regular activities,
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such as walking, and vertigo must be continuous and must interfere with a
person’s movements. As a characteristic of geriatric syndromes, depression
deserves special attention. The scope of this condition is broad and its con-
sequences on survival and quality of life are far-reaching. While only severe
depression is generally considered a geriatric syndrome, the clinician
should be aware that even subclinical forms of depression are associated
with increased risk of mortality.*' For this reason, older individuals should
be considered at high risk for depression and should undergo screening for
this condition, which may be reversible, particularly in the early stages of
cancer.”>* The high prevalence of depression may derive in part from the
social changes of aging including isolation from dissolution of nuclear fam-
ily and waning of social relationship due to disease, disability, and death.
Depression may also underlie the high rate of suicide among elderly indi-
viduals. For example, they are both also particularly high among certain
ethnic groups such as the Chinese. **® In addition, several simple instru-
ments, including the Geriatric Depression Scale may be used to screen can-
cer patients for depression.*

Social Resources

The issue of social resources is of particular relevance in the Western con-
text, where the dissolution of the nuclear family has coincided with the dis-
solution of the informal support network, while the formal network may be
expensive and cumbersome.'”?® Of these social resources, of central
importance is the home caregiver who should be able to recognize and
manage emergencies, to provide physical and emotional support to the
patient, to mediate conflicts within the family and between the family and
clinicians.”” Caregiving for an ill elderly person may be very stressful and
could be a cause of morbidity and mortality to the caregiver. For instance,
recent studies suggest that many caregivers consider their health to be
poorer than that of age-matched peers and approximately 80% of care-
givers suffer from depression. The stressful situation of caregivers makes
their job more difficult because the carereceiver’s symptoms and emotional
state™ influence it. As the caregiver may turn into the most effective ally of
the clinician, it behooves the clinician to provide adequate training and
support to the caregiver, and to maintain this uniquely precious resource.

Nutrition

The prevalence of protein/calorie malnutrition increases with age.
Malnutrition is a risk factor for functional dependency,””® mortality,”"*?
and chemotherapy-associated complications.” In the majority of cases,
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malnutrition of older individuals is preventable or reversible. A simple
screening test of international use, the Mini Nutritional Assessment (MNA)
identifies patients who are malnourished and those at risk of becoming
malnourished.”

Polypharmacy

Polypharmacy is the assumption of multiple drugs, some of which are
redundant or unnecessary.” The prevalence of polypharmacy increases
with age. Among cancer patients aged 70 and older, polypharmacy was
present in 41% of cases.”** Polypharmacy reflects a common problem of
elderly patients in developed country: the absence of a primary care clini-
cian.”® This problem is further compounded by the availability of alterna-
tive medicine products. Although polypharmacy may be appropriate in few
cases, it may increase the risk of drug interactions and iatrogenic diseases
as well as the cost of care.

The benefits of the CGA in the general geriatric population include
reduction in the number of hospitalizations, maintenance of functional
independence, and the potential improvement of survival and related out-
comes.””” In the management of the older cancer patients, the CGA has
succeeded in the following.

1. Preparing the patient for cancer treatment by discovering unsus-
pected conditions that may interfere with the treatment.******! For
example, the application of the CGA to 15 women aged 70 and over
has resulted in 17.2 new intervention for patients that would have
been omitted without the CGA.® Three studies explored prospec-
tively the CGA in cancer patients aged 70 and above. Dependence in
IADL was present in approximately 70% of these subjects, some
degree of co-morbidity in more than 70%, and dementia, malnutri-
tion, and depression in approximately 20% each.***>°!

2. Estimation of life expectancy and treatment tolerance. The risk of mor-
tality increases with the risk of functional dependence, the severity of
co-morbidity, the degree of dementia and depression, malnutrition,
failure to thrive, falls and neglect and abuse (Table 2) 21005 Ty
recent studies demonstrated that IADL dependence was an inde-
pendent risk factor in chemotherapy complications.”* In addition,
the discovery of certain co-morbid conditions, such as history of
heart disease, diabetes, or peripheral neuropathy may exclude
medications that are toxic to certain organs.

3. The assessment of the social situation, living conditions, economic
resources, and caregiving opportunities.
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TasLe 2. The Vulnerable Elderly Survey 13 (VES-13)

Element of Assessment Score

A. Scoring system
Age
® 75-84
® =385
Self-reported health
® Good or excellent 0
® Fair or poor
ADL/IADL. Needs helps in
® Shopping
® Money management
® Light housework
® Transferring
® Bathing
Activities. Needs help in
® Stooping, crouching 1
or kneeling
® Lifting or carrying 1
101lbs
® Writing or handling 1
small objects
® Reaching or extending 1,
arm above shoulder
® Walking 1/4 mile 1
® Heavy housework 1

— o

e e

B. Vulnerability scores, functional decline, and survival

Score Risk of functional decline or death (%)
1-2 11.8
3+ 49.8
1-3 14.8
4+ 54.9

4. The institution of a common language in the description of older
individuals. This common language may facilitate the interpretation
of clinical data and clinical trials, which are often marred by the
diversity of the older population. Hamerman in important research
has recognized four states” and has proposed a conceptual frame-
work for the nosology of aging. These include a primary state of full
independence, an intermediate state in which persons start devel-
oping dependence, a secondary state or “frailty” in which patients
have exhausted every functional reserve, and a fourth state, or near
death.
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However, the application of this model to clinical practice is hindered
by two problems: lack of a common definition of frailty and the wide
gamut of conditions encompassed by the intermediate state. Most defini-
tions of frailty include dependence in one or more ADLs, the presence of
one or more geriatric syndromes, and serious co-morbidity, which inter-
feres with the person’s daily life. Still, it is not farfetched that in a near
future we will be able to reach a clinical consensus about this condition
and study its clinical implications in the clinical arena. Rather, the bound-
aries of the intermediate state represent a more serious problem and more
precise clinical criteria to subclassify this state appear desirable. Despite
these limitations, the CGA is the basis of an algorithm for cancer treatment
in the older person and is of common use in our institution for management
of patients aged 70 and older with chemotherapy (Figure 1). In this algorithm
it should be noticed that symptom management may include low doses of
chemotherapy, such as capecitabine, low doses of taxanes, navelbine, and
gemcitabine, that in some frail patients may be more effective and
better tolerated than opioids.*’ This algorithm may be used as frame of ref-
erence in clinical practice and fine-tuned as our understanding of aging
improves.

Limits and Evolution of the CGA

Undoubtedly, the CGA has given an important contribution to the
understanding of aging and to the management of older individuals.
However, the CGA in its present form has two major limitations:

¢ ]t is time- and resources consuming.

* The wealth of information of the CGA needs to be integrated into
simple index predicting life expectancy, risk of chemotherapy-
related toxicity, and more in general of the risk of functional decline.

As a consequence, a number of simple and timesaving screening tests
have been proposed “in lieu” of a comprehensive assessment. Elderly who
screen positive are considered at increased risk of death and functional
decline and need a more comprehensive assessment to establish whether
their condition is reversible with appropriate medical and social care. Of
these screening tests, two deserve special attention. The Vulnerable Elderly
Survey 13 (VES-13) is a 13-item questionnaire that may be self-administered
in the clinic waiting room and requires only few minutes (Table 3).% This
instrument is appealing, because it has been tested in home dwelling eld-
erly, that reflect the majority of older cancer patients. And it has been well
validated as a score of 4 or higher indicates an almost fourfold increase in
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Life-
expectancy
LE > Cancer LE < Cancer
CGA
v
Observation
Symptom
management
ADLs
Independent IADL Severe
Moderate Comorbidity
comorbidity
Full
Treatment
v
Special Precautions:
¥ Initial dose
reduction;
¥ caregiver

FIGURE1 Algorithm for decisions related to cancer treatment in older individuals.

risk of death and functional decline. In addition, the VES-13 score may also
reflect the influence of co-morbidity on survival and functional decline,
because the addition of a co-morbidity score did not change the predictive
value of the VES-13. Of concern is the fact that the VES-13 is heavily
weighted by age. Thus, it may tend to overestimate the risk of death and



Cancer and Aging

87

TasLe 3. Pharmacologic Changes of Age That May Influence Cancer Chemotherapy

Pharmacokinetic changes
Absorption

Renal excretion

Hepatic metabolism

Biliary excretion
Volume of distribution (Vd)
for hydrosoluble drugs

Pharmacodinamic changes
Increased prevalence of
multidrug resistance

Decreased intracellular
drug metabolism

Reduced ability to repair
DNA damage

Susceptibility of special
organ-systems
Hemopoiesis

Reduced

Reduced

Reduced activity of phase |
reaction, the effects of
phase II reactions not clear
Probably unchanged
Reduced due to decreased
total body water and serum
albumin concentration. May
be worsened by anemia,

as many agents are bound
to red blood cells

* Increased prevalence
of MDR1 expression
in AML
Decreased tumor
growth fraction
Increased tumor
anoxia
¢ Abnormalities of
enzymes that are the
target of
chemotherapy
Decreased intracellular
concentration and activity
of drug metabolizing
enzymes
Longer persistence of
cellular damage in
normal cells

* Reduced reserve of
hemopoietic stem
cells

* Reduced production
of growth factors

¢ Malnutrition

Does not seem to affect
bioavailability of oral agents
May increase toxicity of
agents whose parent
compounds are excreted
from the kidneys; and of
active metabolites of other
agents

Unknown consequences

Irrelevant

May be associated with
increased toxicity; correction
of anemia is recommended

Decreased treatment

effectiveness

Enhanced risk of toxicity

Enhanced risk of toxicity

Increased risk of neutropenia
and thrombocytopenia for
moderately toxic
chemotherapy (CHOP and
regimens of similar dose-
intensity)

continued
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TasLe 3. (continued)

* [ncreased
concentration of
circulating cytokines

that inhibit
hemopoiesis
Gastrointestinal mucosas ¢ Reduced stem cell Increased risk and severity
concentration of mucositis from fluorinated
¢ Enhanced pyrimidines
proliferation of
cryptal cells
Myocardium Reduced concentration of Increased risk of
sarcomeres cardiotoxicity
Central and peripheral Reduced number of Increased risk of
nervous system neurons neurotoxicity

functional decline for the oldest individuals. Also of concern is the lack of
questions related to nutrition, pharmacy, social support, cognitive, and
emotional status.

The other screening test is a test of physical performance (get up and
go) that consists in asking a person to get up from an armchair, walk ten feet
and back, and sit again. A score of 1 is given for each one of these points:
requiring more than 10s to complete the movement, uncertain gait, and the
need to use the elbow to get up. The higher the score, the higher the risk
of functional dependence in the next two years.67 It appears reasonable to
perform an “in depth” CGA in all patients with a score of 1 and higher. No
information exists about the sensitivity of this test for co-morbidity, depres-
sion, memory disorders, and the need for social support. Prior to being used
“in lieu” of the complete CGA, this test needs validation in clinical trials.

A clear interrelation exists between function, co-morbidity, cognition,
depression, and nutrition.***¢77° Two possible models of interaction are
considered (Figure 2). In Model A, function recapitulates all other parameters
in the assessment of life expectancy, functional decline, and risk of
chemotherapy-related toxicity. The independence of the VES-13 score from
co-morbidity supports this approach. In Model B, a combined index is
required to integrate the various assessment parameters. This approach is
also supported by other studies, which indicate that life expectancy and
functional decline are complex functions.?"®

It should be noticed that the clinical impression is quite accurate in the
diagnosis of frailty.”' The real and yet unsolved problem is to establish how
many assessment parameters one needs to correctly classify that elusive
intermediate state to which the majority of older cancer patients belong.
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A
Cognition
comorbidity
B
Function
comorbidity

Function

Social support

Nutrition

Cognition

Combined index

Nutrition

Depression

89

Social support

Depression

FIGURE 2 Interrelations of comorbidity and other age-related changes.

For what concerns prediction of chemotherapy-related toxicity, an
index integrating the different risk of toxicity of different chemotherapy
regimens and the characteristics of individual patients is being studied in
our institution. This index is called Chemotherapy Related Assessment High

age patients (CRASH).
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Other Forms of Aging Assessment

The increased concentration of catabolic cytokines in the blood of older
individuals may aid in predicting which individuals may be at greater risk
of dying and functional decline. For sometime now it has been known that
the concentrations of IL-6 were increased in the circulation of patients with
different geriatric syndromes, and that these concentrations may predict
functional decline. Recently, Cohen et al. demonstrated that increased con-
centrations of both IL-6 and D-dimer in home-dwelling independent elderly
are associated with an almost threefold increased risk of functional decline
over 2 years.”” These data suggest for the first time the ability to assess
aging with laboratory tests. Other substances that may be helpful for this
purpose include C-reactive protein® and TNFE."

Geriatric Assessment in a Culturally Diverse Society

The construct of aging as a progressive loss of functional reserve is uni-
versal, but the effective assessment and management of aging may vary in
different cultural and ethnic contexts. For example, some of the IADLs may
be sex-specific in some cultures. Older men from Southern Europe or from
Southeast Asia may be uncapable of activities as housekeeping and laun-
dering, because these are considered mainly as womanly activities, whereas
in the same society, older women seldom are responsible for financial man-
agement. Likewise, in the Mediterranean and Latin world, as well as in
Southeast Asia, the main source of support may be represented by the
informal network (extended family) and in North America and Northern
Europe by the formal network (home care, government agencies, etc.), and
the evaluation of the social support may have a different focus. Especially
in the developing world, older individuals that grew up in a tribal context
may find themselves disoriented in an urban environment. More in general,
rapid developments in science and technology have produced substantial
societal changes that may affect the availability and the effectiveness of
cancer care in older individuals.
Few examples may illustrate the impact of these changes:

1. Medicine has become more and more specialized and primary care
providers as well as coordinators of care are becoming progres-
sively scarcer,”® with a progressive loss of care coordination. Older
individuals with multiple co-morbidity may then require multiple
visits to different medical offices and receive redundant and inter-
active prescription, which may hinder treatment compliance,



Cancer and Aging 91

increase the confusion about management, and enhance the risk of
treatment. In addition, with the fading of home care, elderly indi-
viduals need to negotiate complex drives as well as complex health
structure to be able to receive outpatient care.”*7®

2. The society has become increasingly mobile, which has contributed
to the dissolution of the nuclear family resulting in the loneliness
and paucity of social resources of older individuals.

3. Communication technology has changed dramatically over the last
decade with the pervasiveness of electronic communication. The
web has become a household tool probably of more common use
that the telephone was only 20 years ago. Older individuals may
feel intimidated by these new forms of communication that may
cause progressive social estrangement. It is important to note, how-
ever, that the new technology may also represent an opportunity of
better care for the elderly. In general, individuals over 65 appear
very receptive to learn computer technology and to benefit from it
in terms of quality of life.”” Additionally, telecommunication can be
of special help to the caregiver” and may reduce the need of diffi-
cult clinic visits for the disabled elderly.®’ Provision of this tool may
be highly beneficial to the older cancer patient.

4. Ethnic differences may be accentuated with aging. The Nobel lau-
reate (1990), Octavio Paz, has described in very convincing terms
how expression of one’s feeling is perceived as a form of self-
destruction in the Mexican American culture.*> While one must be
careful of such generalizations, certain cultural characteristics may
be particularly rooted in older individuals and may prevent the ade-
quate disclosure of medical problems.

Clearly, cultural competence does influence the way a person ages and
highlights the need for effective individualized communication.

In summary, aging is associated with a progressive reduction in the
functional reserve of different organ systems and in personal and social
resources. Some of these changes are universal, while others are culture
sensitive, may be complicated by rapid societal evolution and may influ-
ence effective communication with the clinician.

These age-related changes that tend to reduce life expectancy and tol-
erance of stress occur at a different rate in different persons and are poorly
reflected in chronological age. The CGA may provide a number of impor-
tant insight on the life expectancy, tolerance of stress, medical, and social
needs of the older person, but it is time consuming. Furthermore, the CGA
is inadequate in to classifying the largest group of elderly individuals, those
who are neither completely independent nor obviously frail.
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The ongoing challenges of aging research include:

1. validation of a screening test, capable of identifying those individuals
in need of an “in depth” CGA. The VES-13 and the get-up-and-go
test appear promising for this purpose;

2. integration of the different elements of the CGA in a single repro-
ducible index capable of estimating life expectancy, risk of func-
tional dependence, and stress tolerance. The VES-13 and other
index seem useful for this purpose, while the CRASH index may
identify individual risks of chemotherapy-related toxicity;

3. integration of laboratory and of physical performance tests in the
geriatric assessment.

After reviewing universal characteristics of aging, we will explore the
practical implication of aging for the management of cancer, in the
American Society and around the world.

UNIQUE AGE-RELATED QUESTIONS IN THE PREVENTION
AND TREATMENT OF CANCER

Four age-related questions have been noted in the literature and have been

shown to impact the effective treatment and care of elderly patients with
83

cancer™:

* Is the patient going to die of cancer or with cancer?

® [s the cancer going to influence a person’s function and quality
of life?

¢ [s the patient able to tolerate cancer treatment?

* What role can effective communication play facilitating better care in
these culturally diverse elderly patients?

Considerations of life expectancy mainly impact cancer treatment and
prevention efforts, including the management of slowly growing tumors
(localized prostate cancer, chronic lymphocytic leukemia, low grade
lymphomas), or adjuvant treatments for cancer, whose benefits are
expected years after treatment administration.* The average survival rate of
metastatic cancer, or of some hematological malignancies such as interme-
diate grade lymphomas or acute leukemia, is usually shorter than the life
expectancy of most elderly persons.”’ While few clinicians would recom-
mend radical prostatectomy in a 90-year-old man, or adjuvant chemotherapy
of breast cancer in a 90-year-old woman, the majority would recommend
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chemotherapy for advanced large cell lymphoma in either person, because
the benefits in terms of life expectancy and quality of life in general over-
whelm the risk of treatment complications.®

Nevertheless, the issues related to cancer prevention and adjuvant
management of cancer in culturally diverse and elderly patients remain less
clear. Evidence from randomized controlled clinical trials demonstrates that
serial mammography reduces the mortality from breast cancer among
women aged 50 to 70, and that serial examination of fecal occult blood
reduces the mortality from cancer of the large bowel for persons aged
50 to 80.°% The number of older individuals included in these trials is
inadequate to reach any firm conclusions. Retrospective analyses of
Surveillance, Epidemiology and End Result (SEER) data indicated that serial
mammography reduces breast cancer related mortality at least up to age 85,
in the absence of life-threatening co-morbidity.*** Based on these findings
it appears reasonable to recommend some form of screening for mammary
and colorectal cancer for persons with a life expectancy of 5 years and
longer, irrespective of age.” In the case of adjuvant treatment of cancer, the
long-term benefits in reduction of cancer-related morbidity and mortality
should be balanced by the immediate risk of treatment. Presumably, with
age, the risk of dying of unrelated conditions increases and lessens the ben-
efits of adjuvant chemotherapy. Extermann et al. provided a framework of
reference for deciding when adjuvant chemotherapy is beneficial to older
women with breast cancer.* Considering an absolute reduction of breast
cancer-related mortality of 1% as a desirable outcome, the threshold for risk
of recurrence above which chemotherapy appears beneficial increases with
life expectancy, determined by age and co-morbidity. For healthy women,
it is around 30% at age 70 and 40% at age 80; for women affected by severe
co-morbidity, it is much higher. This approach could be adapted to other
tumors, especially adjuvant chemotherapy of cancer of the large bowel and
local treatment of adenocarcinoma of the prostate.

It is legitimate to separate questions of quality of life and survival for
older individuals, as indolent cancers become more prevalent with age.®
Breast or prostate cancer metastatic to the bones may not hasten the death
but may certainly cause a progressive deterioration in the quality of life of
the older person, with pain, disability, and deconditioning. As in the case
of survival, the risk of recurrence and of cancer-related complications is
determined by the patient’s life expectancy and by the aggressiveness of
the tumor.

The effectiveness of cancer chemotherapy may decline with age due
to lessened benefits and enhanced risk of complications. Though surgical-
related mortality increases with age, the increase concerns mainly emer-
gency surgery: elective surgery appears reasonably safe up to age 100 in
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the absence of other risk factors.”*** Data for patients over 100 are scanty.
The need for emergency abdominal surgery, the most lethal for older indi-
viduals, may be minimized by early detection of colorectal cancer through
screening.92

Several patient series support the safety of radiation therapy in stan-
dard doses in older individuals.”**® This form of treatment is particularly
helpful in soothing the symptoms of cancer in older individuals, including
pain, visceral and vascular obstruction, and bleeding. In combination with
cytotoxic chemotherapy, radiation therapy may allow the preservation of
larynx, esophagus, bladder, and rectum in the management of tumors of
these organs, and may improve the survival of patients with stage 3 lung
cancer or early rectal cancer.”” Though the information is limited, this form
of treatment appears reasonable in older individuals. Besides preventing
disfiguration, organ preservation may be beneficial in that it avoids the
need to negotiate an ostomy, which may be particularly hard for older indi-
viduals with limited vision and fine movements. Nutritional counseling
seems to reduce the risk of malnutrition from esophagitis, to which older
individuals are particularly subjected during radiation of the chest.”’

Aging is associated with a number of pharmacological changes that may
influence effectiveness and tolerance of cytotoxic chemotherapy (Table 3).”
Fortunately, the bioavailability of oral medications does not appear com-
promised despite reduced intestinal absorption. A new spate of oral med-
ication, including oral etoposide, capecitabine, and other oral forms of
fluoro-uracil, temozolamide, oral forms of platinum, idarubicin, and navel-
bine are rapidly becoming available. The oral formulation allows home
administration and increased dose flexibility and is thus more convenient for
older individuals.”” The decline in glomerular filtration rate is almost uni-
versal and causes a reduction in the excretion of carboplatin, bleomicine,
and methotrexate, and of the active metabolites of anthracyclines, especially
idarubicinol and daunorubicinol. A special case is that of cytarabin in high
doses that results in the generation of ara-uridine, a neurotoxic metabolites,
excreted from the kidney. Age-related decline in renal function may account
for enhanced risk of cerebellar toxicity in older individuals.

Hepatic uptake of drugs and their metabolism through phase I reac-
tion decrease with age, due to reduced splanchnic circulation and enzy-
matic activity, but does not seem to affect the effectiveness and toxicity of
cytotoxic chemotherapy. A number of studies have demonstrated that ane-
mia is associated with increased risk of chemotherapy-related toxicity, as
the percentage of free drugs in the circulation may increase in the presence
of anemia.’**

Pharmacodinamic changes are largely theoretical, with exception for
the well-demonstrated increase in the prevalence of MDR-1 in the



Cancer and Aging 95

myeloblasts of elderly acute leukemics, which may account in part for the
worst prognosis of acute myeloid leukemia in elderly individuals.'™ Rudd
et al. reported that cisplatin-induced DNA adducts persisted more that 70 h
in the monocytes of individuals over 70 and less that 20 h in those under
50. Reduced ability of DNA repair by normal cells may account for
enhanced toxicity.'""

For example, a number of studies in patients with large cell non-
Hodgkin’s lymphoma, indicated that the risk of neutropenia, neutropenic
infections, and infectious deaths was increased among individuals aged 70
and older treated with CHOP and CHOP-like regimens,'*'"" and that pro-
phylactic use of filgrastim prevented such complication in 50% to 75% of
cases.' """ Increased risk of myelotoxicity with age was also reported
in patients treated with other regimens.“z’114 It is important to notice that
in a number of retrospective studies involving patients treated for different
malignancies, age over 70 did not seem associated with increased risk of
myelodepression.'”'* The patients in these studies were highly selected
and only a negligible portion was aged 80 and older.

The risk of mucositis, and related death appears also to increase with
age and is particularly true for persons treated with fluorinated pyrim-
idines.'*"'** Unfortunately no antidote for mucositis is available, but stud-
ies with keratinocyte growth factors are encouraging.'> The substitution of
intravenous fluorinated pyrimidines with capecitabine may in part obviate
this complication as capecitabine is a prodrug activated in the tumor cell
itself, so that the exposure of normal tissues to the active principle is min-
imized.” Timely intravenous fluid resuscitation may prevent death from
dehydration in patients with diarrhea or severe esophagitis. And no pro-
phylactic measures are indicated at present for the prevention of car-
diomyopathy and neurotoxicity. Ongoing studies may establish whether
liposomal anthracyclines are preferable in older individuals.

In lieu of an awareness of the increased risk of some forms of
chemotherapy-related toxicity among older individuals, the National Cancer
Center Network (NCCN) has recently issued a number of guidelines for the
management of older individuals with cytotoxic chemothempy.(’0'124 These
include:

* Adjust the dose of chemotherapy to maximize renal function. Dose
escalation is highly recommended if toxicity is not observed after the
first dose, to avoid the risk of undertreatment.

¢ Prophylactic use of filgrastim or pegfilgrastim in patients aged 70 and
older treated with a form of chemotherapy with dose intensity com-
parable to CHOP. Dose reduction may be considered instead of
growth factors when the goal of treatment is palliative.
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e Maintenance of hemoglobin levels = 12gm/dl. In addition to
preventing myelotoxicity, these levels of hemoglobin may prevent
fatigue and functional dependence.

¢ Substitution of intravenous fluorinated pyrimidines with capecitabine.

e Aggressive management of mucositis involving fluid resuscitation
and hospitalization.

» All patients aged 70 and older should undergo some form of geri-
atric assessment, to assess life expectancy, treatment tolerance, and
presence of conditions that may influence the treatment of cancer.

The last recommendation, related to geriatric assessment stems from the
need of assessing physiological rather than chronological age, at the time
of treatment-related decisions.

AGING IN THE COUNTRY AND IN THE WORLD

The aging of the population is a worldwide phenomenon. In addition, the
diversity in the cultural, demographic and biomedical environment may
complicate the effective management of oncology care in the older popu-
lation. Indeed, central to effective oncology care is the clinician-patient
relationship. A recent study revealed that smiling, nodding, and frowning
were associated with improvements in physical, cognitive, and psycholog-
ical functioning in elderly patients.'” This is merely one example of the
importance of effective communication to oncology outcomes in older
patients with cancer.

Agism

Before discussing ethnical, cultural, and geographic differences of aging,
we need to address this universal prejudice. Agism is a ubiquitous part of
everyday life, occurring in every ethnic group, in every country. Thus, it
needs to be addressed and assessed in the specific cultural context and
environment in which each person ages.'*® Agism in the West, in the broad-
est sense, involves discrimination of older individuals based on their age,
which adversely affects their care.'”” Such discrimination may vary from
open disrespect to assumption of frailty and disability, to restricted access
to any form of social activity, including health care. In its subtlest form,
agism may take the form of special care: “let’s not compromise the dear
one’s quality of life with useless aggressive treatment.” >*'* These atti-
tudes, which are common among family members as well as clinician, may
effectively shut older individuals out from decisions related to their own
health care."”®"*' Even in the United States, older individuals are less likely
to have their pain effectively managed'*” and to have less input regarding



Cancer and Aging 97

the place of their death.'” They are also less likely to be offered screening
for cancer,'** and participation in clinical trials of cancer treatment,"*>'*® or
simply to receive standard treatment for their cancer."?3*7 This also
occurs in other instances; for example, in the United Kingdom, despite
socialized medicine, older lung cancer patients are less likely to be offered
surgery and more likely to die prematurely compared to younger
patients.””” The absurdity of such attitudes is highlighted by the fact that
older individuals are just as likely as younger individuals to participate in
clinical trials when these are offered to them'® and to participate in cancer
screening programs, when these are made available and the information is
properly provided,134’139’140 Not unexpectedly, older individuals from
minority groups suffer the most from the effects of agism,"”” due to a com-
bination of factors including socioeconomic, inadequate and inappropriate
information, racial and ethnic discrimination, and even lack of interest and
professional preparation of their clinicians."*”'* For instance, other North
American research suggests that both older patients and African American
patients with breast carcinoma are more likely to present with distant dis-
ease and are less likely to receive appropriate diagnostic evaluation and ther-
apeutic intervention compared with younger patients.m’141 Nonetheless, as
the aging population expands, agism may prevent adequate care of the
majority of the population and may eventually unleash a generational con-
flict. Agism may also become an important barrier in the clinician-patient
communication, should the patient perceive condescension and the lack of
interest by the clinician and biomedical team.

While there is not an universal recipe against agism, some important
factors should be clearly remembered by the clinicians and highlighted to
the public as necessary:

* Aging is not equivalent to frailty: many older individuals are still
independent and able to tolerate aggressive medical treatment under
proper circumstances.”” Failure to offer effective treatment on
account of a person’s age may result in shortening that person’s sur-
vival and compromise of that person’s quality of life.

* Aging is not equivalent to lack of understanding or a lack of com-
prehension. One of the most offensive and common attitudes of cli-
nicians, nurses, social workers, and other health care professionals
is to address the younger children of the older person rather than
the patient himself/herself. Even in the presence of serious demen-
tia, the patient appreciates being addressed in a form that is appro-
priate in his/her culture. In North America this may include frequent
touch and eye contact.

® Aging does not imply impaired decisional ability. The majority of
older individuals can decide their preferred course of treatment, and
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even the most demented person may decide what he/she wishes to
eat at lunch. It behooves the health care professional to allow
enough space to the older person to make all decisions related to
their care that they are able to make.

¢ Aging does not justify inferior care as a form of resources manage-
ment. Our medical ethics hinges on the principle of justice, which
implies that the medical care customary in their community should be
offered to all persons independent of individual characteristics, as long
as the expected benefits overcome the potential risks. In other words,
the provision of inferior care to an older person because the person
has a reduced life expectancy is equivalent to a value judgment that
the duration of life is more valuable that its personal implication; it is
equivalent to say that an older life has less value that a younger one.

e The study of aging is an evolving field. More importantly, each
generation reaches old age with different physical and cultural
characteristics.

Therefore, to attend to this pervasive prejudice across cultural contexts, cli-
nicians must foster a more accommodating medical environment for older
individuals. This includes more cultural sensitivity to patient in culturally
diverse elderly patient populations. Major threats in the present system
include:

® Hospital and clinical structures that are difficult to negotiate and have
difficult access, as they are located in high traffic downtown areas.

¢ The progressive shortening of time allocated by health maintenance
organizations to individual clinic visits, affects the oncology care that
elderly patients receive. Older individuals need more time on
account of slow movements, reduced hearing and eyesight, and dif-
ficulties comprehending current medical concepts and increasingly
complex clinical protocols.

e Lack of economic incentive for a CGA that is currently not reim-
bursed by Medicare.

® Poor communication between oncology clinicians and culturally
diverse elderly patients.

Accounting for Cultural, Ethnic, and Geographical Differences
in the Management of Older Individuals

As we have previously stated, aging is a universal phenomenon. At the same
time, the average life expectancy and the prevalence of older individuals are
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quite diverse in different parts of the world. In North America and Western
Europe, the aging of the population resulted from a combination of more
prolonged life expectancy and reduced natality rate, whereas persistently
high natality and mortality rate during infancy, together with infectious epi-
demics, inadequate nutrition, and local warfare are responsible for lower
life expectancy in the developing world. Even in North America, life
expectancy varies between different ethnic groups. Life expectancy in, for
example, African Americans and Hispanics is shorter than among
Caucasians, due at least in part to persistently high natality and reduced
access to health care.'"*'* Thus, the demographics of aging is quite dif-
ferent for one part of the world from the other and for an ethnic group from
the other within the same country, and so are the resources available for
the management of older individuals.

Within the Western world different attitudes toward aging may be
encountered among different populations and ethnic groups. Discussing
agism, for example, we emphasized how the utilization of screening
asymptomatic persons for cancer is lower among older minority
patients**'** and how misbelieve or lack of information and of clinician
support may be as much responsible for this deficiency as economic and
social restrictions. While the presence of cultural differences among differ-
ent ethnic groups is well recognized,™* it is important that clinicians do
not assume that all persons belonging to the same ethnic group will behave
the same way. For example, while it is more common for Hispanic
American than for Anglo American to conceal the diagnosis of terminal dis-
ease, a clinician should not automatically assume that every older Hispanic
American does not want to deal with the diagnosis and every Anglo does.
Rather, awareness of cultural competence should make one cautious in the
way that serious information is conveyed and wait for each patient to man-
ifest how much he/she wishes to know. Though it is not always possible
to conciliate the clinician ethical and legal imperatives with the patient’s
desire and expectations, in most cases a satisfactory compromise may be
reached. For example, lying to a patient is seldom acceptable, but it is legit-
imate to answer “I do not know” to a person asking how long he/she has
to live, if the clinician feels that that person cannot handle the information,
as the survival statistics do not necessarily comprehend the individual
cases.

General rules for communicating with older individuals include speak-
ing slowly and clearly with a heightened voice timber, to overcome hearing
impairment, allowing extra time for questions, without showing impa-
tience, using touch as an important medium of communication, as touch is
the best preserved of all senses, trying to establish eye contact, and includ-
ing the designed caregiver in the discussion.
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A common approach to the older cancer patient in different cultures
and different societies is desirable. An understanding of a number of cen-
tral issues may also facilitate this task. These include:

1. Family composition. Hispanic Americans, and to some extent Asian
Americans, or some of the new migrants, especially from Northern Africa
or China, are more likely to have an extended family and to take care of
their elders at home. In these situations, the training of the family caregiver
is essential to assure that all problems emerging during cancer treatment are
timely addressed. Obviously this situation is not unique to some ethnic
groups and the training to the caregiver may apply to all extended families
willing to care for their own elders at home.

2. The decision maker. The physician can never renounce her/his
responsibility toward the patient, but she/he may accept that the patient
depends on somebody else’s decisions for his/her care. In this situation,
once the wish of the patient is confirmed and documented in the chart, the
clinician may refer to the “decision maker” for further treatment plans. It is
therefore desirable that the patients be kept informed as he/she may decide
at anytime to revoke that decision to him/herself.

3. Patient beliefs. Essentially three types of beliefs may be identified
that influence the management of cancer and medicine in general: medical
scientific, naturalistic, and magical religious.'* Attempts to situate the med-
ical message concordant with an understanding of the patient’s belief sys-
tems is generally more productive than to try to fight the beliefs themselves.
Actually the clinician can use the patient’s beliefs as a context effect to
enhance the care of patients in this population.

4. Economical and social situation. It behooves any health care
operator to assure that the patient is not undergoing any form of direct or
subtle abuse, and when this is present, it should be immediately reported
to the proper authority. It is possible however that even within the caring
family the ideal medical care cannot be administered due to economic or
time restrictions. In this condition, the most productive attitude is probably
to negotiate with the patient family the most effective care that can be
delivered under the circumstances.

CONCLUSIONS

Cancer will become the leading cause of morbidity and death as the global
population ages. While health and health care disparities have been well
documented in culturally and linguistically diverse patients with cancer,
aging involves unique biological, medical, and social considerations that
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must be further explored as it also influences cancer prevention and can-
cer treatment in these populations. Further, even though aging is common
to all cultures and latitudes, the cultural context in which the experience
occurs varies even within the Western context. As such, cancer specialists
must learn to not only account for the functional but also for the cultural
diversity of the older population in medical decisions related to cancer pre-
vention and cancer treatment. In addition, use of screening instruments
such the CGA also represent a milestone in the management of older indi-
viduals. It is also currently being modified to become more cost effective
and to provide more precise information related to life expectancy and tol-
erance of cancer treatment. The increase in cultural diversity in the oncol-
ogy setting also influences cancer treatment. A clinician must be able to act
within the boundaries of cultural competence when ministering to older
cancer patients. Cultural specific instruments to assess older individuals are
particularly desirable in a multicultural society, but also strive to effectively
communicate with these individuals in these populations, their families and
significant others. With proper patient selection and information, older indi-
viduals may obtain the same degree of benefits from cancer prevention and
cancer treatment as younger individuals, and age should never be a criteria
for health care discrimination.
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CHAPTER 5

Children with Cancer

Cultural Differences in Communication between
the United States and the United Kingdom

Edward J. Estlin and Javier R. Kane

INTRODUCTION TO CHILDHOOD CANCER

Cancer in childhood is relatively rare, and the total incidence of childhood
cancer (cancer in children less than 15 years of age) is about 1% of that of
the adult population, In the United Kingdom, the risk of developing a malig-
nancy in childhood has been estimated at 1 in 581." In the United States, there
has been no substantial change in incidence for the major pediatric cancers
since the mid-1980s, when modest increases, which probably reflected diag-
nostic improvements or reporting changes, were reported for central nervous
system (CNS) tumors, leukemia, and infant neuroblastoma.” In the pediatric
setting, the most frequently encountered diagnostic tumor groups are acute
leukemia, CNS tumors, lymphomas and soft tissue sarcomas (Table 1).

The relative incidence of overall and individual cancers can vary inter-
nationally, and according to racial origin within a single country. For exam-
ple, the rate of childhood cancer in Ibadan, Nigeria is four times higher
than that reported for the Indian population of Fiji.’ For acute lymphoblas-
tic leukemia, CNS tumors, and neuroblastoma, higher rates are found in
Western Europe and the United States than in Africa and Asia. Within the
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Tasie 1. Age-Standardized Incidence Rates of the Common Childhood Cancers'

Age-standardized incidence rates

Diagnostic group (per million/year)
Leukemia

Acute lymphoblastic 32.3
Acute non-lymphocytic 59
Lympbomas

Hodgkin's disease 4.6
Non-Hodgkin’s lymphoma 6.2
Central nervous system

Astrocytoma 10.0
Primitive neuroectodermal tumor 6.0
Ependymoma 31
Sympathetic nervous system

Neuroblastoma 8.1
Renal

Wilms' tumor 7.6
Bone

Osteogenic sarcoma 25
Ewing'’s tumor 2.5
Sofi-tissue sarcoma

Rhabdomyosarcoma 5.2
Fibrosarcoma 1.0
Other tumors

Retinoblastoma 3.7
Germ-cell tumors 3.6
Epithelial 3.0

United States, acute leukemia and Ewing’s tumor are found more
commonly in the White compared with the African American childhood
population. Overall, childhood cancer is more common in boys than girls.’

Unlike cancer in adults, where the overwhelming majority of cancers
are carcinomas that originate in epithelial surfaces, most of the common
forms of childhood non-hematological cancer mimic developing or embry-
onal tissue development. For example, rhabdomyosarcoma and Wilms’
tumor resemble developing myogenic mesenchyme and renal tissue
1r(=,spectively.4 Moreover, certain childhood tumors, such as neuroblastoma
and Wilms’ tumor are more common in the first 5 years of life,' suggesting
that many cases of childhood cancer represent gestation-related defects in
tissue growth and differentiation. However, whereas CNS tumors and acute
lymphoblastic leukemia also have a higher incidence in early childhood,
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the peak incidence of Ewing’s tumor, Hodgkin’s disease, and osteogenic
sarcoma is found in early adolescence.’

Despite the histological features and age of onset of many childhood
cancers, less than 5% of cases are associated with a known genetic or cancer-
predisposition syndrome.® However, certain conditions are associated with
an inherited predisposition to cancer.’ For instance, children with the
constitutional chromosomal abnormality of Down syndrome (trisomy 21)
have a 20-fold increased risk of developing acute leukemia during the first
10 years of life.” The study of the genetic abnormalities found in childhood
malignancies and the identification of certain cancer-predisposition genes
provide invaluable information for the understanding of the pathogenesis
of childhood cancer. For example, the inappropriate activation of normal
growth promoting genes, or cellular proto-oncogenes, as seen with the
t(8,14) translocation found with Burkitt’s lymphoma, are increasingly rec-
ognized as playing a role in the pathogenesis of childhood cancers.’
Alternatively, the functional inactivation of tumor suppressor genes can
cause a cancer predisposition phenotype with autosomal recessive charac-
teristics, and the example of the retinoblastoma tumor suppressor gene
(RB-1) on chromosome 13q14 has become a paradigm for the analysis of
the inherited cancer predisposition syndromes.” Other syndromes or con-
ditions that predispose to cancer in children™®*'° are listed in Table 2.

In summary, epidemiological studies have played an important role in
the clinical characterization of individual childhood cancers. Although the
vast majority of childhood cancer occurs in children who do not have a
predisposing factor, and the importance of environmental factors are largely
uncertain, the identification of cancer predisposition syndromes has
allowed the evolution of the molecular genetic characterization of diseases
such as Wilms’ tumor. Such information is providing an invaluable insight
into the pathogenesis of childhood cancer.

TREATMENT OF CHILDHOOD CANCER

The standard approach in the treatment of childhood cancer consists of inte-
grating multiple therapeutic modalities to the treatment regimen. This multi-
modality approach incorporates chemotherapy to eradicate systemic
metastatic disease and surgery and/or radiation to provide local disease con-
trol. Although the philosophies or the treatment of diseases such as Wilms’
tumor (immediate vs delayed, post-chemotherapy nephrectomy) and rhab-
domyosarcoma (earlier and more widespread use of radiotherapy for local
control) are sometimes different between the United Kingdom/Europe and
United States, the conduct of trials is usually along similar lines internationally.
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TaBLE 2. Predisposition to Childhood Cancer (Malignant Peripheral Nerve Sheath Tumor, MPNST)

Predisposing factor Genetic abnormality Associated cancer

Loss of tumor suppressor gene
Wilms-anhiridia-genitourinary
abnormalities-retardation (WAGR)
Beckwith-Wiedeman syndrome

Loss of tumor suppressor Wilms' tumor
gene at 11p13
Loss of tumor suppressor

gene at 11p15

Li-Fraumeni syndrome Germ line mutation of Sarcoma
P53 tumor suppressor Leukemia
gene CNS tumors

Other genetic abnormalities
Multiple endocrine neoplasia

10g11.2 mutation

Medullary thyroid

(MEN 2A and 2B) activating RET oncogene carcinoma

Von Hippel-Lindau disease Renal cell carcinoma
Phaemchromocytoma

Phakomatoses

Neurofibromatosis type 1 17q11.2 Low-grade glioma
Soft-tissue sarcoma
MPNST
AML

Tuberose sclerosis 9q34 and 16p13 Giant cell astrocytoma

DNA repair defects and bereditary
immunodeficiency disorders
Ataxia-telangiectasia

Fanconi’s anemia
Immunodeficiency

Acute leukemia
Lymphoma

Exogenous factors
Ultraviolet irradiation Xeroderma

pigmentosum/albinism

Malignant melanoma

Acute leukemia
Thyroid cancer

lonizing irradiation

The prognosis for childhood cancer has improved dramatically since
the introduction of chemotherapy. The 5-year survival rate for all forms of
childhood cancer at the end of the 20th century was 75%, compared to the
dismal outcomes seen in the pre-chemotherapy era.'' Most types of child-
hood cancers are treated using conventional frontline treatment regimens
designed to eradicate all cancer cells. The efficacy of these drug regimens
appears to correlate with low tumor burden.'? Multidrug combination reg-
imens are used to overcome drug resistance or provide a synergistic cyto-
toxic effect. Adjuvant chemotherapy is used to eliminate micro-metastatic
tumor deposits before the development of clinically evident metastatic dis-
ease or for patients without residual tumor after local control has been
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achieved with surgery or radiation.”” In general, chemotherapy is used at
maximum dose intensity as this correlates with efficacy and improved clin-
ical outcomes, particularly for certain types of tumors.'*'° Myeloablative
chemotherapy is also a key component of stem cell transplantation in
which high doses of chemotherapy agents are given as part of the prepar-
ative regimen with or without total body irradiation. Stem cell transplanta-
tion is a therapeutic intervention for a variety of leukemias, lymphomas,
and some solid tumors.'""”

Surgery is an important component of the multi-modal treatment of can-
cer.’ Surgical intervention is required to establish an accurate diagnosis for
most childhood tumors. The use of a correct biopsy technique is essential to
avoid contamination of uninvolved body cavities or lymphatic drainage.
More recently, fine needle aspirate biopsies and other minimally invasive sur-
gical techniques such as thoracoscopy or laparoscopy have become common
practice. Expert surgical approach is important to establish an adequate stag-
ing of the tumor, which is disease specific and often used to dictate the inten-
sity of chemotherapy.”' Surgical intervention is also essential to achieve local
control of the tumor by attaining a complete resection with negative micro-
scopic margins, which often correlates with improved patient outcomes.”>
Surgery also plays a role in supportive care as in the implantation of gas-
trostomy feeding tubes for patients at risk of malnutrition or placement of
central venous catheters to facilitate administration of chemotherapy and
blood sampling. In some situations, surgery may even be used for the treat-
ment of metastatic disease or as a component of supportive care.

Radiation has important antitumor activity for most childhood cancers
but tumor cells vary considerably in their sensitivity to radiation. In general,
radiation therapy is employed for primary tumor control, as part of a con-
ditioning regimen for stem cell transplantation and in the palliation of cancer-
related symptoms. The radiation dose usually depends on tumor size and
tumor histology,” and modifications of total dose in children are usually
justified by age-related toxicity.”

The majority of children diagnosed with cancer in the United States,
and over 90% of those diagnosed in the United Kingdom are registered in
clinical trials, which reflect the best that science and clinical practice have
to offer.””* In addition to its recognized therapeutic utility offering children
the best possibility of cure, these trials aim to provide important and accu-
rate information about the benefits of expensive and potentially toxic treat-
ments, and are increasingly linked to studies of molecular, biological, and
pharmacological factors. New therapeutic approaches are developed fol-
lowing a well-planned scientific approach, in which toxicity and efficacy of
particular treatments are established and a determination is made on
whether the treatment is better than what is currently available. According to



114 Edward J. Estlin and Javier R. Kane

the National Cancer Institute (NCI) drug development program, this scientific
approach in cancer clinical trials is categorized into phase I, II, and III
trials,”” and the same approach has been made by the United Kingdom and
European organizations.”® Information regarding the maximum tolerated
dose (MTD), dose limiting toxicities, and pharmacokinetics associated to a
particular drug and schedule of administration are determined through
a phase I study.” A phase II trial estimates the activity of the agent at the
MTD against individual tumor types.”’ Active compounds are incorporated
into phase III trials and compared in effectiveness and toxicity against stan-
dard therapy or the natural history of the disease.”” A major challenge
ahead for the development of new therapies for the treatment of children
with cancer will be the evaluation of novel compounds that inhibit the
processes of angiogenesis and cell cycle control.”

ORGANIZATION OF HEALTH CARE FOR
CHILDREN WITH CANCER

Funding

In the United States, low-income and needy families receive medical care
covered by Medicaid, a jointly funded Federal and State health insurance
program. Medicaid covers approximately 36 million individuals including
children. Each individual State administers its program and establishes its
own eligibility standards, scope of services, and rate of payment for services.
Other patients are medically insured by private commercial insurance com-
panies that, like Medicaid, establish their own standards for eligibility and
services. By the late 1990s, a significant reduction in the number of children
with private insurance was reported, probably reflecting the increasing pre-
mium cost. In response to the growing number of uninsured children, the US
government created the State run Children’s Health Insurance Program
(CHIP) which, despite delayed implementation and other problems, is esti-
mated to eventually cover two thirds of the 11 million uninsured children.**
Unfortunately, the number of uninsured children continues to grow even as
the number of children covered by public insurance is increasing.” Recent
data suggests that as many as 20% of all American children do not have
health insurance. The majority of uninsured children diagnosed with cancer
in the United States, however, will become eligible for public insurance at
some point after diagnosis. Unfortunately, many adult long-term childhood
cancer survivors will lose insurance coverage after their 21st birthday.

In the United Kingdom, children with suspected cancer will present
to their regional specialist treatment center, having been referred by their
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family doctor or a district hospital pediatrician or surgeon. Some services,
such as surgery for bone tumors or retinoblastoma, are now funded on a
supra-regional basis by the national health service (NHS), with a concen-
tration of expertise in a limited number of centers. The health care system
with respect to pediatric cancer is almost entirely funded through the NHS,
which is essentially a single payer system for health care. The NHS covers
all aspects of diagnosis and treatment, although there is involvement of
funding from the charitable sector in terms of the provision of a wider mul-
tidisciplinary team.

Over the last several years, strategies for cost containment and changes
in the structure and organization of health care in the United States have
succeeded in containing the burden of explosive medical costs. These
changes in managed care have threatened to constrain the integrity of the
medical profession by directly interfering with the communication that
must exist between physicians, patients, and their caregivers. There is a
growing sense that the current model threatens to preempt the personal,
the professional and, more fundamentally still, the moral dimension of the
patient-physician relationship.® A further important barrier to effective
communication in the American health care system is the fact that practi-
tioners often do not recover reimbursement for time spent communicating
with their patients suggesting that open communication as a medical inter-
vention is not good business practice.”” Physician reimbursement for serv-
ices in the United States follows a complex system of billing codes defined
by the Current Procedural Terminology (CPT) that has been criticized for
discouraging patient-physician interaction by selectively reimbursing for
brief procedure-related visits.”® A “Prolonged Physician Service” code exists
to obtain reimbursement for conversations with children and their families
regarding diagnosis, relapse, complications of therapy, issues related to
death and dying, and advanced care planning. There are, however, many
practical problems with the current system and lengthy counseling time is
not being reimbursed at all. Lack of reimbursement or poor reimbursement
for prolonged service codes is a serious problem that affects the quality of
medical care for American children with cancer in a significant way. For
example, parents must often be counseled without the child patient pres-
ent in the conversation but charges to Medicaid using codes for non face-
to-face interaction are often rejected.

National Organization of Children’s Cancer Services

Clinical trials in the United States are developed and coordinated by a
national cooperative formed by 4500 members and 238 member institu-
tions, the Children’s Oncology Group (COG), an organization devoted
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exclusively to research in childhood and adolescent cancer. The COG is
funded by the NCI and is supported by the National Childhood Cancer
Foundation (NCCF), which serves as the grantee and manager of the COG
grant.” Patients entering COG studies do so at member institutions
throughout the country via a web-based remote data entry system, and
approximately 80% of all children with cancer in the United States are now
entered into clinical trials. Patients receive treatment under the care of pedi-
atric hematology oncology specialists who are COG members and work for
one of its member institutions. All COG studies are reviewed rigorously for
scientific merit and patient safety by a multidisciplinary team of cancer spe-
cialists, by the NCI and by the local review boards of each COG institution.

The United Kingdom Children’s Cancer Study Group (UKCCSG) was
founded in 1977. The activities of the group include the registration of all
cases of childhood cancer (in collaboration with the National Registry of
Childhood Tumors), the organization and running of national treatment
programs, collaborating with similarinternational organizations, facilitating
basic scientific research and investigating the late effects of treatment. It is
responsible for a range of phase I, II, and III studies in all areas of child-
hood cancer, except for childhood leukemia, which is administered
through the auspices of the Medical Research Council. The UKCCSG Data
Center in Leicester is the coordinating center for the Group in terms of reg-
istrations, clinical trials, and administration. The Group now has over 300
members, working in 22 Regional pediatric oncology treatment centers
throughout the country. Membership of the UKCCSG is multidisciplinary
and includes clinicians, pathologists, epidemiologists, and basic scientists,"’
and the activities of the Group are divided amongst various Working
Groups in the areas of specific tumors, late effects, modalities of therapy,
biological studies, and new agents/pharmacology.

Interdisciplinary Care and Fragmentation of Care

Care of pediatric oncology patients routinely involves multiple profession-
als from various disciplines including oncology, surgery, radiotherapy and
other specialties, nursing, psychology, social work, child life, and pastoral
care among others. It also requires the coordination of multiple services
within hospitals and in the community, such as school, church, home
health agency, and hospice. Ideally, the services should be coordinated and
seamless. In the United States, care coordination and supportive services
are usually readily available when treatment is delivered with a curative
intent while the oncology program serves as a medical home. Clinical expe-
rience, however, demonstrates that for patients with advanced disease,
when life prolongation or comfort care is the primary goal of care, pediatric
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oncology programs have difficulty in providing proper coordination of care
leading to fragmentation and poorly timed delivery of palliative care serv-
ices.*' This fragmentation is of greater significance for patients with
advanced disease and results primarily from the lack of a coordination
entity required for an increasingly complex care and the separation that
exists between tertiary care children’s hospitals, home health agencies,
and hospice care organizations. Indeed, there are many problems in the
delivery of pediatric palliative medicine and end-of-life care in the United
States. Hospice care continues to be the main source of care of American
patients at the end of their lives.*? Unfortunately, current hospice admission
guidelines and reimbursement practices in the United States are not con-
sistent with optimal palliative care of seriously ill children.**** For exam-
ple, hospice rules and payments are influenced strongly by the Medicare
Hospice Benefit, which requires relinquishing reimbursement for poten-
tially life-prolonging treatment in favor of just palliative care at home.* It
is well known that these and other barriers make timely admission of pedi-
atric oncology patients into hospice an impossible task. It is estimated that
only 5000 children of the 53 000 who die from all causes in the United
States every year receive hospice care and over half of the pediatric deaths
occur in the hospital.%’47

In the United Kingdom, the care of children with cancer is also multi-
disciplinary. Each Regional treatment center will have a core of NHS-
funded pediatric hematologists and oncologists, nursing staff to cover
inpatient and outpatient therapy, social workers, teachers, and input from
dieticians, teachers, physiotherapists, occupational therapists, and pharma-
cists. Historically, the MacMillan Cancer Relief and Cancer and Leukaemia
in Childhood charities have also played a very important role in establish-
ing a network of Outreach Nurses in the United Kingdom, with many of
the nurses being funded directly by the NHS. The role of the Oncology
Outreach Nurse Specialist is developing as a major influence for the com-
munication between the specialist units and primary care teams and
schools. In addition, these nurse specialists provide an educational role for
the families of children with cancer, and also play a major role in the pro-
vision of care for children in the terminal phase of their illness. In the
United Kingdom, the Outreach Nurses will coordinate the care of the child
receiving palliative care with the pediatric Hospice, or as is the case for the
vast majority of children, at home in conjunction with primary care and
district teams.*® Each Regional pediatric cancer center in the United Kingdom
will have access to at least one hospice, that are generally funded by char-
ity, that is dedicated to the care of children. The link between hospital- and
community-based services has allowed individual districts (in terms of
administration) to establish multidisciplinary teams dedicated to pediatric
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palliative care.* This is perhaps one of the strengths of the health service in
the United Kingdom.

COMMUNICATION AND STAGES OF CARE

General Issues in Communication

Children with cancer and their families experience a great deal of suffer-
ing.”® The medical care of these children demands effective communication
with children and their parents or guardians in order to avoid unnecessary
suffering. Caregivers, as surrogate decision-makers, need to be well
informed and empowered to make decisions in the best interest of the
child.”" There are several situations when good communication is essential
for effective medical care: at the time of diagnosis, complications or
relapse, during hospitalizations or other crisis, at disease progression,
death, and bereavement. Communication regarding prognosis for life
expectancy and quality of life, treatment alternatives, goals of care, and
advance care planning is also necessary at different stages of the disease
trajectory. Earlier recognition of poor prognosis by both parents and physi-
cians is important and correlates with having earlier discussions of hospice
care, better quality of home care, less cancer-directed therapy, and earlier
institution of orders to withhold artificial life sustaining therapies.’

Communication about difficult issues, however, varies across geo-
graphical regions and factors such as physician and family values influence
the process. Physicians in Western countries, for example, are less likely to
withhold unfavorable information, use euphemisms, and give treatments
known not to be effective so as not to destroy hope.”

Maintaining adequate communication with both patients and their
caregivers is also of utmost importance in end-of-life care when compas-
sionate decisions to withhold or withdraw curative and/or other life pro-
longing therapies must be made. For the most part pediatric oncologists in
the United States are not well trained in end-of-life care.”* A recent report
suggests that these physicians have learned to care for dying children and
their families by trial and error.” Treatment of pediatric oncology patients
demands greater communication regarding issues related to coping, self-
efficacy, family cohesion, parental self-care, and similar issues which, in
general, are briefly discussed by physicians and often assigned to psychol-
ogists, counselors, or other supportive staff. There is no standardized
approach for health care professionals to communicate with patients and
their parents regarding their medical care in these circumstances. Health
care organizations and individual institutions promote ethical standards of
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practice; whether conversations with patients and their families in the
process of medical decision-making occur in a way that is goal directed,
culturally sensitive, and compassionate depends primarily on the personal
attributes of the individual professionals providing the care. Standardization
of the communication process utilizing tools such as the Final Stage
Conference, although helpful to facilitate discussion of difficult issues with
patients and families, are not widely implemented.’

Diagnosis and Treatment: Issues of Consent, Assent, and Dissent

In the United States, participation of children in research trials requires
parental or legal guardian consent after they have been fully informed
through a process that intends to honor the ethical principles of respect for
human dignity and individual autonomy.”’ Except for emancipated minors,
American children under the age of 18 are not considered adults and can
only legally assent or dissent to participate. It is usually their parents or
other authorized surrogate decision-maker who must go through the
process of consent. This process involves a parent-friendly disclosure of the
purpose and nature of the study, risks, benefits, and treatment. In recogni-
tion of this challenge, the International Society of Paediatric Oncology
(SIOP) has issued guidelines for communication, which include recom-
mendations for planning discussions well, involving other members of staff
and provision for follow up meetings.”™ Similarly, the Institutional Review
Board Guidebook published by the National Institutes of Health Office
for Human Research Protection suggests that “the child should be given
an explanation of the proposed research procedures in a language that is
appropriate to the child’s age, experience, maturity, and condition”.”” Many
ethicists, institutional review boards, and researchers in the United States
believe that too much information is provided to obtain participation con-
sent, but accept the process of obtaining permission from parents and hav-
ing the child agree to participate if he or she is over the age of 7 years.”
There is no national agreement, however, on whether a child’s decision to
dissent should be honored. This is broadly similar to the guidelines
adhered to in the United Kingdom, where children and parents are
involved in discussions about diagnosis, treatment, and permission for
tumor, and data storage.

The area of diagnosis and informed consent has been the subject of
study within pediatric oncology. In a study of families with children enter-
ing Children’s Cancer Group clinical trials, parents described that discus-
sions of diagnosis and treatment options occurred amidst tremendous
stress. In addition, a sense of constraint and lack of control was common,
and parents experienced variable degrees of choice regarding their child’s
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participation in a clinical trial.®" In a survey of principal investigators and
parents, satisfaction with informed consent in relation to Children’s Cancer
Group trials was not related to ethnicity or educational level. Parents gen-
erally found the discussions to be more helpful than consent documents,
and were less likely to feel that too much information had been imparted
in comparison to the pediatric oncologist.”* In contrast, in the United
Kingdom, this area has not been the subject of widespread study. However,
one study warned of the potential social positioning of young people in
relation to adults, which may lead to the executive role of parents leading
to the marginalization of children in the discussion process.63 The practice
of directing information toward the parents or carers, and not necessarily
the child or young person with cancer, perhaps reflects a more widespread
culture within pediatrics. Children’s cancer specialists may therefore need
to acquire the communication skills necessary to discuss medical-technical
issues with their patients themselves.*

Issues relating to culture and ethnicity may be particularly important in
relation to children’s cancer therapy. The relative under-representation of
ethnic minorities in the ranks of health professionals, the under-funding
of hospice care in the United States, and cultural differences in relation to the
discussion of issues relating to terminal care pose enormous chaxllenges.65
Fundamental philosophical differences exist between “Western” thinking
and that of terminally ill adults who are of African American, Hispanic
Latino, and native American origin, where terminal care focuses on living
and prolonging life and less on coping with eventual death. It is not
known if these influences relate to the terminal care of children from dif-
ferent ethnic origins in the United States. However, more is known about
the influence of racial and ethnic differences in survival for children with
acute lymphoblastic leukemia. For children in the United States, a poorer
outcome has been described for children with standard risk (African
American children) and higher risk (Hispanic children) acute lymphoblas-
tic leukemia, than for Caucasian children or those from an Asian origin.
These differences in survival did not relate to socioeconomic status (SES),
and whether ethnic differences in compliance or pharmacogenetics are
important in this setting is unknown.’® In the United Kingdom, although
there are many similarities in the use of cancer services between ethnic
minority groups and individuals with lower SES” in the adult setting, no
difference has been found for childhood cancer survival between
Caucasian and non-Caucasian children with cancer.®® This may indicate that
the care afforded by the multidisciplinary team and the willingness of par-
ents to comply with their children’s treatment is able to overcome difficul-
ties in communication and cultural differences.
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End-of-Life Care: Issues of Communication

Advance Care Planning includes specific conversations regarding resuscita-
tion orders, advanced directives, and medical power of attorney.”” In the
United States, most States require completion of a “Do Not Resuscitate”
(D.N.R.) form signed by both parents and doctors, and used to instruct
health care providers to withhold some forms of artificial life sustaining
therapies. Adult patients may use the “Advanced Directives” document to
inform family members and doctors about their wishes regarding artificial
life sustaining therapies and other treatments in case they become unable
to communicate these wishes personally. In the case of minors who are not
legally required to make their own medical decisions, some institutions
advocate the use of a “Directive to Physicians” where parents may alert
their doctors regarding their health care wishes for their child. This docu-
ment is not legally binding and serves more as a communication tool for
health care providers rather than an Advanced Directive. The Medical
Power of Attorney is a document used to assign a surrogate decision-maker
in case the patient becomes unable to make decisions on his own. Except
in cases of emancipated minors, this form is rarely needed for pedi-
atric patients. In the United Kingdom, the system is less formal. Where
death is foreseen and agreed as inevitable by both parents/carers
and health professionals, a handwritten annotation is made to the hospital
record to prevent full resuscitation in the event of collapse. However, the
vast majority of children die at their homes or in hospice, where intensive
care measures would not be undertaken anyway with full counseling of the
parents.

In end-of-life care, when quality of life is the main focus of care, most
palliative care physicians in the United States believe that children’s dissent,
adolescents in particular, to participate in clinical trials deserves special
attention. Here, the Institute of Medicine report on Improving Palliative
Care for Cancer recommends that children’s decision should be respected
if they have reached the age of assent, understand their condition and treat-
ment alternatives, and the consequences of their choices.”” Having the
child and his or her parents participate in the medical decision-making
process is certainly a goal of treatment and a priority of the COG.”' Indeed,
in a survey of pediatric hematologists/oncologists from the UKCCSG and
Pediatric Oncology Group in North America, the consent of parents
and children was raised as an ethical consideration by many respondents.”
Nevertheless, whether a different consent process is needed for enrollment
of children with advanced disease in phase I clinical trials has not yet been
the subject of formal study.
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CONCLUSIONS

As discussed in the preceding sections, health care professionals are faced
with many important challenges when caring for children with cancer. The
visible improvements made in survival for children with cancer over the last
30 years owes perhaps as much to the development of national organizations
such as the COG and the UKCCSG, as to the inherent sensitivity to treatment
of these cancers. In addition, the intensification of multi-modality therapy,
and the inclusion of biological and pharmacological studies into frontline
treatment protocols are causing tremendous challenges in terms of the
informed consent of children and parents at a very difficult time.

In relation to issues of communication in general, the lack of effective
reimbursement of physicians for parental counseling, especially if the con-
sultation does not directly involve the child may be an important barrier to
effective communication in the United States. For the provision of health
care beyond the boundaries of the pediatric oncology unit, the link
between community-based health care teams and the specialist unit that
exist under the auspices of the NHS in the United Kingdom seem to facili-
tate a more even and home-centered approach to palliative care. The diverse
ethnic mix of cultures in the United States, and to a lesser extent the United
Kingdom, pose unique challenges to effective communication. This may
be one variable that influences the outcome of childhood ALL, and there-
fore perhaps other forms of cancer in the United States and formal studies
are needed to investigate the importance of communication for potentially
important issues such as compliance.

Considering the importance of communication within the area of child-
hood cancer, there has been a paucity of formal studies in this area. From
their review of the subject, Scott et al.” concluded that interventions to
enhance communication involving children and adolescents with cancer
have not been widely or rigorosly assessed. The weak evidence that exists
suggests that some children and adolescents with cancer derive some ben-
efit from specific information-giving programs and from interventions that
aim to facilitate their reintegration into school and social activities. Also
gained from studies performed in the United States and United Kingdom
are the findings of parental executive action, potential marginalization of
children, parental senses of constraint and lack of control, and an appreci-
ation of discussions over consent forms. There is an increasing volume of
information faced by the parents of newly diagnosed children with cancer.
Further studies of communication are required at all stages of care, from
diagnosis through to end-of-life issues. Such studies could investigate the
importance of the environment of the discussion, the length of time pedi-
atricians are able to spend with families to discuss important issues such as
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diagnosis, randomization, and relapse and end-of-life care. The cooperation
of national groups such as the COG and the UKCCSG would provide for
an excellent and informative study of the influence of cultural variables,
health system funding, and community provision for care on this process.
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CHAPTER 6

Cancer Risk Assessment
Clinically Relevant Information Is Key

Patricia T. Kelly

INTRODUCTION

Cancer Risk Assessment services are becoming more widely available as
genetic testing for hereditary susceptibility to cancer gains acceptance.
These services typically provide risk assessment and genetic testing for
individuals with concerns about their family history of cancer. Many Cancer
Risk Assessment services also help individuals to understand and make use
of information about nonhereditary risks and assist them in making
informed decisions about medical care and follow-up options.This chapter
discusses some of the types of information that are most useful in
discussing hereditary and nonhereditary breast and ovarian cancer risks
with concerned individuals, specifically:

® risk over time
® absolute risk

® gpecificity about what a risk refers to

When these three elements are included in the Cancer Risk Assessment
discussion process, individuals are more likely to understand their risks and
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are better prepared to participate in an informed health and medical care
decision process.

Risk Over Time

Individuals who have a genetic change (mutation) in the BRCAI gene on
chromosome 17 or the BRCA2 gene on chromosome 13 have an increased
risk of breast cancer, ovarian cancer, and to a far lesser extent, several other
cancers as well. Initial studies on the risk of breast and ovarian cancer to
BRCA mutation carriers were based on small groups of specially selected
families.' Cancer risks in these studies are higher than those obtained in
more recent studies in which families were ascertained by testing unse-
lected individuals with breast and ovarian cancer.

In one recent study of 280 families with a BRCA1 mutation, carriers
had a breast cancer risk of 65% to age 70.* Risk of ovarian cancer to age
70 was 39%. The age-specific risks are shown in Table 1. Age-specific risks
provide information about both immediate and future risks and so are gen-
erally more useful in a clinical setting than are lifetime risks.

In Table 1 it can be seen that this study found a breast cancer risk of
26% from age 40 to 50 (about 25% a year) and 15% or 1.5% a year for
women aged 50 to 60. As a woman goes through each age without a breast
cancer diagnosis, she leaves behind the risk associated with that age.
Therefore, in this study a 50-year-old BRCAI1 carrier without a breast can-
cer diagnosis had a 27% risk of breast cancer (15% plus 12%) to age 70. A
60-year-old had a 12% risk of breast cancer and a 17% risk of ovarian can-
cer to age 70. These risks are approximate, since they are based on all
mutations in the BRCAI gene and are adapted from cumulative life table
analysis figures.

An assessment of risk by age and over time helps women to make
informed decisions about health behaviors now and over the next years.
Perusal of Table 1 also shows that about 30% of the breast cancer risk and

TasLe 1. Breast and Ovarian Cancer Risks to Age 70 in BRCA1

Carriers

Age Breast (%) Ovwarian (%)
Up to 40 12 2
40-50 26 1
50-60 15 9
60-70 12 17
Total 65 39

Source: Adapted from Antoniou et al. 2003,
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TasLE 2. Breast and Ovarian Cancer Risks To Age 70 in BRCA21

Carriers

Age Breast (%6) Ovarian (%)
Up to 40 6 1
40-50 10 1
5060 15 6
60-70 14 4

Total 45 11

Source: Adapted from Antoniou et al. 2003,

over 60% of the ovarian cancer risk occurs after age 50. In assessing risk
due to strong hereditary factors, it is important to recognize that even
women whose relatives were diagnosed with breast and/or ovarian cancer
at older ages may have an increased hereditary cancer risk.

In this same study women in the 218 families who were BRCA?2 carri-
ers were found to have a breast cancer risk of 45% and an ovarian cancer
risk of 11% to age 70.* As can be seen in Table 2, the breast cancer risk from
age 40 on was 1-1.5% a year. Almost all of the ovarian cancer risk occurred
after age 50. A 50-year-old woman had a 29% risk of breast cancer (about
1.4% a year) and a 10% risk of ovarian cancer (about 0.5% a year) to age 70.

The risks in Tables 1 and 2 are approximate and may well change as
more individuals and families are studied and as BRCA carriers are ascer-
tained in other ways.” Some studies find that the location of the mutation
within the BRCAI or BRCA2 gene influences the cancer risk.®’ In future it
may therefore be possible to provide risk information based on a specific
mutation within one of these genes instead of on all mutations in a gene
as a group.

ABSOLUTE RISK

In a clinical setting absolute risks are generally less confusing than risks
presented in comparison formats—that is, as relative risks, odds ratios,
hazard ratios, or as percent increases or decreases.

Relative Risks, Odds Ratios, and Hazard Ratios

Studies on breast cancer risk associated with the use of hormone replace-
ment therapy (HRT) are generally reported as relative risks, odds ratios, or
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hazard ratios. A number of studies find no statistically significant increase
in breast cancer risk to HRT users, even with 15 to 20 years of use.*"'
However, one often cited study, the Nurses Study, found that women who
used HRT for five or more years had a 1.5-fold increase in breast cancer
risk that was statistically significant.'?

This 1.5-fold increase has caused great concern. And, because it was
reported in a comparison format, the actual size of the increase is not clean.
Subsequently an international group calculated that in 10 years a 1.5-fold
increase in risk would result in an additional 0.3 breast cancer per 100
women."” In most instances hearing about a 1.5-fold increase in risk is
likely to raise more concern than learning there is a risk of less than one
breast cancer per 100 women in 10 years.

A similar misunderstanding about a risk’s magnitude occurred when
the results of the Women’s Health Initiative (WHI) study were announced.
In this large randomized prospective study of over 161000 women, one
group was assigned to take daily conjugated equine estrogen plus medroxy
progesterone acetate (Prempro) and the other a placebo.'* At the end of
5.2 years, the group taking Prempro and the group taking the placebo did
not differ statistically in their breast cancer risk. However, the risk to the
Prempro group was reported as a hazard rate of 1.26 and as such gave rise
to much concern to women and their physicians.

Some of this concern might have been ameliorated and the results of
the study better understood if more attention had been paid to what the haz-
ard ratio of 1.26 meant in absolute terms. In this case the absolute difference
between the group that did and did not take Prempro was 8 in 10000 breast
cancers a year or eight hundredths of one percent. This very small differ-
ence was largely overlooked. Instead, discussions focused on the 1.26-fold
increase—the same finding as 8 in 10 000, but presented in a different
format.

Also overlooked were aspects of the WHI study that make it unlikely
that even this very small difference in breast cancer risk was due to Prempro
use. These include:

1. An average follow-up of 5.2 years. Breast cancers are estimated to
take an average of 8 years to reach lem,'” with cancers in older
women growing more slowly than in those who are younger.
Therefore all or most of the breast cancers detected in this study
were likely to have been present in an undetected state before the
study began.

2. A drop out rate of 42% among women assigned to take Prempro.
Risks were calculated on the group to which a woman was
assigned, not actual Prempro use.
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As the information just presented suggests, the WHI study does not
provide firm evidence that HRT use increases breast cancer risk. Not only
was the difference in breast cancer rate between the placebo and Prempro
group very small, it was not statistically significant. Furthermore, the small
difference of 8 in 10000 is unlikely to be due to hormone use because of
the short follow-up. Also, in this study the mean age of study participants
was 63, with most not using HRT before the study began. The results there-
fore apply to women who start HRT use some 10 years after menopause and
not to those whose HRT use starts at menopause. In addition, the women
in this study used Prempro, so the results do not apply to other, newer
approaches in which other hormones are used and a woman’s natural cycle
is more closely approximated.

Percent Increase or Decrease

The Tamoxifen prevention trial found that among high-risk women
assigned to take tamoxifen, breast cancer risk was reduced by 49%. In this
study, women who were calculated to have an increased breast cancer risk
were assigned to take either tamoxifen or a placebo for 5 years. At the end
of 5.75 years, tamoxifen users were found to have 49% fewer breast can-
cers than women who took a placebo. To many, a 49% reduction was rea-
son enough to suggest that women at increased breast cancer risk should
consider taking tamoxifen for prevention.

Here also, the absolute risk provides a different perspective than that
of the comparison risk. In the tamoxifen prevention trial, the 49% reduc-
tion in breast cancer risk was an absolute difference of 1.8 breast cancers
in 100 women at 5.75 years, as shown in Table 3. This means that if 100
high-risk women took tamoxifen and 100 high-risk women did not, at the
end of 5.75 years, only 1.8 more breast cancers would be found in the
group that did not take tamoxifen. Obviously, a 49% reduction in risk

TasLe 3. Breast Cancer Rates in Tamoxifen Prevention Trial

Number/Rate No Tamoxifen Tamoxifen
Number of 6599 6576
Women

Number of 175 89
Breast Cancers

Cumulative Rate 3.8 2.0

Per 100 Women

Adapted from Fisher et al. (1998).1%
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appears to be greater than does a reduction of 1.8 breast cancers per 100
women at the end of nearly six years.

Even the small reduction in breast cancer risk found in this study is
unlikely to be due to tamoxifen use however, since the follow-up in the study
was 5.75 years. This is less than the average 8 years needed for a breast cancer
to reach 1cm in size, as discussed previously. Therefore, all or most of the
breast cancers detected during the tamoxifen prevention study were probably
present in an undetected state before the study began.

RISK SPECIFICATION

Women who have concerns about breast cancer risk often experience
difficulty hearing or absorbing information about risk.'” It is not uncommon
for these women to think that a risk of being diagnosed with breast cancer
is actually the risk of dying of it. This distinction is particularly important
because breast cancers are being detected at smaller sizes, when they are
more curable. For example, women whose invasive ductal breast cancers
measure up to 9mm were found in one study to have a 20-year prognosis
of better than 90%." As Table 4 shows, with Grade 1 node negative inva-
sive ductal breast cancers less than I1cm, the survival was 92% and with
Grade 3 it was 91%. Even with node negative invasive ductal breast cancers
measuring up to 1.4cm, the 20-year breast cancer specific survivals are
above 90% for grades 1 and 2. Most of the women in this study had no
chemotherapy or tamoxifen treatments.

Ovarian cancer, on the other hand, is difficult to detect before it has
spread. Only about 30% of ovarian cancers detected in the United States
are localized at the time of detection.' The 5-year 30% survival rate for all
stages is 53%.

In making decisions about medical care and follow-up practices,
information about risk of disease is an important component, but as the
different survivals for breast and ovarian cancer demonstrate, it is not
sufficient. In addition to risk of disease, individuals who seek Cancer Risk

TasLE 4. Twenty-Year Survival for Women with Node
Negative Invasive Ductal Breast Cancers 1-3mm

Grade Survival (%)
1 02
2 91
B 91

Source: Adapted from Tabar et al. (2000),'®
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Assessment need information about prognosis and the likelihood that a
cancer will be diagnosed when it is associated with a good prognosis.
Individuals also need help in appreciating the difference between cancer
risk and the risk of death due to that cancer.

CONCLUSION

In Cancer Risk Assessment, individuals benefit by having an opportunity to
learn about their risks of developing cancer due to hereditary and non-
hereditary risk factors. Risk of developing cancer, prognosis, and the like-
lihood that a cancer can be detected when the prognosis is good also need
to be included. In addition, the format in which these risks are presented
will often shape an individual’s perspective of its magnitude. In a clinical
setting, risk information is more likely to be useful when it is presented
with a time frame and in an absolute format than when a comparison
format is used. In addition, individuals need time to absorb and process the
information to enable them to make use of it in a manner that is congruent
with their lifestyles and value systems.
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PART I I

Cancer Interventions across Cultures



CHAPTER 7

Cancer Prevention
Lifestyle as the Definitive Means of Cancer Control

John H. Weisburger

INTRODUCTION

International research using the techniques of geographic pathology has
provided sound information on the causes of major chronic diseases,
including coronary and vascular diseases and many types of diverse can-
cers.'” It turns out that most of these chronic diseases relate to personal
lifestyle and habits anywhere in the world* (Table 1). In the United States,
for instance, it can be calculated, based on the annual publications of the
American Cancer Society, that currently about 36% of cancers in the lung,
urinary bladder, kidneys, renal pelvis, and also pancreas occur mostly in
tobacco users' (Table 2). Fortunately, tobacco use and cigarette smoking is
decreasing more in men than in women, and so are the diseases caused by
tobacco. Yet, more women in the United States die annually due to lung
cancer, than due to the much-feared breast cancer. Individuals who also
use alcohol and smoke have a high risk of cancer in the oral cavity and the
esophagus. Extensive alcohol use alone, especially hard liquor, is a risk fac-
tor for cancer of the esophagus,” and cancer of the rectum.® A large propor-
tion of the cancers that occur in Western populations are related to nutritional
traditions. For example, cancer of the large bowel (distal colon and rectum),
postmenopausal breast, prostate, ovary, and pancreas are associated with a
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TaBLE 1. Risks for Cancer and other Chronic Diseases

Most types of cancer and cardiovascular disease relate to personal lifestyle, tobacco use,
nutritional habits, and lack of physical exercise. Lifestyle is a function of locally prevailing
traditions, worldwide. These can and should be changed based on current knowledge,
derived from research on causation, and thus, effective prevention.

TaBLE 2. Estimated Causes of Cancer Mortality

Lifestyle % of total

Diet-related

High fat, fried foods, low fiber, low vegetables, low fruits, low tea:
colorectal, breast, pancreas, prostate, ovary, endometrium, kidney 38

High salt, pickled foods, low vegetables, low tea: stomach

Tobacco-related: lung, larynx, mouth, bladder, kidneys 3

Tobacco and alcobol-related: oral cavity, sophagus, pancreas

Alcobol: liver, esophagus

Sunlight and genetic factors: melanoma

b ke o SN

Also: lack of exercise, sedentary habits, obesity
Also: similar lifestyle factors are causes of cardiovascular disease

Calculated from data.'

traditional nutritional habits involving carcinogens in well-done meats, and
also an intake of high fat, low fiber, and low vegetables and fruits.* The
underlying mechanisms will be discussed in this chapter.

ETIOLOGY

Genetic

Small proportions of cancers have a purely genetic basis.”"' These account for
less than 1% of all cancers, such as retinoblastoma and soft tissue sarcomas.
In the last few years, it was discovered that premenopausal breast cancer
might have a genetic base. The relevant factors are BRCA1 and BRCA2, but
health promoting nutritional habits can reduce the risk of this type of cancer
to some extent.” In the other instance, a genetic condition called familial poly-
posis raises the risk of intestinal cancer in those carrying the associated fam-
ily of genes, the APC genes.'*" Clearly, many types of cancer have a genetic
base, in the sense that individuals exposed to carcinogens display differential
sensitivity. Some people have a higher risk for a number of reasons.
Carcinogens require activation to reactive metabolites, in contrast to detoxi-
fied metabolites (Table 3). Also, many individuals are efficient in repairing the
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TABLE 3. Types of Carcinogens

Genotoxic carcinogens

Direct-acting alkylating agents; some chemotherapeutic drugs.

Procarcinogens are converted biochemically in vivo or in vitro to reactive metabolites that
bind covalently with cellular macromolecules, DNA (mutagens), RNA, proteins, membranes.
Active in the laboratory animals, virtually all human cancers involve genotoxic carcinogens.
These need to be defined for each cancer. Genotoxic carcinogens can be detected and
measured through their mutagenicity or induction of DNA repair systems, and also by a pro-
cedure named **P-postlabeling. The DNA carcinogen adducts can be repaired by complex
repair enzymes systems.

Reactive oxygen species (ROS)

This type of chemical, or endogenous products generated in cell systems, is composed of
peroxides, hydroxy radicals, and other active oxygen compounds that can attack cellular
macromolecules, DNA, or proteins. They have typical markers such as 8-hydroxy
deoxyguanylic acid, visualized in hydrolyzed DNA, or as oxidized cysteines in hydroxylated
proteins.

Promoters

Classically, such chemicals failed to produce covalent products with DNA, were not muta-
genic, but enhanced carcinogenesis in cells already transformed by activated procarcino-
gens. Thus, they interfered with cell-to-cell signaling through gap junctions, increasing cell
duplication, inflammation, proliferation, and tissue hyperplasia. ROS contributes possibly to
the promoting mechanism through cycloxygenase gene expressions and higher levels of
cyclin kinases. One marker is increases in ornithine decarboxylase (ODC) forming
polyamines.

damage to the genetic material and DNA. Others are less likely to have this
beneficial biochemical asset, and such people are at greater risk."*

Differences in individual sensitivity based on genetics are found in all
populations worldwide. Yet, effective chronic disease and especially the pre-
vention of diverse cancers depend on the removal or lowering exposure lev-
els of risk factors. We will emphasize those associated with lifestyle. Smoking
relates to about 33% of all cancers, nutritional habits, and lack of exercise in
approximately 60% of all cancers. These same lifestyle factors also play sim-
ilar roles in cardiovascular diseases. Thus, adjustment of lifestyle to a lower
risk situation can prevent premature deaths in the majority of the world’s
population. A health promoting lifestyle can also be the basis for reaching
old age in good physical and mental health. This change would have enor-
mous economic benefits in light of the high cost of medical care.

Lifestyle Traditions

Stomach cancer has declined sharply in the United States in the last 70 years
and has begun to decrease elsewhere, where food preservation techniques
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have changed, as discussed below. Historically, it was a prevalent form of
cancer.””"” We have learned that it was related to the tradition of food
preservation by salting and pickling.'® This custom was fortunately
replaced by the spread of household and commercial refrigeration, permit-
ting the storage of foods in the refrigerator or a freezer. In countries where
commercial refrigeration is not available, or not used, the old methods of
food preservation are needed and thus, stomach cancer and incidentally
also, high blood pressure still occur. Foods containing vitamin C, such as
vegetables and fruits lower the risk of consuming salted foods, to some
extent. Old traditions of consuming salted foods are still apparent in African
Americans, who still have higher levels of stomach cancer''** compared
with Whites (Table 4).

The lower socioeconomic groups tend to have more obese people (body
mass index [BMI] higher than 26) with hypertension and adult-onset diabetes,
or cancer of the uterine corpus (endometrium), in the United States. The
increased occurrence of obesity-related diseases is also associated with the
metabolic syndromes such as insulin resistance but not in all cases of obesity.
Moreover, due to the globalization of the American high fat diet, an increase
in obesity is prevalent in many areas of the world, across socioeconomic
groupings, due to increasingly sedentary and lifestyle habits, such as hours of
television watching while consuming snacks, and lack of physical exercise.

Many years ago, before harvesting techniques of foods, such as
peanuts, were perfected, these foods contained a mold that, produced
mycotoxins, in the family of aflatoxin compounds, which had been shown
to be one cause of cancer of the liver.”' The risk of this basically untreat-
able cancer is now much lower now in the Western world due to an
improvement in agricultural techniques with virtually no mould contami-
nation. Of additional benefit is the fact that peanuts and peanut butter con-
tain healthy oil, the monounsaturated peanut oil, and essential minerals so
that modern times permit consumption of the health promoting foods. In
contrast, in parts of Africa, peanuts are still grown under poor agricultural
conditions, yet they constitute a sizeable part of the food intake, leading to
appreciable amounts of dietary aflatoxin. As a consequence, primary liver
cancer remains a main cause of mortality, more so in individuals also being
infected with the hepatitis antigens.

In a few individuals of Celtic descent, namely people from northern
Europe, Ireland, Scotland, and Australian Whites, the skin is sensitive to
sunlight and ultraviolet light in general. Exposure may lead to skin cancer
and also to melanoma. Fortunately, most individuals have an excision
enzyme system that can repair the damage to the skin, but a few individu-
als are more sensitive because of a genetically controlled deficiency of the
repair enzymes performing nucleotide excision.'
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ENVIRONMENTAL RISK FACTORS

The field of cancer causation through the environment was discovered
more than 150 years ago when individuals were observed to have specific
types of cancer based on high-level occupational exposure to specific can-
cer-causing agents. Study of the etiological factors led to discovery that cer-
tain aromatic amines utilized in dye production could cause cancer of the
urinary bladder.” The factories manufacturing these dyes have now elimi-
nated or tightened the standards of their production facilities, minimizing
exposure to the harmful components. Even today, asbestos has a bad name
as a carcinogen for the lung. In fact, many years ago when asbestos was
used in construction and in the insulation of pipes, many of the workmen
were customary smokers.” It was then found that heavy exposure to
asbestos, an irritant to the lung tissue, sharply enhanced the risk of lung
cancer in smokers. The irritation caused an increase in cell cycling of the
pulmonary cells. Damage from the carcinogens in tobacco smoke is poorly
repaired in a tissue undergoing rapid cell cycling. Extensive asbestos con-
tamination in nonsmokers has a slight effect on the lung, but leads to a
small risk of cancer in the pleural lining of the lung, namely, mesothe-
lioma.** The relevant mechanism is the generation of ROS that has adverse
effects and that could be moderated by a diet high in vegetables and fruits,
providing antioxidants to destroy the ROS.** In addition, soy foods and
green, oolong, or black tea are excellent sources of antioxidants.*

There are some types of cancer that can be caused by radiation and
drugs. High-level radiation can damage some tissues, which cannot be
repaired through appropriate DNA repair enzymes, because of the high
dosage." Even x-rays, and radioactive substances such as those discovered
by Madame Curie led to cancers at the point of exposure. This no longer
occurs because of precautions taken to avoid extensive contamination. In
fact, radiation for diagnostic purposes, such as chest x-rays and clinical use
of radiation under controlled conditions is certainly beneficial.

TYPES OF CARCINOGENS

The causation of cancer by chemicals involves two distinct types of car-
cinogens: genotoxic and non-genotoxic.”® The first class is genotoxic car-
cinogens, meaning that they covalently react with DNA, the genetic
material. As a consequence, such carcinogens can be assessed qualitatively
and quantitatively by measuring their mutagenicity in bacterial systems
such as those developed by Ames.”” In addition, they elicit DNA repair that
can be evaluated by the procedure of Williams, specifically the induction
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of DNA repair in hepatocytes and also in other cell systems.”® At the
American Health Foundation, we have developed a systematic Decision
Point approach to effectively outline the properties of genotoxic chemi-
cals.” Additional procedures such as cell transformation and the develop-
ment of mutagens in mammalian cells have been used, but these are more
cumbersome and time consuming.”” All human cancers involve the action
of specific genotoxic carcinogens causing mutations in cellular oncogenes,
or in p53 tumor suppressor genes.”'® Thus, an evaluation of the causes of
human cancers is important to define the relevant genotoxic carcinogens.”*

Non-genotoxic agents are also involved in cancer development.?®
These are classically called promoters and the underlying mechanism is an
effect on cell duplication rates, growth, and differentiation, as well as sig-
naling. The mechanisms with this type of compounds mean that there is a
dose response, with a threshold that can be determined, and therefore, eval-
uate the lowest level of promoters that do not have a risk of cancer devel-
opment. Even with genotoxic carcinogens, a specific low-level threshold has
been detected.’® Research in laboratory animals (mice, rats, or hamsters of
various strains) assist in outlining mechanistic aspects and dose-response
relationships useful in extrapolating to human disease risk. Often 2-year
experiments are performed to evaluate possible cancer risks associated with
exposure to chemicals. A research group in Nagoya has also provided a short-
term model for testing chemicals.”'

In recent years, another type of agent, the ROS has been discovered.”
These also affect the DNA, but they could also act in the development of
tumors, by virtue of their unique property of causing inflammatory reactions,
with consequent raised cell duplication rates. In this instance, the mecha-
nism of action needs to be defined as to whether ROS operate as genotox-
icants or simply affect the growth and development of cells. ROS can be
eliminated by antioxidants. This certainly highlights the need for foods rich
in antioxidants, such as vegetables, fruits, soy products, and tea.+3>3

SPECIFIC CHRONIC DISEASES

Coronary Heart Disease

In the Western world, heart disease accounts for greatest mortality in the
public.! For example, in the United States, there is a somewhat higher risk
among individuals of African American and Hispanic (eg, Puerto Rican or
Mexican American) descent. The reason is that coronary heart disease is
observed in individuals on a high saturated fat dietary regimen that does
not contain adequate amounts of foods with antioxidants. The relevant
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mechanism is related to a traditional intake of meats and milk that raise the
LDL-cholesterol, the atherogenic principle upon oxidation by ROS.**
Intake of fried meat and milk shakes, which are sources of saturated fats,
is particularly high in young people, mostly in the lower socioeconomic
groups who have the custom of buying a quick, inexpensive meal in the
so-called fast food outlets. The meat is consumed in a white bread bun,
without real nutritional value, except for high calories and a high glycemic
index. In other countries such as Finland, the meat is served between two
pieces of whole grain, high-fiber rye bread, providing better nutritional
value. Nonetheless, in fast food restaurants, there is a general lack of veg-
etables, foods that could aid in lowering the risk associated with ROS,
through their dietary antioxidants, as discussed above.

Yet, not all fats raise LDL-cholesterol, for which the main fat responsi-
ble is saturated fat (Table 5). In contrast, monounsaturated oils such as
olive oil and canola oil are beneficial and do not increase LDL-choles-
terol.**"** In fact, the w-3 polyunsaturated oils found in fish and in flaxseed
decrease the total cholesterol and are, therefore, beneficial. It has been rec-
ommended that people should consume three to four servings of fish a
week. The w-6 polyunsaturated oils consumed mostly as part of the
American diet do not increase LDL-cholesterol. Nor does it affect heart dis-
ease risk. Instead, it is an effective promoter of nutritionally linked cancers,
such as cancer of the breast, prostate, pancreas, ovary, and endometrium,
through very specific mechanisms. Optimally, the monounsaturated oils
should be consumed to meet the needs for essential fats. One example of
an area of the world where these oils are standard is Southern Italy and
Greece, the so-called Mediterranean dietary custom, with a fairly low risk
of heart disease and of many types of cancer.”*™

Yet another dietary factor elevates the risk of heart disease. This was
discovered from studies of people in Finland who displayed a high inci-
dence of mortality from heart disease, even though there was a relatively
low incidence of breast and especially of colon cancer. It was found that
the adults loved to consume milk, which accounted for the high risk of

TABLE 5. Fats and Qils

Hydrogenated oils and trans fats are undesirable. Best are monounsaturated oils, olive oil
(Mediterranean tradition), and canola oil. The w-3 oils from fish, flaxseed, and also some in
canola oil, lower the risk of heart disease and the nutritionally linked cancers. The w-0 oils
lower the risk of heart disease, but increase the risk of the nutritionally linked cancers.
Saturated fats increase the risk of heart disease. All fats and oils contribute more calories per
gram than proteins or carbohydrate. Nonetheless, about 25% to 30% of daily calories might
be as fat, particularly as mono- or w-3 polyunsaturated oils.
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heart disease.** In contrast, adults in France rarely drink milk. Thus, even
though their normal dietary habits are Western, they use relatively small
portions and consume vegetables and fruits and drink red wine (often
thought to account for protection against oxidation of LDL-cholesterol since
red wine is rich in the antioxidant resveratrol). Still, the overriding element
is that the children drink milk, but not adults. The critical milk factor is lac-
tose, absent in cheeses or yoghurt. The latter two foods are not atherogenic
for that reason.

While this document deals mainly with nutrition, a major risk factor for
heart disease is the use of tobacco products, especially the smoking of cig-
arettes. In this instance, there have been successes in the last 50 years,
mainly in males in the United States. In 1950, almost 70% of males were
smokers and very few women smoked. In sharp contrast, currently 28% of
women are smokers and more women die of lung cancer and other
tobacco-related cancers, than of breast cancer. Also, after menopause,
women have the same risk of heart attacks then men, if they have the
smoking addiction.”® At this point in time, only 22% deaths in men are due
to smoking." Worldwide, cigarette smokin% is increasing, from about 1500
cigarettes in 1950 to over 5000 units now.*

Populations in Asia serve as a contrast to these observations. In Japan,
for instance, there are more smokers than in the United States, but the lung
cancer rate is appreciably lower. An explanation for this contrast is the fact
that the traditional Japanese diet is relatively low in total fat and rich in fish
oils that are protective in heart disease and cancer (Table 5). The Japanese
also consume considerable amounts of green tea with a demonstrated pro-
tective effect in heart disease and lung cancer, #33:37:38 Nonetheless, smok-
ing is increasing in China and it is feared that people may be subject to an
epidemic of lung cancer, as is probably true in parts of Africa, where smok-
ing is on the rise.”*”

In the United States, Hispanics and African Americans tend to have
higher lung cancer rates, even though for economic reasons, individuals
in these populations tend to smoke less.'**"****! This anomaly is currently
under investigation. One hypothesis is that the cigarettes are smoked

TABLE 6. Carbohydrates

Simple carbohydrates such as glucose or sucrose absorb quickly, have a high glycemic
index, raise blood insulin, and should be avoided. Use synthetic sweeteners to provide
desirable gustatory sensations. Complex carbohydrates, especially with soluble fiber from
vegetables and fruits, and insoluble fibers as in bran, unrefined cereals or whole grain bread
are health promoting, and lower the risk of heart disease and several of the nutritionally
linked cancers.
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differently in these populations, namely almost up to the filter, so that more
harmful substances are inhaled. Also, it could be that the customary diets
of individuals in these populations are low in defensive antioxidants.**> We
have suggested that protective foods such as vegetables receive price sup-
port by the federal government so that they can be made available to
the public at a lower cost. An example of governmental intervention for
agricultural products is price support for many grains.

Hypertension and Stroke, Gastric Cancer

Except for many types of cancer, chronic diseases, such as hypertension,
stroke used to have a much higher incidence.' These stem from the tradi-
tional intake of foods that are highly salted and pickled, *'®'*** given that
these procedures were used classically before the introduction of food stor-
age was made safe by refrigeration and freezing. Since that time, these dis-
eases have decreased in the last 70 years, as has gastric cancer.”*” More
recent studies, however, have observed that gastric cancer risk is higher
with a concurrent infection with Helicobacter pylori.***' Unfortunately, due
to dietary patterns that have evolved over time, ethnic and minority popu-
lations, such as the lower socioeconomic classes including African
American, or non-Hispanic Whites in the United States, still consume foods
with high amounts of salt, accounting for the higher risk for hyperten-
sion.” In addition, obesity plays a role in the occurrence of hypertension
and stroke, and there are more heavy people among such ethnic minori-
ties, who also develop more cancer of the endometrium and kidneys, given
that fat cells also generate estrogen, a risk factor for a variety of cancers.
ROS may be also playing an additional cellular risk factor.

CANCERS

Head and Neck Cancers

These diseases are the results of smoking, together with excessive drinking
of alcoholic beverages. Actually, alcohol by itself can lead to this set of dis-
eases.” Here also, minorities seem to have a higher proportion of people
with these habits, and since the diet does not include many protective
foods, these populations display a higher incidence.'”***' People in parts
of France who are high consumers of specific alcoholic beverages such as
Calvados liqueur also display the associated disease, cancer of the esopha-
gus.42’43 Also, in Japan, this cancer is found in men who smoke and drink
alcohol, but not in women who tend not to have these habits.>*
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Cancers of the Lung, Pancreas, Kidney, and Urinary Bladder

These types of cancer are all associated with tobacco use, mainly through
the smoking of cigarettes.”> While these tobacco products contain specific
genotoxic carcinogens, it would seem that their actions also involve
ROS.*? This accounts for the fact that individuals on a protective diet rich
in antioxidants have a lower incidence, at equal smoking rates and dura-
tion. Thus, dietary habits impinge importantly on diseases associated with
smoking.” This is especially true for pancreatic cancer. In men, for exam-
ple, smoking- and obesity-related diabetes mellitus remain risk factors,
more so in African American males in the United States. In women, high
BMI and appreciable alcoholic beverage intake play a role, more so in
African American than in non-Hispanic White women. *'

The Western Nutritionally Linked Cancers, Cancers of the
Postmenopausal Breast, Distal Colon, Pancreas, and Prostate

The associated genotoxic carcinogens appear to be a fairly new class of
agents discovered about 25 years ago, the heterocyclic amines, formed dur-
ing frying and broiling of meats.*** These affect not only the tissues men-
tioned, but may also be involved in the occurrence of coronary heart
disease. Observations in humans show that these cancers and also heart
disease are higher in regular consumers of appreciable amounts of well-
done red meat that contains such genotoxic agents. These chemicals
were originally detected by measuring the mutagenicity of well-done
fried meat.*® Also, they invariably cause cancer in animal models as these
target organs relatively quickly. Thus, there is excellent evidence for
the role of heterocyclic amines as the relevant genotoxic carcinogens for
these organs.

In terms of cancer prevention, it is important to apply available meth-
ods to lower the formation of heterocyclic amines. Our group at the
Institute for Cancer Research has shown that mixing 10% to 15% soy pro-
tein with ground beef decreases sharply the content of heterocyclic amines
in the resulting hamburger. We also discovered that application of the
active components of green or black tea, namely the appropriate tea
polyphenols to the surface of meats inhibits the formation of heterocyclic
amines upon cooking.*>* Meat contains creatine, a chemical that is essen-
tial to the formation of heterocyclic amines. However, Felton and associates
showed that brief cooking in a microwave oven on a tray permits the run
off of juices, which serves to eliminate most of the creatine. Thus, subse-
quent frying or broiling through standard methods is effective in decreas-
ing amounts of heterocyclic amines.*
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These dietary interventions are important given that heterocyclic
amines upon ingestion are metabolized. A major reaction performed mainly
in the liver is N-hydroxylation, yielding the corresponding N-OH com-
pounds. In select target organs, such as breast, distal colon, prostate, and
pancreas, there are acetyltransferases of two types, NAT-1 and NAT-2, that
can convert the N-OH heterocyclic amines to a reactive N-acetoxy chemi-
cal that attacks DNA and yields a mutated DNA in cells, precursor to other
mutated cells, which upon duplication lead to clinical tumor formation.*®>°

Role of Type and Amounts of Dietary Fat

Meat is an important source of saturated fats, which are associated with the
elevated risk of heart disease. This risk in increased due the widespread
practice of frying or broiling meat, which also leads to the formation of het-
erocyclic amines, thereby enhancing the risk.”**® As noted above, saturated
fats also contribute to atherogenesis by raising LDL-cholesterol. Yet satu-
rated fats contribute relatively little to the risk of the nutritionally linked
cancers (Table 5). For these diseases, the w-O polyunsaturated oils are
important, as demonstrated by the induction of the nutritionally linked can-
cers in animal models, such as the rat,’">?and to some degree in humans
(although this is a controversial area), due to an increase in the rate of
duplication of cells carrying a mutation induced by an N-acetoxy hetero-
cyclic amine. There has, for instance, been a slight but definite rise in the
incidence of postmenopausal breast cancer in women in Western context
in the last 40 years. This is possibly due to the fact that people switched
from their use of saturated fats because of a fear of heart disease and the
-6 polyunsaturated oils were substituted at this time. As previously noted,
monounsaturated oils (olive or canola oil) have not been shown to increase
the risk of the nutritionally linked cancers®**® because they are poor pro-
moters in animal models and in humans. For example, Mediterranean
countries have lower rates of coronary heart disease and of the nutrition-
ally linked cancers. They are the preferred oils for people at home and
should be used in restaurants.

PROTECTIVE ROLE OF INSOLUBLE BRAN CEREAL FIBER

Types of Fiber-Soluble versus Insoluble-Different Metabolic Effects

The importance of bran cereal fiber was discovered in the study of the
lower risk of colon and breast cancer in people in Finland, in the face of a
high incidence of heart disease.’' It was established that the latter was due



Cancer Prevention 149

to the high intake of milk, in turn associated with lactose, the milk sugar.”
As a parenthesis, the lower risk of heart disease in France is often explained
by the fact that French often drink red wine with their meals. Another
explanation for the French paradox, eating Western style but with a lower
risk of heart disease, is the fact that by tradition adult French people rarely
drink milk, and therefore, are not exposed to lactose, the atherogenic prin-
ciple (absent in cheese and yogurt). Yogurt is an excellent food with cal-
cium and other desirable minerals such as magnesium and zinc, and should
be consumed by people, including children (however, children will benefit
by the nutrients in milk, and there is less likelihood of an effect on the heart
at a young age). Breast-feeding of babies and young children is beneficial to
the baby. Breast milk is rich in excellent nutrients, including the antioxidant
oil DHA, important in brain development. Moreover, a functional breast is
much less likely to undergo neoplastic change. Thus, there are important
health benefits to mother and child associated with breast-feeding.

The Finns, by tradition, consume daily appreciable amounts of rye
bread, rich in insoluble fiber.”' A specific marker for this consumption of
rye bread was that the Finns have a high stool bulk, in contrast to New
Yorkers who do not (Table 6). It turns out that the large stool served to
eliminate bile acids, associated with colon cancer risk, and conjugated
estrogen related to breast cancer risk.”’ Therefore, there is merit in recom-
mending an increase in foods that contain insoluble fiber, such as whole
grain bread and cereals, and also to avoid drinking milk as adults. Bread,
buns, rolls, and cereals made with white flour are also an undesirable
source of calories and should be avoided.

Soluble fibers are present in vegetables and in some fruits. These are
tasty sources of valuable antioxidants. The soluble fiber in these foods has
an effect on the intestinal tract in modifying the bacterial flora, favoring
health promoting bacteria, such as lactobacilli and lowering the liters of less
desirable bacteria.’* The soluble fibers also lead to the presence in the
intestine of gums that serve to eliminate undesirable chemicals in the gut
stemming from secretion in the bile of metabolites formed in the liver.

Thus, foods rich in soluble and insoluble fibers, vegetables, fruits,
whole grain bread, and bran cereals are beneficial in lowering the risk of
chronic diseases, particularly cancers.”

IMPORTANT FUNCTION OF VEGETABLES,
FRUITS, SOY PRODUCTS, AND TEA

In the past, many people in the United States were meat and potato eaters,
accounting for the high risk of many chronic diseases, described above.
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TABLE 7. Protective Foods

Virtually all vegetables and fruits are wholesome. Recommendations for prevention are 5 to
10 such foods a day, mainly because of their valuable content in antioxidants. In the Orient,
soy foods play such a role, as does green tea (also 5 to 10 cups a day). Black and green tea
are desirable, disease preventing beverages, with small amounts of 40 to 50 mg of caffeine
per cup. Caffeine is a stimulant, without other adverse effects. Children up to age 12 should
be offered decaffeinated tea, also rich in antioxidants.

An example of good nutrition was set by President Jefferson, who was
reported to use vegetables as the main element on his dinner plate and
used meat not as a center piece, as most American do, but had it as a side
dish. We need to introduce similar schemes, and actually eat fish, a source
of w-3-polyunsaturated oils, three or four times a week preventing heart
disease and many types of cancer. Vegetables are rich not only in essential
vitamins, minerals, and similar micronutrients, but they are also a good
source of antioxidants (Table 7). The importance of antioxiclants is that cells
in the body generate ROS, associated with heait disease and many types of
cancer, together with the heterocyclic amines in cooked meats.?"?*4% In
addition, ROS are thought to contribute to aging. Thus, the antioxidants in
vegetables inhibit the action of undesirable ROS. This is also true for most
types of fruits.

American farmers are important producers of soybeans, but in the past,
most of the soy products were exported to the Orient.*® In Japan and in
China, many dishes use soy foods that are also rich in antioxidants. Soy
milk, rich in essential micronutrients, and marketed with additional vita-
mins B,. D, E and calcium is a healthy substitute for milk. In part, the
Japanese and Chinese have fewer of the chronic diseases besetting the
Western world. There, the exception is a former high incidence of hyper-
tension and stomach cancer because of their old tradition of excessive salt
use.'>* There is now a national plan in Japan to teach people to reduce
salt intake.'®

Another excellent source of antioxidants is the beverage tea, derived
from the plant Camellia sinensis.”>’ Again, in China, Japan, or Korea, there
is a custom of drinking green tea frequently during the day, inhibiting the
effect of ROS. For example, there are more men in Japan smoking, but the
mortality from lung cancer is lower than in the Western world.”® One
hypothesis is that they eat less fatty foods and include fish containing ben-
eficial w-3 oils. Moreover, the extensive tea use probably accounts for the
lower cancer risk. Experiments in laboratory animals have demonstrated
that green tea decreases the incidence of lung cancer in rats given a
tobacco carcinogen. The same protection has been observed with black
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tea. Green and black teas are both derived from the leaves of the same
plant.”” They differ by the manufacturing process after collecting the leaves.
Upon harvest, steaming or otherwise heating inactivates an enzyme,
polyphenol oxidase, present in the leaf, which thus, leads to green tea.
Harvesting of the newly formed buds and top leaves of the plants can pro-
duce white tea, upon steaming. On the other hand, if the leaves are
ground, the polyphenol oxidae in the leaf oxidizes the original polyphenols
present, to other types of polyphenols typical of black teas. Many studies
have shown that green and black tea have basically similar health promot-
ing attributes, because the associated polyphenols are rich in antioxidants,
even though they have a different chemical structure.””® In addition, the
tea polyphenols when consumed by animals or humans increase the titer
of defensive detoxifying enzymes, which play a role in protecting against
the action of carcinogens.” Furthermore, the tea polyphenols decrease the
growth rate of cancer cells, without affecting the regular growth of normal
cells.

In the United States, only about 18% of people drink tea regularly and
this excellent habit is even lower among ethnic minorities. Because Canada
is part of the former British Empire, there are more tea drinkers in Canada,
particularly the English-speaking Canadians, but less so in Quebec, demon-
strating once more that local habits have long traditions. Recent data show
that Americans consume about 144 servings of tea per year per person, in
Japan, 500, in the United Kingdom, 1000, and in Ireland, 1180. Note that
in the latter two countries, it is also customary to add substantial amounts
of milk, that is, depending on the ratio tea:milk, this custom may block the
antioxidant activity and associated beneficial effects of tea. In our research,
we found that addition of the International Organization of Standards rec-
ommended amounts, 1.85% milk in black tea, inhibition of mammary gland
and colon cancer in rats by tea was not affected.***> We recommend a daily
intake of 5 to 10 cups of tea, as a realistic means of disease prevention. Tea
is inexpensive and a pleasant beverage, without calories. Other studies sug-
gest that tea increases the body’s metabolic rate, furthering weight con-
trol.”**® This might be due to the underlying mechanisms involved in
control of the genes affecting formation of leptin, protein hormone with
important effects in regulating body weight, metabolism, and reproductive
function.”’

HEALTHY AGING

Another important source of ROS is exercise. There are sound, important
public health recommendations that people should exercise regularly, with



John H. Weisburger

152

‘ease o1yder80a8 yoes ur syzeap 10apjor A|qeqoid JUDWIBRURW [EDIUID PUE 3JUDLNOD0 24 ‘SSIAIOUON 'SI0IDE] 3SU IDUNSIP Ulim Os[e ‘saseasip [esnedousunsod
sn1d jesnedousward woly syieap sopnpul 190ued 1searg odAl jusieaard o) oq Avwu UOJOD FUIPUSISIP I UL SIODUED UOJOD 311 AJDXI[ 1SOW Ing ‘saIF0[0Ne 10UNSIp
Ylim SI2OUED UOJ0D 22JU1 9Y1 JO WiNS SU) 2IE S[2AJ] 1s3yB1Y 2], "UOJ0d SUIPUSDSIP PUE ‘ISI2ASUEN ‘SUIPUADSE JOJ SIN[EA SIPNIOUT WNIDSI PUE UOJOD),, T8l 10N

o3eqo],
UBISTUDWUININ], zuIyD VS VS0 ueliequazy Q pEPIUL], [shiveiry OJIXaW 15aM07
oSeqo], pueeaz ongnday
¥ peEpIULL, MIBWIUaC[ BISSTY STy bRy Aredungpq MIN YI2ZD 1S9UBTH
S[EW I[elag J[etuag S[EW S[Ella] S[EW 2[EW2] m:m—__&
MNEIS0I] 1SEDIE Yorwos Jung WN3I pue uojo)
0gMIUN0Y 134 ‘saley yieaq 1samo pue 1saydiy ‘g 318v)



Cancer Prevention 153

emphasis on the intensity of the activities to foster an appreciable increase
of air intake and thus, of oxygen uptake which leads to an increased for-
mation of ROS in cells. It is also known that smokers have increased lev-
els of ROS in lung, and that reactive oxygen radicals appear to be produced
with the consumption of the food carcinogens, heterocyclic amines, in fried
or broiled meats. For these reasons, it is important for all people to con-
sume foods and beverages that are good sources of antioxidants such as
vegetables, fruits, soy products, and tea.*”> ROS also leads to premature
aging, which can be avoided by frequent intake of antioxidant-rich foods
and beverages. This could possibly account for the fact that in Asia, there
are many older people in good health, and Alzheimer’s disease is also less
frequent.35

CONCLUSION

Biomedical research in the last 40 years has been an excellent investment.
Regrettably, the knowledge achieved regarding the relevance of nutrition,
as the definitive means of cancer prevention has not been effectively
transmitted to the public.” Thus, the important task remains to communi-
cate to the public at large that their own lifestyle choices could be associ-
ated with important disease risk, or on the contrary, with good health to an
old age. We need to convey to people that they are in danger of being
affected by major chronic diseases and premature aging unless they alter
their lifestyle, including nutritional and exercise habits*”®. The methods of
geographic pathology have revealed areas in the world with high or
low mortalities due to specific cancers, providing the background to inves-
tigate the relevant underlying mechanisms through marker studies in
humans, or through laboratory investigations59 (Table 8). Research on the
rationale for areas with low mortality can also provide additional informa-
tion on locally prevailing lifestyles and nutritional habits that are protec-
tive.”™*" For example, a most recent study of the World Health Organization
has explored many of the environmental factors associated with disease
risk, rather than lifestyle and nutrition related factors, as we emphasize in
this discussion.””
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CHAPTER 8

Cross-Cultural Aspects
of Cancer Care

Samuel Mun Yin Ho, Pierre Saltel, Jean-Luc Machavoine,
Nathalie Rapoport-Hubschman, and David Spiegel

Life and death, emotion and social support, stress and disease are universal
human concerns. The diagnosis of cancer induces a human dread that is
grounded in our biological being. Nonetheless, the experience of cancer
and its treatment is inevitably influenced by cultural, ethnic, economic, and
religious differences. In some cultures, the diagnosis of cancer conveys a
greater sense of shame than others. Only recently have Japanese cancer
patients been willing to make public declarations of their disease status,
forming heretofore unheard of support groups such as “Akai Bono Kai.”
Cultural concerns about modesty and sexuality, or cultural acceptance of a
fatalistic approach to life may inhibit screening activities in certain cultures,
such as among Chinese and Latina women.'™ Direct talk about the future
that might make an American cancer patient feel respected and involved in
treatment could seem to a Chinese cancer patient a self-fulfilling prophesy
of doom. De Toqueville described Americans as a “nation of joiners.” We
tend to be relatively direct and open, inclined to discuss problems and try
to solve them. At the same time, we do not like to admit to having prob-
lems, and often lose ourselves in work and other activities when confronted
with threats to health. Our desire for openness and shared decision-making
in medical care is not entirely consistent with our belief in success, in
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transcending any obstacle and our reluctance to “give in” to illness or fail-
ure. Thus, while the problems associated with cancer are universal: fear of
death, loss of social roles and physical abilities, and treatments that can
cause mutilation, fatigue, cognitive impairment, nausea, menopause, and
weight changes, the ramifications of these problems are magnified or miti-
gated by cultural and social context. The treatments that have been devel-
oped to provide social and emotional support in one cultural context cannot
automatically be assumed to work in a different cultural context. In some
cases, the differences are primarily in the process of engaging the patient in
treatment. For example, Latina women with cancer are reluctant to enter a
program of treatment without initial review and approval of their husbands,
while European and American women would resent such a process of ini-
tiation. In other cultural situations, elements of intervention must be added
or deleted to respect feelings or redress specific cultural problems.

Our approach in this chapter is to examine one intensive and well-
studied program of psychosocial support for cancer patients, Supportive/
Expressive group therapy,” and contrast and compare its utilization in two
rather different cultures: China and France. The supportive/expressive
approach to helping cancer patients has been tested in a number of differ-
ent cultures: France, Canada, Australia, and Hong Kong, China among oth-
ers.*” While there are important differences in these cultures in the
propensity to openly discuss problems, or even admit to having cancer, this
approach has been found to work in reducing distress and pain. The fun-
damental human need to surround oneself with support, express the strong
emotions associated with illness, confront existential concerns, reorder pri-
orities in life, improve family support, clarify communication with physi-
cians, and control symptoms such as pain and anxiety transcends cultural
differences. Nonetheless, important cultural differences in how to intro-
duce, conduct, and evaluate the effects of supportive/expressive group
therapy require further research. We first present the model as developed
in the United States over the past 25 years,”'” and then place it in cultural
context by exploring differences in the model in contrasting cultures. This
approach is designed to construct a dialectic between the synchronic, or rel-
atively invariant components of intervention, and the diachronic, or relatively
culturally specific elements, analogous to the approach of Levi-Strauss."'

ESSENTIALS OF SUPPORTIVE-EXPRESSIVE PSYCHOTHERAPEUTIC
INTERVENTION DEVELOPED IN THE UNITED STATES

Our supportive/expressive intervention model has been extensively tested
among women with breast cancer and women and men with HIV infection,
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and has been utilized by families of cancer patients as well.* The intervention
is a semistructured group therapy program that involves meetings for
90 minutes once a week, led by two co-therapists. Interventions for early
stage cancer patients have been structured to last for 12 weeks, while those
for people with more advanced disease have run for years as open groups,
with new members being added as others leave or die. The therapists are
trained to encourage discussion of the major themes listed below, but to
avoid didactic presentations. There is no order or plan to discuss certain
themes on certain days. There are initial introductions and explanations
early in the group history, and termination when it concludes. Otherwise,
the focus is on conducting a here-and-now interpersonal group directed at
social, emotional, existential, interpersonal, and symptom management
issues. The power of such group support derives from its immediacy: issues
of emotion, relationship, and meaning are explored in the present as they
currently affect the women in the room, in accord with classical principles
of group psychotherapy.'? Supportive/expressive group therapy consists of
seven basic components:

1. Social Support

Psychotherapy, especially in groups, can provide a new social network
with the common bond of facing similar problems." Just at a time when
cancer removes one from the flow of life, when many others withdraw out
of awkwardness or fear, psychotherapeutic support provides a new and
important social connection. Indeed, having cancer, the very thing that
damages other social relationships is the ticket of admission to such groups,
providing a surprising intensity of caring among members from the very
beginning. Thus, constructing new social networks for cancer patients and
their families via support groups and other means is doubly important: it
comes at a time in life when natural social support may erode, and when
more is needed.'*

2. Emotional Expression

The expression of emotion is important in reducing social isolation and
improving coping.””™ ™ Yet it is often an aspect of cancer patient adjust-
ment that is overlooked or suppressed. Emotional suppression and avoid-
ance are associated with poorer coping.'”** At the same time, there is much
that can be done in both group and individual psychotherapies to facilitate
the expression of emotion appropriate to the disease. Doing so seems to
reduce the repressive coping strategy that reduces expression of positive as
well as negative emotion. Emotional suppression also reduces intimacy in
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families, limiting opportunities for direct expression of affection and con-
cern. Indeed, there is evidence that those who are able to ventilate strong
feelings directly cope better with cancer.'”?*

The use of the psychotherapeutic setting to deal with painful affect also
provides an organizing context for handling its intrusion. When unbidden
thoughts involving fears of dying and death intrude, they can be better man-
aged by patients and families who know that there is a time and a place
during which such feelings will be expressed and addressed. Furthermore,
disease-related dysphoria is more intense when amplified by isolation, leav-
ing the patient to feel that she is deservedly alone with the sense of anxi-
ety, loss, and fear that she experiences. Being in a group where many others
express similar distress normalizes their reactions, making them less alien
and overwhelming. There is recent evidence that participation in support-
ive/expressive group therapy results in significant alterations in emotional
control, with reduced suppression of emotion at the same time that patients
experience a greater sense of self-efficacy in managing their emotions."

Death anxiety in particular is intensified by isolation, in part because
we often conceptualize death in terms of separation from loved ones.
Feeling alone, especially at a time of strong emotion, makes one feel
already a little bit dead, setting off a cycle of further anxiety. This can be
powerfully addressed by psychotherapeutic techniques that directly
address such concerns.

3. Detoxifying Dying

This component of the therapy involves looking the threat of death right in
the eye rather than avoiding it. The goal is to help those facing the threat
of death see it from a new point of view. When worked through, life-
threatening problems can come to seem real but not overwhelming.* *
Following a diagnosis of cancer, a variety of coping strategies come into play,
including positive reappraisal and cognitive avoidance.”” However, denial
and avoidance have their costs, including an increase in anxiety and isola-
tion. Facing even life-threatening issues directly can help patients shift from
emotion-focused to problem-focused coping,****’ moving from accepting
the emotional reality to finding active means of coping with various aspects
of the process of dying. Indeed, the process of dying is often more threat-
ening than death itself. Direct discussion of death anxiety can help to divide
the fear of death into a series of problems: loss of control over treatment
decisions, fear of separation from loved ones, anxiety about pain.
Discussion of these concerns can lead to means of addressing if not com-
pletely resolving each of these issues. Thus, even facing death can result in
positive life changes.
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Even the process of grieving can be reassuring at the same time that it
is threatening. The experience of grieving others who have died of the
same condition constitutes a deeply personal experience of the depth of
loss that will be experienced by others after one’s own death. Similarly,
spouses come to face their potential losses by watching others grieve, and
at the same time they learn that such losses can be borne and worked
through.>2

4. Reordering Life Priorities

The acceptance of the possibility of illness shortening life carries with it an
opportunity for re-evaluating life priorities. When cure is not possible, a
realistic evaluation of the future can help those with life-threatening illness
make the best use of the remaining time. One of the costs of unrealistic
optimism is the loss of time for accomplishing life projects, communicating
openly with family and friends, and setting affairs in order. Facing the threat
of death can aid in making the most of life.**** This can help patients take
control of those aspects of their lives they can influence, while grieving and
relinquishing those they cannot. Having such a domain of control can be
quite reassuring, redefining the meaning of the illness and one’s life in the
context of a “life project.”

5. Family Support

Psychotherapeutic interventions can also be quite helpful in improving
communication, identifying needs, increasing role flexibility, and adjusting
to new medical social, vocational, and financial realities. There is evidence
that an atmosphere of open and shared problem solving in families
results in reduced anxiety and depression among cancer patients.”**° Thus,
facilitating the development of such open addressing of common prob-
lems is a useful therapeutic goal. The group format is especially helpful for
such a task, in that problems expressing needs and wishes can be exam-
ined among group members as a model for clarifying communication in the
family.

In addition to enhancing communication, group participants are
encouraged to develop role flexibility, a capacity to exchange roles or
develop new ones as the pressures of the illness demand. One woman, for
example, who became unable to carry out her usual household chores,
wrote an “owner’s manual” to the care of the house so that her husband
could better help her and carry on after her death. Others wrote letters to
friends asking them to cook an extra bit of dinner on one evening a month
to share with them, thereby relieving them of the pressure of cooking.
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6. Communication with Physicians

Support groups can be quite useful in facilitating better communication
with physicians and other health care providers. Groups provide mutual
encouragement to get questions answered, to participate actively in treat-
ment decisions, and to consider alternatives carefully. Such groups must be
careful not to interfere with medical treatment and decisions, but rather to
encourage clarification and the development of a cooperative relationship
between doctor and patient.

7. Symptom Control

Cognitive techniques such as self-hypnosis are taught to manage symptoms
such as pain and anxiety. These include learning to identify emotions as
they develop, analyze sources of emotional response, and move from
emotion-focused to problem-focused coping. These approaches help the
patient take a more active stance toward the illness. Rather than feeling
overwhelmed by an insoluble problem, they learn to divide problems into
smaller and more manageable ones.

Specific coping skills can be demonstrated and taught which are
designed to help patients reduce cancer-related symptoms such as anxiety
and pain. Techniques used include specific self-regulation skills such as
self-hypnosis.™

OUTCOME

Supportive/expressive group psychother%pg for cancer patlents has been
shown to reduce psychologlcal distress, improve coping responses,’
and reduce pain.’' This approach has also been shown to result in longer
survival time among women with metastatic breast cancer.” The effect of
psychosocial treatment on survival time has been demonstrated in half of
the published randomized trials.***’ In comparing supportive expressive
group therapy with cognitive-behavioral group treatment of HIV-infected
individuals, Kelly and colleagues*' found the supportive expressive inter-
vention more effective. While no formal randomized trials have been con-
ducted of the application of this model to couples, we have conducted both
spouse and couples’ groups over the past two decades, and found them to
be well-accepted and helpful to them in addressing existential concerns,
managing overwhelming affect, and improving family relationships.

In order to examine the cross-cultural salience of this approach,
colleagues in Hong Kong and France have contributed their experience
applying the same model to their rather different cultural settings.
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PSYCHOSOCIAL SUPPORT IN HONG KONG

There are reasons why the supportive expressive mode of psychotherapy
is a challenge in Hong Kong. Many Chinese cancer patients think that psy-
chotherapy is irrelevant to their illness, and that only the mentally unsound
need psychotherapy.*”” The suggestion of entering into a psychotherapeu-
tic group may offend them (as a sign of weakness, inferiority compared to
other patients, and the like). Besides, many cancer therapeutic and support
groups in China (including Hong Kong) use bodily activities and creative
art forms, from either Western models or traditional Chinese wellness exer-
cises (eg, Tai Chi and Qi Gong), to promote expression and social support
and as a form of distraction (pleasurable activities in contrast to the torturous
cancer experience).”** A therapeutic group that focuses almost exclusively
on verbal sharing and face-to-face interaction may pose a threat to the
patients—and perhaps the therapists as well (control difficulties, worries
about participation, or lack of structure and therapeutic efficacy). To com-
plicate the situation further, Chinese cancer patients are not used to
expressing their emotions in direct ways. They tend to use passive-aggressive
coping that is characterized by a “short-circuit open-conflict” approach—
the use of indirect language, intermediaries, and face-saving ploys to han-
dle their anxiety and emotions.*> The mere anticipation of talking about
one’s feelings among a group of strangers may be a highly uncommon and
threatening experience.

On the other hand, there are indications of the enormous needs of the
Chinese patients in having access to therapeutic group interventions.
Chinese cancer patients may have little social support outside the thera-
peutic context. Within the family, members may hesitate to start conversa-
tions to comfort patients. They believe that consolation possibly brings up
themes of suffering or dying with tremendously painful and unbearable
treatment processes, and thus brings additional worries and burdens to the
patient. Moreover, the patients may not be willing to share their emotional
turmoil with other family members, not because they think that the other
family members are unsupportive, but because they do not want to impose
burdens and suffering on their loved ones. The opportunity to “pour out”
of one’s emotional angst without having to worry about bothering and bur-
dening others, especially family members, can be highly valuable once the
group format is accepted. This interpersonal focus among Chinese people
has been well discussed in the literature*®*’ and has a profound effect on
patients’” adjustments to suffering and illness.** Chinese cancer patients
often prefer distraction coping (eg, sweet memories and telling jokes) to
avoid addressing the overwhelming stress that is related to pain and death.
The ability to tolerate momentary upsets, unhappiness, and emotional
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disturbances is even considered a virtue.*> Seeking help from outside the
family, especially from mental health professionals, may be regarded with
shame. In addition, many Chinese still believe that current sufferings are
the consequences (the karma) of past actions.”® It has been shown that the
attribution of illness to an external and stable causal factor (karma) can
make the misery more bearable™ and may have a positive effect on the
adjustment to cancer.”? However, this unscientific conclusion devalues the
patient’s personal self-evaluation and self-appreciation, and as a result,
Chinese feel shame at sharing feelings with others. This stigmatization
effect may lead to dehumanization, threat aversion, low self-esteem, and
social isolation.”> Worse still, cancer is thought to be an infectious disease
by some people in China. The true story below from a Chinese cancer
patient illustrates this point.

One time when I was out having dinner with my friend, I recognized my
friend was not willing to eat the food my chopsticks touched. She even
requested using another pair of chopsticks for us. I just find myself very
offended. What does she mean requesting another chopsticks separate
from mine? Is she thinking that I will spread cancer to her? That’s totally
ridiculous. I can clearly identify she will not be my friend anymore.

This story can be explained by inadequate medical knowledge and
misconceptions about cancer. This stigmatization is a barrier to developing
a supportive atmosphere in which patients can express their feelings, and
therefore inhibits their emotional expression. Evidence suggests that emo-
tional control is associated with higher perceived stress as well as anxiety
and depressive symptoms among Chinese women cancer survivors.”*
Potential stigmatization and efforts toward avoidance may often deprive a
patient of corrections to their distorted beliefs.

Many Chinese cancer patients thus cope with the disease in isolation.
We have reason to believe that a supportive expressive mode of psy-
chotherapy may be potentially beneficial to them. In Hong Kong, the first
therapeutic group for breast cancer women that followed the supportive
expressive model* was conducted between February 7 and March 28,
2003, after David Spiegel’s training workshop in Hong Kong in November
2002. This first group aimed to examine the feasibility of conducting the
supportive/expressive group therapy among Chinese and to explore what
adaptations were needed for Chinese cancer patients. We adopted a closed
group format for this brief support group. This format facilitated the equal
exposure of every member in the group as well as enabling the therapist
to have a sharper focus on the themes to be covered within the allotted
time. The group was conducted by one of us (S.H.)—a male clinical
psychologist with more than 10 years of experience in cancer psychotherapy
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and research—without a co-facilitator. A co-therapist was not included
because of the pioneering nature of this project. Moreover, a conscious
effort was made to follow the guidelines described in the manual for sup-
portive/expressive group therapy™® as closely as possible. There were
seven women in the group, which is approximately equal to the optimal
size for a psychotherapy group.'” The following paragraphs describe our
experience in conducting the group and highlight some of the characteris-
tics of conducting the supportive expressive mode of psychotherapy
among Hong Kong Chinese. Here we focus on the adaptations made that
allowed the group to function well in the cultural setting of Hong Kong.

The Supportive Expressive Group

Lee et al.** described their experience in providing psychological care to a

Chinese woman with breast cancer in Hong Kong, and suggested that ther-
apists should focus on dealing with the patients’ concrete daily life and role
function difficulties in the initial sessions of intervention before focusing
overtly on emotional difficulties. They further suggested that many Chinese
cancer patients may not be motivated to participate in psychotherapy
because they do not understand the rationale behind the treatment.
Participants assume that the therapist will give them direct and concrete
advice during therapy; it will be frustrating to Chinese participants if these
expectations are unmet in the initial stage of therapy. Appropriate psy-
choeducational information was given as a means of reducing the stigma
associated with participation and meeting expectations, especially at the
initial stage of the group therapy. Our experience indicated that, more often
than not, Chinese cancer patients used these educational materials to gen-
erate a more fruitful discussion in the group therapy, as illustrated below.

Based on this rationale, a conscious effort was made to address the
concrete daily life problems of the patients and to facilitate instrumental
support among members instead of moving to emotional sharing too soon
in the initial sessions. In Chinese culture, instrumental support implies con-
structive contributions to caring and brings comfort to each person, which
may pave the way for emotional sharing in future sessions. At the begin-
ning of the first psychotherapy session, it was emphasized to members that
the group could serve as a pool of collective wisdom and resource sharing.
All participants were encouraged to describe their experience and coping
skills, so that others could use them for reference if they encountered sim-
ilar problems or challenges in the future. It turned out that all participants
could gain mutual support in the initial stage of therapy and began to
develop a supportive atmosphere for emotional sharing toward the end of
the third session. A woman in the group finally resolved her interpersonal
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conflicts. It was the open and fruitful discussion among group members
that made this successful outcome possible.

Rosary was diagnosed with breast cancer as her father underwent dial-
ysis for kidney problems. Because of her own disease, she could not take
her father for medical check-ups and kidney dialysis. She did not reveal her
disease to her father for fear of giving him an additional emotional burden.
She felt extremely guilty as a result, and always had the feeling that she
should take responsibility for her father’s death. Her guilt was also taken as
a reason for her present suffering and the behavioral problems of her child
(refer to the concept of karma mentioned above).

Rosary: Even now that my father is dead, I tell myself I did something
wrong. One day, my son kept blaming his father when I was riding
on a bus with him. It reminded me of my wrongdoings to my own
father. How could I blame my son for not being nice to me and my
husband when I myself didn’t take care of my own father?

Rosary had somehow mixed up her feelings toward her father, her son,
and her present illness. In a discussion about active coping strategies in the
third session, I was asked to talk about the stress and coping from a psy-
chological point of view. The group was briefed on basic stress and cop-
ing principles in psychology and it was emphasized that one should try to
separate the effects of different stressful events in order to cope better.
Before the close of this session, group members used the materials to talk
about Rosary’s situation.

Mary: You always link your emotions together—your grief towards
your father and your feelings towards your son. You thought that
you did something wrong to your father, that’s why your son
treated you badly. That doesn’t make sense at all. Sometimes you
are talking about your mother-in-law; it’s not good to mix up your
emotions. Everyone experiences unhappiness, if you mix up your
emotions, then you further burden yourself. The fact that your father
is dead, you shouldn’t think too much about that. If you find your
son is naughty, why don’t you think about his lovely face when he
was small? A kid always takes adults as models, if you always say
he is naughty, then his behavior is turning even worse.

This timely feedback from other participants turned out to be very
powerful, and Rosary became much better after this session. In fact,
because of the relational orientation of Chinese,*®" participants may
rely on group norms (the validation and approval of their feelings by the
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others) to evaluate their feelings and thinking. It is not uncommon for an
individual to suppress emotions in order to achieve validation from others.
Some patients may not want to impose unhappiness on their doctors and
choose not to talk about their emotional problems in front of physicians.
This is in fact the case of Jenny.

Jenny: Sometimes it depends on whom you talk to, some physicians
do feel the same way you are. I feel sorry to make the physician
unhappy, it seems like they look even unhappier than me.

The above example, on the other hand, reflects the fact that doctor-
patient communication is essential. Sometimes the lack of communication
may be due to poor communication skills on the part of the doctor, yet at
other times, it may simply be due to the lack of time available during a typ-
ical consultation or follow-up session. Chinese patients have a lot of respect
(and fear) toward medical doctors but are seldom willing to initiate a con-
tact themselves:

Mary described her anxiety about not receiving a call from her doctor.
In the third session, she indirectly revealed that she recognized changes to
her body. She assumed that it was due to the poor prognosis or a possible
relapse.*

Mary: 1 feel very tired. I don’t feel rested even if I sleep a lot. I started
feeling this way almost a week ago. I didn’t even have such a feel-
ing after the surgery. Personally, I think I am a very tough and rou-
tine person. IfI feel I am very tired, there must be something wrong.
This feeling is even worse than what I felt before the surgery. You
know, I couldn’t even walk one time when I was in the street.

Mary felt very physically uncomfortable and emotionally unstable. She
also indicated that she planned to reveal her health condition to her fam-
ily as she thought she possibly had a relapse. In the fifth session, Mary con-
tinuously revealed that she worried about her doctor not calling her, and
strongly suspected that it was due to her relapse. These were just her
thoughts, she admitted, without any confirmation from her physicians.

Mary: As 1 told you before, it was only my thoughts. The physicians
didn’t tell me that I had a relapse.

* The linkage of “not calling” from her physician and a relapse could be another example of
interpersonal orientation among the Chinese—Mary assumes (automatically) that her physi-
cian didn’t want to hurt her (by not calling) because of her poor medical examination results!



168 Samuel Mun Yin Ho et al.

At this junction, two group members, Maria and Susan, shared their
experience of calling their doctors for information. They even gave Mary
necessary numbers to call and encouraged her to take the initiative to call
the physician right after the session.

Maria: Why don’t you call your doctor?

Mary: 1 don’t know which doctor or hospital I should call.

Susan: You may call the hospital. According to what I know, if the
doctor didn’t call you up, that means you have no problem. If you
have a relapse, the doctor must call you up for a medical check.

Maria: You should take the initiative. You can actually call the doctor.
You must take the action.

Mary did call her doctor directly. In the seventh session, she was very
happy to describe her conversation with her doctor. Her doctor did try sev-
eral times to reach her about the result in the past weeks but could not find
her. The medical result turned out to be uneventful and the woman felt
great relief.

Mary: 1 finally called the doctor. The doctor said he did call me several
times, but he couldn’t reach me as I seldom stayed in Hong Kong
during the daytime.

The theme of doctor-patient communication in supportive expressive
psychotherapy is particularly relevant to Chinese patients. As the psy-
chotherapist is also considered a medical health professional and often
attracts the same respect (and fear) from the patients, it is not uncommon
for participants to seek validation of their worries and fears from the group
therapist. As the therapist and only male in the group, I was asked to tell
them about how a husband would feel toward a wife with a mastectomy.
While encouraging the women to ask their husbands directly, I gave the
following response.

Therapist: If your husband marries you because of your appearance
or outlook, even if you don’t have cancer, he won’t stay with you
long. There may be extra-marital relationship problems. You should
have something else other than your appearance that is attractive
to your husband.

My rationale was that, because of the taboo against talking about sex
and body image in the social context, these women might not have another
chance to seek acceptance and validation from another male outside the
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therapeutic context. My response could allay their worries and enable them
to seek further clarification from their husbands.

Not only is sex and body image in the social context a taboo subject;
whether one should reveal her illness to families also poses threat to an indi-
vidual in a Chinese community. I purposefully chose to adopt metaphorical
expression to review this point during the therapy. In addition, Chinese peo-
ple tend to use metaphorical expressions and rhetorical figures to commu-
nicate ideas. The Chinese language is rich in metaphor, and many Chinese
characters (word symbols) originated from collective mental representations
of phenomena. It has been suggested that the use of metaphor may help
Chinese people to express difficult emotions related to suffering and
death.” The participants also had the tendency to use other experiences and
metaphors to talk about their cancer experience. In one session, the women
were very interested in talking about whether their husbands had extramar-
ital relationships. Almost everyone was involved in the conversation, except
for one woman who was not married. I allowed them to discuss this “non-
cancer” subject freely, as if they were gossiping. The group finally came to
a conclusion that even if a woman knew about the extramarital relationship
of her husband, it was still better to keep it a secret in the family.

Susan: Even if you know that your husband is going out with a mis-
tress outside the family, sometimes it’s better not to talk. You don’t
want to fight all the time at home.

Therapist: Aren’t you feeling very uncomfortable?

Susan: Yeah, very uncomfortable in fact, but there’s nothing I can do.
I know that he has a mistress outside the family, but still it’s better
not to talk.

When such “noncancer” subjects arise in the group, the therapist
should not discourage the participants from talking about it first, but should
bear in mind that they should somehow relate it to cancer.® The therapist
should then make every effort to try to relate the subjects to the themes of
the group later in the therapeutic session. The therapist made the follow-
ing comment in response to the above sharing.

Therapist: The topic we just discussed—whether you should openly
talk to your husband if you suspect that he has an extra-marital rela-
tionship. Put it into other words, it just like catching cancer in the
sense of whether you will reveal your illness to your families, isn’t it?

Since I noticed that Marleen, the only single woman in the group, who
kept silent during the whole sharing, I asked how she felt about the
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discussion. After this comment, Marleen expressed her decision to get married
and described her anxiety about her future life. Even though she had a
close relationship with her boyfriend, she struggled to tell her potential
mother-in-law (who didn’t know that the woman had cancer!) about her
disease. The group members helped her to resolve her worries related to
the marriage and her future relationship with her boyfriend’s mother.

Marleen: 1 worry the most that I probably won’t have a baby due
to my disease. I also worry about not telling his mum about my
disease.

The group then encouraged Marleen to share her worries with the
fiancé. Marleen reported the following experience in the next session.

Marleen: 1 had a long, deep, and heart-touching conversation with my
boyfriend after the last session. I even asked him if he did mind
about my disease. I felt extreme relief because we have such a long
conversation, for we now know each other more and reassure our
confidence to get marry.

She felt extreme relief even though they both decided to keep the secret.
Most importantly, she felt reassured about their decision to get married.

OUTCOME

The verbal feedback from the participants was generally very positive. The
following quotations from Mary, the woman who thought that she had a
relapse because her physician did not call, summarize the experience of
most participants:

Mary: 1t’s good to express emotions to others, I feel happier than

before. Now, I can sleep easily without many dreams almost every
night. I am very happy that I finally sense family warmth, which I
have never experienced before. Last time, I treated my family to
dinner in a restaurant. We ate too much and we all felt love towards
each other.
Since the 3rd session, I can sense that this group is basically for shar-
ing. The therapist doesn’t seem to comment on our thoughts. We
share how we cope with problems, so that we can learn from each
other and we can report the progress in the next session.
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I find this group very helpful. Sometimes you think that you are right,
but if you hear the opinions of others, you may discover a new way
of thinking. That’s the reason I find this group very exciting.

Rosary, the woman with unresolved grief (see above), compared her
experience in the supportive expressive group with her previous experience
in joining groups that focused on activities, and mentioned that the present
therapeutic group could enhance her understanding of her problems.

Rosary: In the previous group, they used a rope to tie the participants
together before they asked us to cut the rope with scissors. I knew
that I had messed up something and should disconnect them—but
what had I messed up? This group teaches me that I always con-
nect all sorts of emotions together—about my grief towards my dad
and my current feelings towards my son. I didn’t even notice that.
In fact, I didn’t even think that I link up all things together. Now, I
know what my problem was.

SUMMARY

Conducting the supportive expressive mode of psychotherapy is a chal-
lenge to both the participants and the therapist, mainly because Chinese
people are not used to talking about their emotions and participating in a
“doing-nothing-but-talking” group. Several adaptations were made for this
first group of supportive expressive psychotherapy in Hong Kong, although
not always consciously. The main adaptations included the focus on con-
crete daily problems and instrumental support in the initial sessions of the
therapy, the awareness of the interpersonal orientation of the participants,
and the metaphorical use of “noncancer” subjects. Supportive expressive
psychotherapy will provide another model of psychological care for cancer
patients in Hong Kong and China, and will enhance our existing model of
care. The feasibility of long-term open groups should be explored further
in Hong Kong.

Thus, key similarities and differences between American and Chinese
cultures were highlighted by this experience. In both cultures, the social
context is highly valued, more so in China where the role of the individual
is defined more in terms of his or her place in the social environment. This
makes gathering together in groups redefined by a common problem nat-
ural. However, at the same time, the high valence placed upon social struc-
ture makes Chinese cancer patients very sensitive to any expression of
feelings that might threaten their position in the group, offend others, or
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cause them to lose face. Thus, the initial work of the group involves greater
effort to make frank discussion of problems and open expression of emo-
tion less threatening. This can be accomplished by initially emphasizing
information transfer more and emotional expression less, by fostering dis-
cussion of common problems that are real but less threatening than cancer,
and by using indirect and metaphorical issues as a means of allowing
patients to “test the waters.”

Teaching patients common means of assertiveness is even more
important in Hong Kong than in the United States, where a certain amount
of self-assertion is considered a normal part of the patient “role” and a val-
ued attribute. This applies both to communication with physicians, and to
means of handling cancer-related problems with family and friends.

In Hong Kong, there are often concerns that frank discussion of
cancer-related problems, including fears regarding dying and death,
amount to “bad luck,” or creating rather than discussing problems. In the
United States, irrational fears regarding “causing cancer” emotionally or
“making it spread” more often involve inner misattribution of some emo-
tional “need” for cancer in the individual’s psyche, rather than communi-
cation about it. In other words, it is the individual rather than
communication in a social group that has irrational power. In both cases,
the group can serve a healing function in desensitizing such fears, as con-
cerns about making matters worse are ventilated and dispelled, with the
group observing that such fears are not realized, and that the increased
closeness and greater range of affect experienced, positive as well as neg-
ative, is therapeutic.'”'® Thus, the major synchronic themes observed
involve the importance of social relationships, the value of assertiveness,
the use of metaphorical speech, and the meaning of emotional expression.
Attention to these differences in valence across cultures seems to facilitate
the achievement of more universal goals of shared experience, giving as
well as receiving help, and feeling included in a close social world despite
the effects of cancer and its progression.

PSYCHOSOCIAL SUPPORT IN FRANCE

Cultural Differences between France and the United States

While French and American cancer patients share many similar experi-
ences, the cultural context in which they live modifies their way of coping
with the illness. Similarly, when cancer patients participate in supportive
expressive group therapy, their personal experience reflects both who they
are as persons and as members of a cultural group. Several studies have
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compared Americans to Japanese on dimensions relevant to group
psychotherapy for cancer patients such as self-disclosure, emotional expres-
sion, and the like.®*®' To the best of our knowledge, no studies comparing
French to Americans exist with respect to health and psychology character-
istics salient to receiving emotional support during treatment for cancer.

At a general level, psychological aspects of health care have a more
central position in the public imagination in American society than in
France. The pragmatism of Americans and their enthusiasm for problem-
solving, apparent in the large American self-help and do-it-yourself litera-
ture, is reflected in the general American interest in management of their
response to illness, and gives a specific coloration to the way people live
and cope with cancer, and hence to the manner in which psychological
interventions are received. These influence the cognitions and behaviors of
cancer patients. Indeed, the traditional Cartesian dualism of mind and body
is still prominent in the French culture, and mind-body theories have not
had in France the large influence they have known in the United States;
consequently such approaches have not influenced patients’ conceptions of
illness, and personal control over the disease is not an important dimen-
sion of the French conception of health. Thus, the general level of involve-
ment in developing coping strategies is therefore higher among the
American than the French public.

Psychosocial Intervention in France

In France, psychiatrists and psychologists who came to the field of psy-
chosocial cancer care in the 1970s focused their attention on the specific
characteristics of doctor-patient relationships. They tried to help nurses and
physicians fully take into account the specific needs of patients, drawing
from theoretical frameworks emerging from the psychoanalytic model. The
work of the Hungarian psychoanalyst Balint,”> who emigrated to England,
made available through his method of casework a description of the psy-
chological determinants at work in the medical encounter. His famous
book, The Doctor, His Patient and the Iliness,*” had a major impact on
French health care professionals interested in problems related to medical
illness, familiarizing them with concepts such as defense mechanisms. A
few years later, psychologists influenced by Winnicott emphasized the
essential function of the holding process, and the importance of health pro-
fessionals’ warmth and availability in their contact with cancer patients.
Psychologists and psychiatrists contributed to a positive evolution of the
quality of care, especially nursing care, by emphasizing the importance
of the relationship between doctors and other health care professionals
and patients. The effort was to use the caregiving relationship to limit the
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negative psychological consequences of the evolution of modern oncology,
which included painful and mutilating treatments, and complex decision-
making processes that had the potential to result in a dehumanization of
care because of extremely technical methods, and highly standardized pro-
cedures and protocols. At the beginning of the 1990s, the involvement of
mental health professionals made possible the adoption in French society
of new conceptions of palliative care, in particular those of Cicely Saunders
from the London St Christopher Hospice. This led to a variety of psycho-
logical interventions in the framework of palliative care mobile teams.
These teams meet with hospitalized patients and offer their help which
consists of listening, being present, being attentive to emotional, social,
relational, or medical patients needs, helping in the process of deci-
sion making, and educating about the illness. Such interventions have
been increasingly directed at patients who are not in a terminal phase
of care.

However, planning for how to provide psychological help to cancer
patients and their families outside of the hospital setting has not been a top
priority in France. Interventions have been limited to the period of emo-
tional crisis, or alternatively to classical psychopathological evaluation in
the context of consultation/liaison hospital psychiatry.

The advent of studies indicating the possibility that psychosocial
support might lead to improved survival time™ prompted French health
professionals to propose psychological interventions for cancer outpatients.
The characteristics of the French health care system, which offers to almost
everyone free medical and psychological services in hospitals, is clearly an
obstacle to psychological interventions provided outside the hospitals,
which must be paid for by patients themselves. Therefore, in France, psy-
chological interventions are most often linked to hospital care and referrals
are most often made by a physician or a nurse.

The French medical model is still based on paternalism, with patients
expecting their doctors to give them advice and necessary support for
them. Patients rarely initiate first steps for supplemental care by themselves.
Thus, a good deal of control of the development of psychosocial services
is, in France, in the hands and built on the cultural orientations of health
care professionals rather than members of the public.

However, the last few years have seen an important change and many
patients insist now on receiving psychological help. This trend has been
promoted by powerful patients and volunteers associations such as “La
Ligue Nationale Contre Le Cancer” that have advocated in the media in
favor of psychological help for cancer patients. Recently, the President
made the fight against cancer a priority in his political program, and a
national budget has been allocated to the field of psycho-oncology.
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Psychological support is more often provided in an individual format,
by psychologists or volunteers, but the number of patients and the efficacy
of group approaches tend to make them more frequently implemented.
For example, in Marseilles, an educational program focused on nutrition for
cancer patients has been built along the supportive expressive model
by Mouysset.” Chabert from Chambery, implemented a weekly group lead
by a psychologist and a radiotherapy technician® for radiotherapy patients,
very close in its approach to the supportive expressive model, even though
the duration of the group is much shorter—two months.

The French tradition in psychiatry and psychology is not to conduct
quantitative research, but rather to clinically evaluate interventions’ efficacy
and patients’ satisfaction. Therefore, this type of practice rarely results in
published studies, but nonetheless, the clinicians who work mostly exclu-
sively in the field of psycho-oncology are without any doubt able to attest
to the efficacy of supportive/expressive groups. Nowadays in France, a
majority of oncologists are in favor of the participation of their patients to
such groups, they do not feel that their position is threatened anymore by
the groups. By contrast, the initial reluctance of cancer patients to be con-
fronted by other patients’ painful experiences represents an obstacle of
importance.

Experience with Supportive Expressive Group Therapy in France

Two psychologists, Schwab (Paris) and Machavoine (Caen) were, starting
in 1995, the first to implement supportive expressive group therapy for
women with metastatic breast cancer in comprehensive cancer care centers.
Machavoine’s study focuses on this first experience with chemotherapy
metastatic breast cancer patients.””® Recruitment difficulties impeded the
realization of a randomized comparative study, therefore a single semi-
open group (involving 5 to 6 members) was held weekly. After 2 1/2 years
and 87 sessions, the study reports an important emotional investment and
satisfaction from the patients. A psychological evaluation conducted every
6 months by a psychiatrist, shows intense but brief (less than 2 weeks)
depressive episodes, no augmentation of anxiety, and emotional reactions
appropriate to anxiety-provoking situations, such as medical tests and
treatments.

Building Bonds

To a foreign observer of supportive expressive group therapy, the bonding
process seems to occur very rapidly in American groups. In a French group
setting, the early process of bonding and sharing of emotional experiences
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may be delayed. Interestingly, French breast cancer patients seem to discuss
shared and rather personal problems, but at the same time to maintain a
certain polite formality, referring to one another by surnames rather than
first names, as would be common in the United States. American culture
puts more emphasis than the French culture on the importance of being
part of a group in general. As compared to French, Americans socialize eas-
ily in various types of groups (professional, sports, schools, churches, and
the like). They also seem to have less difficulty in mixing the professional
sphere and the familial one, something that happens very rarely in France
where the two worlds almost never meet. The individual nature of the
French culture may make it more difficult for French patients to first adjust
to the group process and later, as encouraged in the supportive-expressive
model, to build outside support composed of group members.

Other features of the supportive expressive model will also be
received differently in France. Instrumental support is more frequent in the
American society than it is in the French society. For example, cooking for
a friend or running errands for her can seem natural in an American con-
text and will be part of the instrumental support that members of the group
will receive from their social network. Such behaviors are unknown to the
French who tend to rely during times of illness on well-developed govern-
mental institutions.

Emotional Expression

Comparing supportive expressive group therapy in different cultural con-
texts may highlight some characteristics in American culture that appear
salient to French clinicians. The rationale for supportive expressive therapy
is based on strategies that tend to build group support and encourage
patients to explore their experiences and express their emotions.® These
two fundamental components of supportive expressive group therapy may
be more difficult to initiate in a French context. For example, the types of
emotion one is willing and able to express are clearly related to culture.
Studies comparing Americans to Japanese found that Americans elaborate,
highlight, or emphasize more positive feelings than negative feelings more
than do Japanese.®® The French may be at the other end of the spectrum.
French culture does not emphasize emotional expression, in gen