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Foreword

Communication as the Bridge
to Hope and Healing in Cancer Care

Cancer is often seen as precipitating an existen-
tial crisis; a crisis of spirit and an opportunity
for meaning. This is true not only for the patient
with cancer and his or her family and loved ones,
but also, interestingly enough, for oncologists
and cancer care providers. For the patient the
challenges are dealing with fear and uncertainty,
maintaining a balance between hope and de-
spair, comprehending information and enacting
shared decision making, living with choices, and,
for too many, finding a way to accept death. For
the family the challenges are equally daunting;
finding a way to support their loved one and help
them maintain hope, advocate on their behalf,
help collect and integrate information. This must
all be done while not allowing one’s own fear and
depression to produce a state of isolation for the
patient. For the oncologist and other cancer care
providers the challenges are fierce as well; find-
ing a way to impart information clearly, finding
a way to empower patients in a shared decision
making endeavor, finding a way to maintain
hope and most importantly somehow finding a
way to prevent technology and modern science
from dehumanizing the doctor-patient relation-
ship. What we are learning, from this new and
rapidly evolving field of cancer communication
research and training, is that good communica-
tion in cancer care can be a bridge to hope and
healing.

Communication issues in cancer care begin
even before a cancer diagnosis, in cancer
prevention strategies, and extend to all phases
of treatment, survivorship and end-of-life care.
Communication in cancer care involves the
patient and the family, as well as all the members
of the cancer treatment team. Finally, commu-
nication in cancer care must address issues

specific to patients of all ages, diverse cultures
and lifestyles. Perhaps two of the most well-
developed areas in communication in cancer
care relate to shared decision-making research,
and the effectiveness of communication skills
training of cancer care providers. The field of
communication research and training is thus
quite broad and still in development, although
much has been accomplished, as is illustrated in
this textbook.

This text, Communication in Cancer Care
edited by E Stiefel, represents one of the most
comprehensive as well as clinically relevant ed-
ited volumes on the subject of communication
in cancer care to appear to date. Professor Stiefel
has enlisted international experts in a very broad
range of cancer communication areas including:
cancer prevention, genetic counseling, all phases
of cancer treatment, palliative care, communica-
tion with children, families, culturally specific
communications, interdisciplinary communica-
tion and communication skills training. The table
of contents contains some interesting juxtaposi-
tions of chapters including a chapter on “Inform-
ing About Diagnosis, Relapse and Progression of
Disease - Communication with the Terminally
11l Cancer Patient” by Drs. Stiefel and Razavi, fol-
lowed by a chapter on “Maintaining Hope: Com-
munication in Palliative Care” by Dr. Mary Lloyd
Williams.

The contributors include an international
array of experts in cancer communication and
psycho-oncology. Contributors represent experts
from Switzerland, Belgium, England, France,
Germany, The Netherlands and Italy. This inter-
national perspective is a testament not only to the
relevance of cancer communication throughout
all cultures, but also to the growing importance
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and interest of the oncology and psycho-oncol-
ogy communities in developing research and
training in communication in cancer care. This
also represents the recognition that the delivery
of optimal cancer care cannot take place without
skillful, effective, and compassionate communi-
cation taking place.

As we face the future of cancer care, it is clear
that we are in store for more advances in tech-
nology, diagnostics and treatment that have the
potential to create an even greater detachment
between the patient and the cancer care provider.
The potential for further de-humanizing or de-
personalizing the practice of oncology is readily
evident. Thus the importance of communication
in cancer care grows greater and more critically

relevant with every passing moment. This text
represents a major advance for the field of com-
munication in cancer care, and its publication is
timely and well received.

On a personal note, I am particularly gratified
that Prof. Stiefel has given me the opportunity to
write a few words of introduction to the text he
so skillfully created and edited. Our professional
relationship and personal friendship dates back
almost 20 years, to the period of time that Prof.
Stiefel and I conducted our first research studies
together at Memorial Sloan-Kettering Cancer
Center. It gives me great pleasure to congratulate
him on this extraordinary contribution to the
fields of Psycho-oncology and Cancer Commu-
nication.

William Breitbart, MD, FAPM

Professor and Chief, Psychiatry Service
Memorial Sloan-Kettering Cancer Center
New York, NY, USA
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Key Elements of Communication

in Cancer Care

E. Maex, C. De Valck
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Summary

In this chapter the “communication compass” is
introduced. It defines the key elements of com-
munication and provides a language with which
to communicate about communication in cancer
care. The communication compass consists of
two axes. One axis defines the associated per-
spectives of the clinician and the patient, the
other axis the content of information and emo-
tional experience.

“Two lovers sat on a park bench with their bodies
touching each other, holding hands in the moon-
light. There was silence between them. So profound
was their love for each other, they needed no words
to express it.” (Samuel Johnson)

Sometimes communication just flows. There are
these special moments, as fleeting as they are in-
tense. Often communication is stuck. It is as if
we speak another language and never manage to
understand one another. The lovers on the park
bench need no words to express what they feel,
neither do they need words to speak about com-
munication. Where communication gets stuck,
we need a suitable language to speak about com-
munication.

Professional communication cannot be
learned from a cookbook. Most of all it implies
a readiness to communicate, which means open-
ness to the other. The old adage that it is im-
possible not to communicate is only true if no
criterion of quality is applied. As soon as some
mutual understanding is implied in the defini-
tion of communication, the fact that it is at all
possible to communicate becomes a miracle.

Since there is an important gap between the-
ory and practice, we created a tool that aims to
bridge that gap. We call it the communication
compass. It does not propose a model of “ideal
communication,” but provides a language with
which to examine and analyze specific situations
and to determine what the pitfalls and possibili-
ties are. It is useful as a tool for identifying com-
municational difficulties in daily clinical practice
and it can serve as a model for training basic
communication skills (see Fig. 1).

1.1 Communication
Compass
1.1.1  Perspectives

“You're lucky,” the oncologist tells his patient with
breast cancer. “Your tumor seems to respond well
to the hormone therapy. And we still have a lot
more possibilities in the future” “Does that mean
that I am going to be cured after all?” the woman
asks. After the consultation the doctor sighs: “How
is it possible after all the explanations I have given,
that the patient still has not understood that this
therapy does not have a curative intent?”

The first axis in the compass is the axis of per-
spectives. Who is lucky in the above-mentioned
example? It is the doctor who is lucky, because
his therapy is working. From the perspective of
the patient, being lucky has a completely differ-
ent meaning. She does not know the doctor’s
other patients. For her, being lucky means to be
free of cancer. That is how she understands her
doctor’s statement. Doctor and patient look at
the same situation from a completely different
perspective.



Our scientific mind is not familiar with think-
ing in perspectives. On the contrary, the essence
of science is to approach an objective point of
view, independent from perspectives. The weight
of an object is measured independently of the one
who has to carry it. What is heavy for one may be
light for another, but expressed in kilograms it is
the same for both. In communication, we have
little use for this objectivity. Reality is different
from a different perspective. Both perspectives
are equally important. Perspectives are the raw
material of communication.

The first point in communication is the rec-
ognition of the perspective of the other. The
key question is: what does the world look like
through the eyes of my patient? The problem is
that we only have access to our own perspective.
We are not wired to our patient. We will never
know what it is to be him or her. The question
remains open, and has to be put over and over
again without ever getting a final answer. In Zen
there is a saying that when you have not seen
someone for more than two minutes, you no lon-
ger know him.

The miracle of communication is that without
having direct access to the other’s perspective,
we can have a feeling of mutual understanding.
Communication is based on the recognition of
two perspectives. That does not mean it always
implies agreement. We can achieve mutual un-
derstanding and still realize that our experience
of the world, our values and beliefs are com-
pletely different.

patient's perspective

information

clinician's perspective

E. Maex, C. De Valck

An important caveat here is not to lose sight
of your own perspective. This sometimes hap-
pens when, with a lot of goodwill, we try to em-
pathize with the perspective of the other and lose
ourselves in that perspective, temporarily forget-
ting our own view. Our patients do not benefit
from our absence in the communication process.
When either one perspective gets lost, mutual
understanding is lost.

1.1.2 Information

and Experience

Case 1

- Jansen Maria, 34 years old, married with two
children.

- Breast cancer, T1 N3 Mx

- R/radiotherapy

Case 2

- It hasn't quite sunk in. She functions as if
intoxicated. Every now and then the harsh
reality comes through. Cancer! What about
the children now? And my husband? She
freezes. It cannot be, it cannot be true.

Both cases above refer to the same patient, at the
same moment, but the two descriptions are in no
way similar. “Case 1” contains pure information
about the patient’s medical status. “Case 2” de-
scribes her experience. The difference between
information and experience is presented here in

Fig.1 Communication compass

experience
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an extreme way. In communication, both aspects
are present at the same time. Therefore, the sec-
ond axis of the communication compass consists
of “information” and “experience” The two as-
pects of communication must not be confused.

The head nurse notifies the doctor that Mr. Her-
mans has a request for euthanasia. When the doc-
tor questions him, he is surprised. In a moment of
great distress he has exclaimed, “Please let me die,
I can stand this no longer” He had never meant
this to be taken literally. He does not want to die.
Certainly not now, that his new pain medication
starts to work.

The typical mistake is that an expression of the
patient’s ongoing experience (despair) is taken as
information (a request for euthanasia). Informa-
tion and experience are not interchangeable. A
request for information should be answered with
information, and an expression of experience is
to be answered by acknowledging the patient’s
experience.

Mr. Jones is a retired physician. He is treated
for prostate cancer. After his last consultation with
the urologist he feels upset. The urologist told him,
“According to the statistics of prostate cancer, you
still have 13 years to live. According to the statis-
tics for the healthy population you have, 15 years
to live.”

However correct and reassuring the informa-
tion may seem to be, it upsets the patient because
it ignores his experience of fear. It is erroneous
to assume that information counteracts fear. Ex-
perience needs recognition. That does not always
imply more time. It would have been entirely dif-
ferent for the patient if the doctor had started his
sentence with “I understand you are afraid”, fol-
lowed by exactly the same information.

“Doctor, I want to know, is it cancer?” “You
don’t need to be worried so much. Medicine nowa-
days has a lot more means than it used to have to
cure your condition.”

The opposite is a pitfall as well. When asked
for information, one should not try to escape de-
livering bad news by focusing on the emotional
experience. Only correct information about di-
agnosis and possible treatment is the adequate
response to this question.

1.1.3  Information

Giving information is challenging. Often we
think we have done our job when we have ex-
plained it all to the patient, only to be disap-
pointed that he did not understand our explana-
tion. The word “giving” in “giving information” is
misleading. When I give you my watch, you have
it and I have lost it. When I give you information
I do not lose anything, and there is no guarantee
that you have it. Information is not something
you can “give”

With regard to information, the clinician is in
the role of the expert. That is what he has stud-
ied for. The patient (usually) does not have that
background. The consequence is that the patient
receives the information in a very different frame
of reference.

It is important to find out what the patients
frame of reference is. How does he perceive his
situation? What does he know and how does he
understand what he knows? Effective transfer of
information starts with probing where the pa-
tient is. Assuming that the patient automatically
understands the information you give him is a
very effective recipe for misunderstanding and
frustration (on both sides).

"Let’s have a look at the results. The blood tests
seem OK and on the scan nothing has changed.
Only the result of the pathology test is problematic;
it says you have a high grade B-cell lymphoma.”
“So I don’t have cancer after all?”

It is important to present information in a
clear, and for the patient understandable, lan-
guage. Do not, as illustrated above, start with the
less important and seemingly reassuring. Do not
try to make it feel better than it is. Bad news in
inherently bad. Start with what is essential and
only then move into details, if the patient still
understands you. Then, check how the patient
has understood your message. Especially in the
case of bad news, the patient may get lost in his
experience and no longer hear what you are say-
ing. Often it is necessary to repeat information
time after time. Since you never know how the
other receives the information, always check.



1.1.4 Experience

John remains in bed the whole day. Lung cancer.
He hardly looks up as his wife enters. She has
brought his favorite food and his newspaper. She
tries to cheer him up. “I'm dying” he says without
looking at her. “You have to stay positive,” she says,
“the doctors are trying their best to help you.” He
sighs.

In this story the patient’s emotional experi-
ence is the key element. John does not say much,
but his silence speaks louder than words. The
tragedy is that it is not heard.

In the domain of personal experience the cli-
nician is no longer the expert. The patient is the
expert of his own experience. Consequently it
is not the clinician’s responsibility to “solve” the
patient’s experience. This is not easy since we are
trained to solve problems. But for John’s dying
and his sadness there is no solution. Nobody can
take away the emotions. They are a natural part
of what is going on and there is nothing to solve.
Helpers hate being helpless. But the fact that you
cannot do anything to solve the problem does
not mean there is nothing you can do.

The physician hears from the nurses how de-
pressed John is. He waits for a quiet moment to
enter his room. “I'm dying” John says. The silence
is hard to bear. “Don’t fool me doctor, I know it, I
feel it” “Yes John, you're dying,” the doctor says. No
news is broken. They both know. Silence again. The
doctor does not avoid John’s eyes. “Are you afraid?”
“No, not afraid, I'm so angry. I'm too young to die.
My wife and children, they need me. I cannot die.”
“Whom can you talk with?” “Nobody, my wife al-
ways tries to cheer me up. She does not want to
hear. Everybody is telling me to stay positive. I'm
sick of it” Finally John has the chance to talk about
his experience without being told what to do and
what to feel. There is not much to respond, but to
provide a space for expression. After a while he
stops talking. “Thank you doctor for listening,” he
says, “I needed that so much.”

What to do when there is nothing that can be
done: be present. The first element needed for
presence is safety. One cannot share an experi-
ence unless there is enough safety. Confidential-
ity is only a part of that. In the middle of a busy
ward one cannot share more than a reassuring
smile. For a serious conversation the patient must

E. Maex, C. De Valck

know you have the time to listen. The depth of
the conversation corresponds to the time frame
provided.

A second element is space. Experience does
not need a solution, it needs space. John needed a
space in which he could share his feelings. What
he did not need were all those people who tried
to talk his feelings out of his head. Sometimes
you hardly need words, as long there is a space in
which experience can be expressed.

Time and space are not enough. Recogni-
tion is also needed. The patient has to feel that
he is heard and acknowledged in his experience.
In John’s case the doctor asks if he is afraid, ac-
knowledging his fear. It turns out that he is not
afraid but angry. Clarifying someone’s experi-
ence allows the feeling of being understood. The
only criterion for understanding is that the pa-
tient feels understood.

1.1.5 Coping
In order to understand the patient’s perspective it
is important to know what strategies people have
to deal with illness and the associated emotions.
In psychological terms this is called “coping?”
There are two domains of coping, correspond-
ing to the axis of “information” and “experience.”
One is problem-oriented coping, the other emo-
tion-oriented coping. Most important is to real-
ize that people differ in their coping styles.

1.1.5.1 Problem-Oriented Coping

When the doctor tries to explain to Peter what is
wrong, she notices he hardly listens. “I don’t really
want to know,” Peter says. “You probably know
what is best for me. Just tell me what to do.”

Lisa comes to the doctor’s office with a huge
pile of papers, from the Internet. All night she
has been searching for information about her
disease. In Canada, she knows, they started
an experimental therapy. “Can I have that here
too?”

Some people want to know all about their dis-
ease, some prefer not to know. Both coping styles
are to be accepted.

Louise has finished her third cycle of chemo-
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therapy, with no results at all. The doctor informs
her he is running out of therapeutic options. Lou-
ise insists. She wishes to fight to the very end. The
doctor reluctantly admits, there is still a possibil-
ity for treatment, but there are many side effects
and very little chance of benefit. “I want it,”, Louise
says, ‘I don’t want to give up.”

Maria comes on time for her appointment.
For more than 2 months she has been suffering
from severe pain, she reports. The doctor does
not understand why she did not come earlier.
“Well,” she says, “we had this appointment, so I
waited”

In coping with problems some people are very
active, others are more passive. In most cases dif-
ferent coping strategies only need to be under-
stood and accepted.

1.1.5.2  Emotion-Oriented Coping

In the case of a severe disease not all problems
can be solved immediately and some problems
are clearly beyond any solution, as in the case of
the death of a loved one. Apart from coping with
the problem, we also need to cope with the emo-
tion (see Fig. 2).

People have basically two strategies to deal
with emotions, either to distract their attention
away from it or to attend to the emotion. Both

distract from

alone

attend to

can be done alone or together with others. Exam-
ples of distraction are doing something pleasant,
chattering, reading a book or listening to music.
Some of these strategies can be problematic. The
other way to deal with emotion is attending to
it, giving it a space to heal. Examples are crying,
talking with someone who listens, walking by the
sea or in the woods, or keeping a diary.

None of these strategies is superior to the
other. It is with the degree of liberty to move
through the four quadrants of the diagram that
one can be more comfortable with uncomfort-
able feelings. The first task of the caregiver is to
respect the preferred coping styles of the patient.
Only then he can invite the patient to broaden
his repertoire and to try other coping strategies.

1.2 Conclusions

Where communication gets stuck and irrita-
tion and frustration arises, the communication
compass may be of help. Are we stuck because
of the different perspectives between clinicians
and patient? Are we stuck because of a confusion
between information and experience? Are we
unable to listen to a patient’s experience or have
we lost our perspective? When communicational
difficulties arise, one has to pause; if one has been
lost, a compass can help.

Fig.2 Emotion-oriented coping

with others
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Summary

Effective habit change usually requires a combi-
nation of psycho-educational, behavioural, and
social learning strategies. Motivational interview
and shared decision making are likely to be the
most efficient approaches. Assessing the current
motivation can be based on the transtheoretical
model of change (TTM) with the goal to move
from one behaviour to another healthier one. In
a daily busy clinical practice, brief counselling in-
terventions of one to three visits can substantially
help patients change problematic behaviours,
particularly in the areas of smoking cessation
and exercise. The acronym FRAMES has been
used to define the elements of an effective brief
intervention which helps to trigger the patient
motivation to change; giving Feedback based on
a thorough assessment; helping the patient take
Responsibility for changing; giving clear Advice
on what behaviour must change; offering a Menu
of options for making the change; expressing
Empathy for the ambivalence and difficulty in
making changes; enhancing Self-efficacy to fos-
ter commitment and confidence. This chapter re-
views relevant aspects of clinician-patient com-
munication with regard to cancer prevention,
especially smoking cessation and exercise.

2.1 Introduction

This chapter focuses on the possibilities and lim-
its of consultations addressing cancer prevention
and discusses how persons can be motivated to

change unhealthy behaviour. We will first review
counselling techniques and their integration in
everyday practice, and then discuss two major
problematic behaviours, i.e. smoking and seden-
tary lifestyle.

The scientific literature provides data suggest-
ing that promotion of effective clinical interven-
tions is possible. A meta-analysis of controlled
trials of patients without diagnosed diseases
showed that counselling helps patients to make
behavioural changes [1]. The percentage of im-
provement of study participants in an experi-
mental compared with a control group was 44%
for smoking or alcohol cessation, 38% for nutri-
tion or weight control, and 42% for other behav-
iours. In this review, interventions are divided
into three categories: (1) adding a behaviour,
such as nutritional supplement (e.g. calcium,
folic acid or vitamin E), exercise and increasing
physical activity, breast self-examination; (2)
eliminating non-addictive behaviour, such as fats
and excessive calories in the diet; (3) eliminating
addictive behaviour, such as smoking and exces-
sive alcohol use. The multiple regression analysis
demonstrated that the greatest change in health
habits was induced by: (1) rewarding the patient
for positive behaviour; (2) using multiple forms
of information, (3) self-pacing and tailoring the
intervention to the patient’s needs; and (4) pro-
viding feedback information about the change in
health status measures.

Strategies to motivate for cancer prevention
can be divided into three broad categories of pa-
tient education and counselling: psycho-educa-
tional; behavioural; and social learning.
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2.1.1  Psycho-educational
Counselling

Basic patient education or counselling involves
giving factual information or advice. Psycho-
educational counselling combines these ele-
ments with a discussion of feelings, values, and
attitudes. Several conceptual models, which will
briefly be presented, are included in psycho-edu-
cational patient education and counselling.

2.1.1.1 Health Belief Model

Exploring the patients health and providing
health information in the context of the patient’s
preconceived ideas, experiences, and attitudes is
one form of cognitive counselling [2]. Most peo-
ple hold only a few beliefs about any subject [3].
However, these beliefs may differ substantially
from those of the clinician’s; failure to appreci-
ate the differences can result in confusion and
no adherence with recommendations. The most
effective clinicians are those who understand
their own cultural beliefs and the beliefs of their
patients [4]. A fixed message will therefore not
be effective for all patients. This implies that the
message must be delivered in the cultural con-
text.

2.1.1.2 Motivational Interviewing

“Motivation” is the probability that a person will
enter into, continue, and adhere to a specific
change strategy [5]. Motivational interviewing
is a particular method of counselling to help pa-
tients recognize and do something about their
present and potential problems. It is especially
useful with patients who are reluctant to change
and are ambivalent about change. This interview-
ing process is based on the concept that motiva-
tion is not a personality trait, but a state of readi-
ness or eagerness to change that fluctuates over
time and from one situation to the other, and
that counselling can influence this state.

J. Cornuz, R. Bize
2.1.1.3 Shared Decision Making

Shared decision making is an interactive, such
as videodisc or computer program developed
to help patients participate in difficult decisions
with their physicians. The interactive program
provides traditional disease instructions about
medical facts and video clips of other patients
describing their experiences and rationale for
how they made a similar decision [6].

2.1.2 Behavioural Counselling

Behavioural counselling is based on the concept
that habits are maintained by cues that trigger
behaviour [7]. A brief message may result in a
few persons making changes. For the major-
ity of patients, however, providing information
alone is insufficient to ensure patient adherence
to recommendations. On the other hand, enlist-
ing patients to be active participants in their care
enhances adherence [8].

Behavioural counselling activates and engages
the patient to learn facts and consequences about
a particular condition. Education in behavioural
counselling terms does not imply learning ab-
stract concepts, but obtaining specific informa-
tion from self-assessment given as feedback
about what the patient actually does, how the
condition positively and negatively impacts the
patient, and how it feels to adopt or substitute a
new behaviour for an undesirable one. Patients
are engaged in self-monitoring using logs, jour-
nals, or self-administered tests to recognize the
cues of the old and new behaviours. The counsel-
lor helps the patient develop a plan that modi-
fies the environment to reduce the cues of the old
and increase the cues of the new behaviour. The
plan also rewards the new behaviour and ampli-
fies the negative consequences for the old one.
Finally, the plan reduces the unintended rewards
for the old behaviour and punishments for the
new one [9].

2.1.3 Social Learning

Pressure from others is also a powerful tool for
change. The social support derived from belong-
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ing to a group and experiencing role modelling
from others who are making similar changes is
the core of social counselling strategies. Social-
based patient education relies upon mentors,
peers and support groups. Participating in a class
or a sharing group enhances the sense of self-ef-
ficacy and provides an experience of how others
cope with and change their problem behaviour
[10].

2.1.4 Using a Combination

of Strategies

Effective habit change usually employs a combi-
nation of psycho-educational, behavioural, and
social learning strategies [11]. In one study, pro-
viding printed information regarding physical
exercise produced modest changes in daily activ-
ity; the addition of individual counselling, how-
ever, doubled the number of persons adopting an
exercise programme at 4 weeks [12].

2.1.5 Brief Counselling

Interventions

Brief counselling interventions of one to three

visits can substantially help patients change

problem behaviours, particularly in the areas of

smoking cessation, hazardous alcohol use, and

exercise. The acronym FRAMES has been used

to define the elements of an effective brief inter-

vention which helps to trigger the patient moti-

vation to change [13].

« Giving Feedback based on a thorough assess-
ment

+ Helping the patient take Responsibility for
changing

« Giving clear Advice on what behaviour must
change

+ Offering a Menu of options for making the
change

 Expressing Empathy for the ambivalence and
difficulty in making changes

+ Evoking Self-efficacy to foster commitment
and confidence

The following sections present these interven-
tions and support the clinician in identifying

and assisting patients who are ready to accept a
change.

2.2 How to Motivate

Smokers to Quit

Smoking is associated with a range of diseases,
causing a high level of morbidity and mortality.
It represents one of the leading causes of prevent-
able death with more than 3 million smokers
worldwide dying each year from smoking-related
illnesses. Stopping smoking has major health
benefits. Smokers who quit before the age of 35
can expect a life expectancy only slightly less
than those who have never smoked. Quitting at
any age provides both short- and long-term ben-
efits, with those who do so in middle age gain-
ing improvements in health and reducing their
excess risk of death. Despite the well-known
health consequences of tobacco and the benefits
of quitting, a quarter to a third of the adults in
industrialized countries continue to smoke [14].
Although a majority of current smokers wish to
quit smoking and effective interventions exist
[15], very few request or receive formal smok-
ing cessation interventions. Physicians are in
a unique position to intervene; yet studies sug-
gest that smokers are not consistently identified
or treated in clinic settings [16]. In the following
sections we overview interventions with smokers
presenting in a primary care setting. This over-
view draws heavily from recent clinical practice
guidelines for treating tobacco use and depen-
dence, which were based on a qualitative and
quantitative review of published clinical research
[16-18].

2.2.1 General

Recommendations

Even brief advice to quit offered by a physician
produces abstinence rates of up to 5%-10%,
which would have a significant public health im-
pact if it were provided routinely [19, 20]. Un-
fortunately, surveys of smokers indicate that less
then 50% receive such advice from their physi-
cians [16, 19]. One reason why physicians hesi-
tate to advise smoking cessation is that they be-
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Table1 The “5 As” for smoking cessation intervention
(from [2])

Ask about tobacco use Identify and document
tobacco use status for

every patient at every visit

Advise to quit In a clear, strong and
personalized manner urge

every tobacco user to quit

Assess willingness to make
a quit attempt

Is the tobacco user willing
to make a quit attempt at
this time?

Assist in quit attempt For the patient willing

to make a quit attempt,
use counselling and
pharmacotherapy to help
him or her quit

Arrange follow-up Schedule follow-up

contact, preferably within
the first week after the
quit date

come demoralized because they see that only few
of their patients follow their advice. Although
this is an understandable reaction due to an un-
rewarded behaviour, physicians should realize
that even when their advice does not produce an
immediate quit attempt by a patient, it may very
well move the patient further towards the deci-
sion to quit smoking. Smoking cessation should
be considered as a process of change through
successive stages requiring counselling tailored
to smokers’ motivation to quit. Application of
this model improves physicians’ performance
and the effect on 1-year smoking cessation [21].
Each smoker should therefore be encouraged
to completely abstain from smoking and should
be warned that other tobacco products, such as
smokeless tobacco, are associated with significant
health risks. Recently, smoking reduction has
also been proposed as an alternative approach
for smokers [22]. Even though such an approach
seems promising, especially for heavy smokers
who suffer from tobacco-related diseases such
as chronic obstructive pulmonary disease, its ef-
fectiveness has still to be demonstrated. Before
getting such evidence, the recommended clini-
cal attitude should be to advise smokers to quit.
Indeed, it is unlikely that a once-heavy smoker
would be able to maintain light or infrequent

J. Cornuz, R. Bize

smoking without resorting to his or her old
smoking patterns. Even lighter smoking (fewer
than five cigarettes per day) has been associated
with elevated health risks [23]. Strategies aimed
at gradual reduction of smoking, versus quitting
“cold turkey”, appear to lead to continued craving
and prolonged withdrawal symptoms in tobacco
users; and smokers compensate by taking more
and/or deeper puffs per cigarette when they at-
tempt to reduce their smoking.

Clinical practice guidelines recommend that
physicians follow the “5 As” (see Table 1) in ini-
tiating assessment and intervention with tobacco
users [15].

Every patient should be asked about his/her
smoking status during each visit/consultation. As
the guidelines stipulate, the physician then ad-
vises the patient to quit smoking with a clear (“It
is important for you to quit smoking now, and I
can help you. Cutting down while you are ill is not
enough”) and strong statement (“As your physi-
cian, I need you to know that quitting smoking is
the most important thing you can do to protect
your health now and in the future. The clinic staff
and I will help you”). The advice should also be
personalized for the patient, highlighting his/her
particular situation. For example, the advice may
be tied to the patients health (“Your smoking is
not only prolonging your cough, it is putting you
also at risk for long-term respiratory problems,
such as chronic bronchitis or emphysema?”)
or the impact smoking might have on children
(“You are putting your children at risk of asthma,
ear infections and other diseases by exposing
them to second-hand smoke.).

2.2.2 Intervention
for Smokers Unwilling

to Quit

Intervention efforts will not be successful with-
out sufficient motivation or “readiness” to quit
smoking on the part of the smoker. For the pa-
tient who is presently unwilling to quit smoking,
recommending entering a smoking cessation
programme may be premature and ineffective.
The US practice guidelines suggest following
the “5 R’s” motivational intervention as listed in
Table 2 [15]. The “5 R’s” for enhancing motiva-
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Table 2 Recommendations to enhance motivation to quit tobacco—the “5 R’s” (from [2])

Encourage the patient to indicate why quitting is personally relevant, being as specific as possible.

Motivational information has the greatest impact if it is relevant to a patient's disease status or

risk, family or social situation (e.g. having children in the home), health concerns, age, gender,
and other important patient characteristics (e.g. prior quitting experience, personal barriers to

The clinician should ask the patient to identify potential negative consequences of tobacco use.

The clinician may suggest and highlight those that seem most relevant to the patient. The clinician
should emphasize that smoking low-tar/low-nicotine cigarettes or use of other forms of tobacco

(e.g. smokeless tobacco, cigars, and pipes) will not eliminate these risks. Examples of risks are:

Acute risks: Shortness of breath, exacerbation of asthma, harm to pregnancy, impotence, infertility,

Long-term risks: Heart attacks and strokes, lung and other cancers (larynx, oral cavity, pharynx,
oesophagus, pancreas, bladder, cervix), chronic obstructive pulmonary diseases (chronic
bronchitis and emphysema), long-term disability and need for extended care.

Environmental risks: Increased risk of lung cancer and heart disease in spouses; higher rates
of smoking by children of smokers; increased risk for low birth weight, SIDS, and respiratory

The clinician should ask the patient to identify potential benefits of stopping tobacco use. The

clinician may suggest and highlight those that seem most relevant to the patient. Examples of

Improved health; food will taste better; improved sense of smell; save moneys; feel better about
yourself; home, car, clothing, breath will smell better; can stop worrying about quitting; set a good

The clinician should ask the patient to identify barriers or impediments to quitting and note

elements of treatment (problem solving, pharmacotherapy) that could address barriers. Typical

Withdrawal symptoms; fear of failure; weight gain; lack of support; depression; lack of enjoyment

Relevance

cessation).
Risks

increased serum carbon monoxide.

infections in children of smokers.
Rewards

rewards follow:

example for children.
Roadblocks

barriers might include:
Repetition

The motivational intervention should be repeated every time an unmotivated patient visits the

clinic setting. Tobacco users who have failed in previous attempts should be told that most people
make repeated quit attempts before they are successful.

tion to quit smoking comprise relevance, risks,
rewards, roadblocks, and repetition.

2.2.3 Preparation for Quitting

The physician who has the opportunity to assist

the patient’s quit attempt, should include in the

intervention the following elements (Table 3):

1. Helping the patient with a quit plan

2. Providing practical counselling (problem
solving/skills training)

3. Providing intra-treatment social support

4. Helping the patient to obtain extra-treatment
social support

5. Recommending the use of approved pharma-
cotherapy
6. Providing supplementary materials

The physician should then provide the patient
with some basic didactic information about quit-
ting smoking. (1) Smoking represents an addic-
tion to nicotine. Therefore smoking cessation
must be undertaken as seriously as one would
approach any other drug addiction. Willpower
alone is insufficient. The patient must make
quitting smoking his/her top priority. (2) The
goal should be total tobacco abstinence after the
quit date. (3) The patient can expect to experi-
ence unpleasant nicotine withdrawal symptoms
(e.g. mood disturbance, insomnia, irritability,
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Table 3 Recommendations during preparation for quit-
ting to smoke (“STAR” acronym [15])

1. Set a quit date as soon as possible

2. Tell family, friends, and co-workers about quitting
and request understanding and support

3. Anticipate challenges to the planned quit attempt
(including nicotine withdrawal symptoms),
particularly during the critical first few weeks

4. Remove tobacco products from his/her environment
and, prior to quitting, avoid smoking in places where
spending a lot of time (e.g. work, home, car)

difficulty concentrating, increased appetite and
weight gain). For most individuals, these symp-
toms peak within a few days of quitting and dis-
sipate within 1 or 2 weeks. (4) The physician can
help the patient identify “high-risk” or danger-
ous situations. These are events, internal states,
or activities that increase the risk of smoking or
relapse due to their past association with smok-
ing (e.g. negative emotional states, being around
other smokers, drinking alcohol). These situa-
tions should be avoided early on, if possible. (5)
The physician can help the patient select cogni-
tive and behavioural coping skills to use when
she experiences an urge (or “craving”) for ciga-
rettes. Examples of cognitive coping skills are: re-
minding him/herself reasons for quitting; telling
him/herself that urge will pass; and repeating the
phrase, “Smoking is not an option.” Behavioural
coping skills include: leaving the situation, en-
gaging in some distracting activity, taking deep
breaths, and seeking social support.

The physician should also provide support
within the clinic by: (1) encouraging the patient
in the quit attempt (e.g. remind the patient that
effective tobacco dependence treatments are now
available; underline that one-half of all people
who have ever smoked have now quit; commu-
nicate belief in the patient’s ability to quit); (2)
communicating caring and concern (e.g. ask
how the patient feels about quitting; directly ex-
press concern and willingness to help; be open to
the patient’s expression of fears of quitting, dif-
ficulties experienced, and ambivalent feelings);
(3) encouraging the patient to talk about the
quitting process by asking the patients reasons
for quitting, concerns or worries about quitting,
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success the patient has achieved, and difficulties
encountered while quitting.

Eventually, the patient should be assisted with
obtaining social support outside of the clinic en-
vironment. The clinician should train the patient
in solicitation skills (e.g. practice requesting so-
cial support from family, friends, and co-work-
ers; help for a patient in establishing a smoke-free
home) and prompt support seeking (e.g. help the
patient identify supportive others, inform pa-
tients of community resources such as hotlines).
A busy physician may be tempted to hand one
or more of the available self-help booklets to a
smoker, instead of providing the personal advice
called for by the “5 As”. However, clinical prac-
tice guidelines found that there was insufficient
evidence for the effectiveness of the use of self-
help materials alone [15].

23 How to Motivate
Sedentary People

to Be More Active

A sedentary lifestyle increases the risk of devel-
oping many diseases [24-27], particularly colon
cancer and breast cancer. A sedentary lifestyle
has become more and more prevalent during
the last decade, as shown for example by suc-
cessive “Swiss Health Surveys” [28]. In 2002, up
to two-third of Swiss people reported that they
practiced less physical activity than is minimally
recommended [29, 30] (30 minutes per day of
moderate intensity physical activity, such as brisk
walking, or 3x20 minutes per week of vigorous
intensity physical activity, such as jogging or
other forms of cardio-respiratory training). It has
been estimated that a sedentary lifestyle is an-
nually responsible for 1.4 million disease cases,
2,000 deaths and 1.6 billion Swiss francs of treat-
ment costs [31].

The efficacy of primary care physicians in
changing unhealthy lifestyle habits has already
been demonstrated in other fields (smoking
cessation for example), particularly when they
have been adequately trained [21]. With regard
to physical activity promotion in a primary care
setting, more than 20 original papers [32-51]
and ten reviews of the literature have been pub-
lished [52-61]. There is a fair amount of evidence
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Dose-response curve for physical activity
and health

(Pate et al., 1995)

A

HEALTH
BENEFIT

LOW

ACTIVITY STATUS

# HIGH

Dose-
response
curve

A: Sedentary
B: Mod. active
C: Very active

Fig. 2.1 Dose-response curve
for physical activity and health,
(Adapted from Pate et al. 1995

that multi-session interventions are efficient, at
least in the short term. As demonstrated by Ea-
kin et al. in a recent review [62], little is known,
on the other hand, about physicians’ compliance
to physical activity counselling. However, many
health agencies (The Department of Health and
Human Services, Centres for Disease Control
and Prevention, American Academy of Family
Physicians, The American Heart Association) do
recommend that physicians provide their seden-
tary patients with counselling about the health
benefits of regular physical activity.

General
Recommendations

2.3.1

Since many health benefits occur even with a
small increase in physical activity among pre-
viously sedentary people (Fig. 1), effort should
concentrate on broadly promoting everyday life
activities.

Lack of time is the main barrier for primary
care physicians to deliver counselling. We there-
fore suggest a differentiated approach according
to their degree of achievable involvement.

The first strategy is broad-based, with a sys-
tematic screening for sedentary lifestyles, for
example in the waiting room, conceived for phy-

sicians who have the opportunity to integrate
physical activity promotion as a priority topic in
their practice.

Sedentary patients who are unmotivated to
change their physical activity behaviour should
then benefit from a brief consciousness-arousing
session and be invited to read related informa-
tion. Those who are motivated should benefit
from a structured counselling session, receive
written information, and a physical activity pre-
scription using the existing structures within
their environment (walking groups, fitness cen-
tres etc.).

The second strategy is more case-oriented and
allows limited time resources to be focused on
sedentary patients who suffer from conditions
known to be improved by physical activity (e.g.
obesity). As for the first strategy, interventions
should then be tailored to patients’ motivation
becoming more active.

Physicians’ follow-up is probably a key deter-
minant of efficacy and should be widely encour-
aged. Follow-up can be based on successive
“physical activity diaries”, which describe every
physical activity lasting more then 10 min dur-
ing a week, or on more objective data, according
to patient’s preference, e.g. measures by means
of a pedometer. Such instruments, however,
should not discourage patients because of too



14
. eDecision makin
*Consciousness 9 «Goals
. Barriers .
raising setting
overcoming

_ _ Precaration

Inactive without Inactive with ~ Partially active (A-)

intention (I-) intention (I+)

Action

Active since

< 6 months (A)

J. Cornuz, R. Bize

¢ Reinforcement

Consolidation

Active since

> 6 months (A)

> Fig.2.2 Different stages of change

| TIME

high expectations and should not substitute the
patient’s self-perceptions of physical activity lev-
els.

2.3.2 How to Proceed

2.3.2.1 Assessing the Patient’s
Current Physical Activity

During the interview, the physician explores the
patient’s daily life in terms of physical activity
practice, for example, by asking his/her patient
to describe the progress of a usual weekday or
a weekend. The physician identifies opportuni-
ties of the patient to move by his own physical
means. This approach should help the patient to
recognize by himself his sedentary lifestyle, and
provide at the same time ideas on how to inte-
grate, step by step, more physical activity in his
daily life.

Setting an objective does not always mean
reaching the minimal international standard
recommendations. More important is to tailor
an achievable goal, which is adapted to the pre-
vious experiences and present motivation of the
patient.

A more systematic but less personalized way
to assess the current level of physical activity of a
patient is the use of internationally standardized

questionnaires, such as the IPAQ (www.ipaq.
ki.se). Patients, prior to an appointment during
which this theme will be tackled, could, for ex-
ample, fill in such a questionnaire in the waiting
room or at home.

2.3.2.2 Assessing the Current
Motivation—
Transtheoretical
Model of Change

According to the transtheoretical model of
change (TTM) of Prochaska and di Clemente,
moving from one behaviour to another healthier
one is a complex process. The different stages of
this model are called the stages of change, and
are described in Fig. 2.

The stage at the lower end of motivation is
called the precontemplation stage, where the
person is not physically active and does not in-
tend to become more active. Next is the contem-
plation stage, where the person is not physically
active but considers becoming more active soon.
The third stage is the preparation stage, where
the person is physically active but does not meet
the criteria of international recommendations
for frequency, duration or intensity of physical
activity. The fourth is the action stage, where the
person meets the criteria for being considered
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Level 4:

progressive

activities
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Level 3:

strength and flexibility

at least twice a week

Level 2:

half an hour per day (for example, 3x10 minutes)

being slightly out of breath

Level 1:

daily life activities

Fig. 2.3 Recommendations based on the four-level pyramid model

as sufficiently physically active, but only for less
than 6 months. The last stage is the consolida-
tion stage, where the person is physically active
enough, for more than 6 months. Relapses also
belong to this process.
Progression through these stages depends on
three key elements:
1. The person must recognize his/her own goals
in this process of change.
2. The person has to favour the pros against cons
of adopting the new behaviour.
3. The person must be confident enough to reach
the goal, despite anticipated barriers.
People are often subjected to fluctuating lev-
els of motivation during the whole process. The

role of the physician is to reinforce motivation
through counselling, in accordance with the level
of motivation.

Precontemplation Here, physicians have to raise
consciousness about health benefits of a regular
physical activity of moderate intensity. They also
have to explore the potential barriers to this be-
haviour change and advise the patient on how to
overcome them.

Contemplation Physicians should describe the
different ways of becoming more physically active.
Recommendations are based on a four-level pyr-
amid model, similar to the one used for nutri-
tional recommendations (Fig. 3).
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Priorities must, however, be understood in a
flexible manner in accordance with the clinical
situation. Sometimes strength and coordination
training may be more relevant than cardio-respi-
ratory fitness, for example, when fall prevention
is the main objective. People who are not yet re-
tired may sometimes omit the first level, because
they are already active (even if they do not meet
the recommendations) in their daily working life.
Physical activity counselling calls for a differenti-
ated approach by the physician, who knows the
medical, psychosocial, and structural context of
his patients; risk management of physical activity
belongs to this evaluation. A medical examina-
tion is moreover recommended independently
from the health status for men above 45 years
and women above 55 years who engage in a new
vigorous cardio-respiratory training.

2.3.3 Techniques for a More
In-Depth Counselling:
How to Manage

Ambivalence

In this section, we provide a list of the most fre-
quent arguments against becoming more physi-
cally active and ways to counteract them in a
non-oppositional manner.

"I feel very well despite/thanks to my sedentary
lifestyle.”

Diseases that are favoured by inactivity develop
insidiously, without health or well-being being
impaired at the beginning. Regular physical ac-
tivity reduces the risk of diseases and it improves
well-being and body perception.

"I don’t have enough time to exercise and |
prefer doing something else during my leisure
time.”

Physical activities of moderate intensity, such
as bicycling or walking, are already beneficial to
health. There are many opportunities to practice
them without taking too much time (getting out
of the bus sooner, park one’s car 10 minutes away
from the workplace, climbing stairs rather than
taking the elevator, etc.). Physical activity can
also be integrated into other leisure activities
(museum visit, city touring, etc.).

J. Cornuz, R. Bize

"I feel a lack of energy and | don’t feel like begin-
ning a physical activity.”

Movement and sport stimulate the whole body.
When practiced at an adequate intensity, they
can become a source of well-being and the reluc-
tance to practice them is quickly surmounted.

"I will never be a good sportsman/woman and |
don’t dare to begin with it.”

A health-enhancing physical activity is not a
competition. You only have to be regular in or-
der to improve your well-being. The body adapts
quickly to new solicitations. To improve your
health, it is important to practice physical activi-
ties with which you feel comfortable.

"Sport does not entertain me.”

Do not practice sport, but movement, which can
be associated with numerous other activities.
When practiced with a group, they favour social
contacts. Cultural visits also offer an opportunity
to walk. Walking around does not take too much
time and allows appreciating the environment. It
is recommended to diversify your activities, be-
cause tediousness may produce withdrawal.

"The risk of injury and disease frequency in-
crease with sport.”

Physical activity-related risks are low. They only
rarely have serious consequences and accidents
are often due to a lack of common sense (poor
preparation, inadequate equipment, imprudence,
haste). The choice of the activity, the moderation
of its intensity, and preparation largely reduce
the risk of accident.

"Sport is too demanding.”

Inactive people sometimes find the first physi-
cal activities quite demanding. A slow increase
in intensity and duration of exercise prevents
exhaustion and allows the body to adapt. Then,
after each new physical activity, the tiredness dis-
appears faster and faster and the practice of these
movements becomes easier and more pleasant.

"Sport is too expensive.”

Physical activity and sport can be free. Everyday
life activities, for example, do not require specific
equipment.
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"A healthy diet is all that | need to stay well.”

A healthy diet is beneficial for health. But it only
provides the body with combustibles (energy)
that feed the power station, the muscles. The
combination of well-balanced physical activity
and diet is the better insurance for well-being
and health.

"Physically active people live longer and then
increase health costs.”

On the contrary, physically active people remain
autonomous, have fewer accidents, consult phy-
sicians and are hospitalized less frequently and
for shorter periods. They consequently induce
less health system costs.

"I don’t have any opportunity to exercise in the
neighbourhood.”

Physical activity does not necessitate a specific
infrastructure. You only have to combine it with
your everyday life activities (way to work, shop-
ping, visit exhibitions or friends).

"Sport is very dangerous.”

The risk of dying suddenly during sport is very
low for moderate-intensity physical activities.
Ninety-five percent of myocardial infarctions are
not preceded by increased physical activity.

2.3.4 Risk Management
in Physical Activity

Promotion

Physical activity-related risks are low and largely
lower than the health benefit of regular moder-
ate-intensity physical activity. For example, for
sport, it is important that someone who wishes to
increase their training is well informed and coun-
selled, that he structures his progress and that he
adequately organizes his contests and training
sessions in order to avoid any overloading. More
than 90% of myocardial infarction events did not
follow a physical activity; however, the risk may
increase for a while immediately after exercising,
although this risk concerns almost exclusively
non-trained people. This underlines the preven-
tive role of being regularly active. Every healthy
person can have a daily physical activity of mod-
erate intensity without visiting a physician first.
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In this case, the potential risk can be evaluated
through the Physical Activity Readiness Ques-
tionnaire (PAR-Q, see the end of this section).

Someone who answered once or many times
“yes” to these questions can exercise, but she
should be advised to visit a physician before-
hand. The general practitioner will then evaluate
more precisely the risk profile of the person, and
will be able to advise her to undertake appropri-
ate physical activities.

A medical visit is also recommended to men
above 45 years and women above 55 years who
would like to start new intense physical activi-
ties.

When indicated, the medical visit should be
based on the following elements:

1. Thorough cardiovascular history taking
2. Thorough physical examination

3. Resting ECG

4. Level of blood pressure

5. Cholesterol (>35 years)

The patient should be sent to a specialist for
complementary examinations in case of a posi-
tive cardiovascular history, of cardiac or vascu-
lar murmurs, of rhythm disturbance signs in the
history, or of an abnormal resting ECG.

2.3.5 Physical Activity
Readiness

Questionnaire

For most people, physical activity should not
pose any problem or hazard. PAR-Q has been de-
signed to identify the small number of adults for
whom physical activity might be inappropriate
or those who should get medical advice concern-
ing the type of activity most suitable for them
(Table 4).

2.4  Conclusion

Smoking and a sedentary lifestyle represent two
of the leading causes of preventable cancers. Stop-
ping smoking and practising regularly physical
activity have major short- and long-term health
benefits. Despite these well-known health conse-
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Table 4 Physical Activity Readiness Questionaire

J. Cornuz, R. Bize

Common sense is your best guide in answering these questions. Please read them and check the yes/no

opposite the question if it applies to you

Has your doctor ever said you have heart YES NO

trouble?

Do you frequently have pains in your heart YES NO

and chest?

Do you often feel faint or have spells of YES NO

severe dizziness?

Has a doctor ever said your blood pressure YES NO

was too high?

Has your doctor ever told you that you YES NO

have a bone or joint problem such as

arthritis that has been aggravated by

exercise, or might be made worse with

exercise?

Is there a good physical reason not YES NO

mentioned here why you should not follow

an activity program even if you wanted to?

Are you over age 65 and not accustomed to YES NO

vigorous exercise?

If you answered YES to one or more If you have not recently done so, consult with your physician by

questions... telephone or in person before increasing your physical activity and/or
taking a fitness test.

If you answered NO to all questions... If you answered PAR-Q accurately, you have reasonable assurance of

your suitability for exercising.

quences and the fact that effective interventions
exist for motivating patients to change their un-
healthy behaviours [15], very few individuals re-
quest or receive formal preventive interventions.
Physicians are in a unique position to intervene.
Since the scientific literature provides enough
evidence to promote effective clinical interven-
tions, physicians should address this crucial issue
in their daily clinical practice.
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Summary

Cancer genetic counselling represents a very
special situation of interaction between the ge-
neticist and the counselee, marked by a number
of specificities that account for its complexity.
Cancer genetic counselling has multiple reper-
cussions, such as identification of a deleterious
genetic mutation associated with a high prob-
ability of developing breast and/or ovarian can-
cer, the implementation of preventive measures
ranging from close surveillance to the decision
to perform mutilating prophylactic surgical pro-
cedures, or the impact of the information on the
other members of the counselee’s family also con-
cerned by the genetic risk. This chapter is based
on a review of the literature that has been rapidly
growing over recent years and on our clinical ex-
pertise as psycho-oncologists and geneticists. We
will first present the reasons that make the infor-
mation so critical. These reasons are both objec-
tive (complexity of the genetic information per
se, difficulties of understanding the concept of
risk) and subjective (information given to peo-
ple with an emotionally charged family history
and a perception of risks closely linked to their
representation of cancer). At the same time, the
counsellees are charged with the transmission of
this information to members of their own fam-
ily. We will then discuss the various modalities of
communication in this setting. While unidirec-
tional transfer of information from the geneticist
to the counselee has been the preferred method
in cancer genetics for a long time, a model based
on patient-centered communication is more ad-
equate in predictive medicine and allows shared

decision making. In all cases, the different pro-
fessionals involved in the process have to learn
how to work in a performing cohesion. We also
present the main guidelines on the subject and
the various underlying objectives with regard to
information delivery and the subject’s personal
experience. Although the psychological impact
of genetic counselling consultations raises a
number of questions, the results of preliminary
studies are reassuring, demonstrating psycholog-
ical benefits. However, a number of aspects con-
cerning communication in predictive medicine
remain to be investigated and improved.

3.1 Introduction

The discovery of the BRCA1 cancer-susceptibil-
ity gene in 1994 (Miki et al. 1994) and BRCA2 in
1995 (Wooster et al. 1995) now allows identifica-
tion of individuals with a cancer predisposition
mutation by performing DNA mutation analysis.
There has always been a popular belief concern-
ing hereditary transmission of breast cancer,
which has been supported by this scientific prog-
ress and mediatization of this breakthrough has
led to an increased awareness of the concept of
family risk, resulting in a growing demand for
genetic counselling and genetic testing (Bottorff
et al. 1998; Holloway et al. 2004).

However, known inherited gene mutations
are only involved in 5% of cancer cases (King
et al. 1993). Presymptomatic genetic testing is
therefore not appropriate for the majority of
women with a family history of breast cancer.
The indication for gene mutation testing first has
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to be discussed in preliminary genetic counsel-
ling consultation.

Breast cancer genetic testing was initially pro-
posed in the context of research protocols. In this
setting, sustained follow-up of the counselees not
only helped them to anticipate the outcome of
the genetic test, but also allowed interventions
in the case of psychological distress. Meanwhile,
breast cancer genetic testing has become avail-
able in routine clinical practice, despite the fact
that it is not yet clear how to adequately inform
patients about their personal breast cancer risk
and the pros and cons of genetic testing (Green
et al. 2004). Moreover, the long-term impact of
genetic counselling on psychological well-being
and health behaviour is still largely unknown.

In this chapter, we will discuss the psycho-
logical aspects of cancer genetic counselling and
review the current knowledge concerning its
psychological impact. We will try to define the
optimal modalities of communication between
geneticist and counselee, and demonstrate that
the subject’s understanding of a risk can be mod-
ified by individual psychological characteristics,
which must therefore be taken into account.

3.2 Complexity of Cancer

Genetic Counselling

Genetic counselling is a highly complex process
due to both objective and subjective factors. The
information provided in the context of cancer
genetic counselling, including the concept of
risk, is objectively complex. More subjectively,
this information must be provided to an indi-
vidual, mostly a woman, who is often emotion-
ally affected by a family history of cancer and
who will have to consider the pros and cons of
the necessities of surveillance or preventive sur-
gical options. In addition, the counsellee also has
to act as a messenger to the members of the fam-
ily, whose relationships might subsequently be
modified by the information.

3.2.1 Objective Factors

3.2.1.1 Complexity
of the Information

The primary goal of genetic counselling is to in-
form individuals about cancer risk and cancer
prevention in order to reduce morbidity and
mortality (Pieterse et al. 2005). More specifically,
genetic counselling should enhance their knowl-
edge and encourage favourable health behav-
iours, i.e. by adequate objective risk perception
with a level of anxiety that does not impair un-
derstanding or appropriate medical surveillance.

The information provided in cancer genetic
counselling is complex for different reasons.
First, the counselee is faced with a very large
quantity of information. The various national
guidelines for cancer genetic predisposition
management (see in Bortoff et al. 1998; Richards
et al. 1995; Eisinger et al. 2004) represent a con-
siderable amount of information that must be
presented to and understood by the counselee.
After the genetic counselling visit, the subject
should know: (1) the purpose of the test; (2) the
risk of the test (e.g. consecutive insurance prob-
lems); (3) the uncertainty of the test; (4) the risk
that the test may reveal an unexpected finding;
and (5) the consequences of a positive test (e.g.
impact on family members) (Butow et al. 2004).
Therefore, one can expect that the counselee is
often overwhelmed by such a body of informa-
tion and that psychosocial aspects are neglected
in the consultation.

The information is also based on a very ab-
stract and unusual medical terminology; it is in
fact difficult to translate molecular genetic find-
ings into lay terms and the general population
has a poor understanding of Mendelian genet-
ics. Another element of complexity is the rapidly
growing scientific progress and the still existent
methodological limitations and lack of long-
term follow-up of current methods (Eisinger et
al. 2004). Finally, the information concerning the
consequences of genetic testing is also complex.
Genetic testing for breast/ovarian cancer suscep-
tibility offers a potential benefit of early detection
of cancer, reduction of uncertainties, and relief
if the test provides negative results. However,
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genetic testing also entails potential risks, such
as the risk of failure of preventive interventions,
adverse psychological reactions, social and occu-
pational discrimination or inappropriate health
surveillance behaviour (Brédart et al. 1998).
When discussing these aspects, the genetic coun-
selling consultation should allow individuals to
make informed medical decisions about whether
or not to be tested and the adoption of appropri-
ate preventive strategies.

3.2.1.2 Concept of “Risk”

The information provided in a cancer genetic
counselling consultation essentially concerns
risks. The concept of risk is traditionally defined
as “the probability of (occurrence of) a nega-
tively valued event” (Julian-Reynier et al. 2003).
In the context of cancer genetics, information
about risk is particularly complex, as cancer
risk information concerns multiple risks (e.g. all
epidemiological and personal risk factors, risk
of the predisposing gene running in the family
or of inheriting a genetic mutation, risks associ-
ated with the prognosis of cancer and preventive/
early detection interventions), and most risk es-
timators are associated with uncertainty. For ex-
ample, if a person in a cancer family is found not
to carry the predisposing gene, the probability
of developing a sporadic cancer (i.e. not linked
to a hereditary component) remains equivalent
to that of individuals in the general population.
Risk estimators also comprise uncertainty, par-
ticularly for penetrance of genes. Estimates of
penetrance values of BRCA genes appear to vary
between 60% and 85% at age 70 for breast can-
cer and between 10% and 40% for ovarian cancer
(Struewing et al. 1997; Ford et al. 1998; Antoniou
et al. 2003).

Certain non-contributive or unexpected re-
sults can lead to a highly paradoxical situation,
because the subject expects a result which should
decrease uncertainty about her genetic status,
but the results sometimes increase uncertainty
by information she does not know how to use.
A good example is the discovery of variants of
uncertain clinical significance (VUCS). VUCS
refers to alterations of genetic sequences whose

risk consequences are often unknown (they dif-
fer from inconclusive results in that inconclusive
results mean that no BRCA1/2 mutation is de-
tected) (van Dijk et al. 2004b).

3.2.2 Subjective Factors

Cancer genetic risk information must be inte-
grated by individuals who are often emotionally
affected by a family history of cancer, life expe-
riences and psychological characteristics which
determine the understanding of the information
and the perception of the risk.

3.2.2.1 Impact of Prior

Experiences and Emotions

The experience of a family history of cancer is
frequently associated with feelings such as fear,
low self-esteem, anger, guilt, grief, and embar-
rassment. This experience must be taken into ac-
count as a possible barrier in the education about
cancer genetic risk.

On the one hand, studies of women with a
high risk for breast cancer due to a family his-
tory of the disease in first-degree relatives have
found that these women experienced high levels
of worry about their risk (Lerman and Schwartz
1993; Audrain et al. 1997). Levels of anxiety about
cancer, on the other hand, have been shown to be
associated with inaccurate perception of breast
cancer risk in women at risk (Hopwood 2000).

While the emotional impact of a family expe-
rience of cancer is variable, it is likely to generate
a certain amount of distress during counselling
(van Dijk et al. 2004a).

3.2.2.2 Perception of Risk

Prior to genetic risk counselling, only a minority
of women have an accurate perception of their
risk of developing breast cancer, and the major-
ity either overestimate or underestimate their
risk (Hopwood 2000). Cross-cultural differences
have been demonstrated, with a much greater
risk overestimation in the USA than in the UK.
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Risk overestimation is also high in Latin coun-
tries (Huiart et al. 2002; Gil et al. 2003).

Cognitive biases, individual preconceptions
(and misconceptions), life experiences, cultural
context, the subject’s general outlook (e.g. pes-
simism, locus of control), as well as social biases,
such as family history and related beliefs of being
vulnerable, may also influence the interpretation
of risk information (Bottorff et al. 1998).

Providing up-to-date and accurate risk esti-
mates to the counselee is one of the main goals of
genetic counselling; but how is cancer risk per-
ceived after counselling?

Studies evaluating risk perception vary widely
in their definition of risk accuracy leading to
inconsistent results (Hopwood et al. 2003b; van
Dijk et al. 2004a). In a 1-year prospective study
of 158 women aged 18-45years with a con-
firmed lifetime risk of breast cancer of 1 in 6 or
greater, the proportion of women with accurate
personal risk perceptions based on “gambling”
odds (1 chance in x) significantly improved af-
ter risk counselling (Hopwood et al. 2003b).
“Gambling” odds was the method of reporting
perceived risk with the best level of risk accuracy
and women preferred this format. However, the
concept of lifetime risk was understood by only
44% of counselees.

Using open-ended, semi-structured face-to-
face interviews, van Dijk and coworkers (2004a)
showed that the level of risk perception accuracy
depended on the leniency of the criterion ap-
plied, being either an exact match with the verbal
label or more global high versus low level of risk
estimation.

In a prospective study performed on 108
women receiving genetic counselling, women’s
risk perceptions after counselling were signifi-
cantly lower than pre-counselling, but still sig-
nificantly higher than the actual risk information
communicated (Gurmankin et al. 2005).

Kelly and coworkers (2004) examined changes
in perceived breast cancer risk from post-coun-
selling (1-2 days after counselling) to post-result
(1 week after receipt of test results), and found
that the perceived risk decreased in those tested
negative, but remained unchanged in those
tested positive. They concluded that individuals
may assume that they have a hereditary mutation
until they receive contrary test results; this may

be interpreted as a coping method of assuming
the worst in order to manage anxiety or as defen-
sive pessimism.

In conclusion, van Dijk and coworkers
(2004a) emphasized that the level of perceived
risk accuracy might be a limited outcome for as-
sessing the effectiveness of genetic counselling
and that it would be preferable to identify which
emotions, cognitions, and behavioural intentions
are elicited by the risk information and whether
they are congruent with the goals of counselling
(i.e. adopting medically appropriate behaviours,
reporting a moderate level of distress after coun-
selling).

3.2.2.3 Messenger Role

A further difficulty involves communication of
cancer genetic information within the family.
The counselee becomes a messenger of sensitive
information to other family members. However,
little is known about this process (Tercyak et al.
2001, 2002; Blandy et al. 2003).

While cancer genetic counselling is addressed
to an individual, it also concerns the whole fam-
ily. At first sight, the person who consults may
appear to be the person primarily concerned, but
the implications obviously surpass the individual
case. As already discussed, the subject expects a
result from the visit (answers to questions about
the cause of the disease, reduction of the anxi-
ety related to uncertainty, information concern-
ing prevention, etc.), but there are no genetics
without family and the information therefore
inevitably concerns the person’s descendents, as-
cendants, as well as other members of her own
generation.

This observation raises the very complex
question concerning ownership of the informa-
tion: does this information belong exclusively
to the one who consults or does it immediately
belong to the whole family? Is the person aware
of this twofold ownership and/or has the rest of
the family already questioned a possible genetic
predisposition?

These ethical issues have a number of conse-
quences on the practical organization of cancer
genetic counselling and must be investigated
before performing the test, especially before pro-
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viding the results. A thorough investigation of
the personal motivations, as well as perception
of the implications for the rest of her family, has
therefore to be an integral part of genetic coun-
selling.

3.3 Communication
in Cancer Genetic

Counselling

The three main objectives of doctor-patient
communication in medicine are: the creation of
a trustful interpersonal relationship, exchange
of information, and treatment-related decisions
(Ong et al. 1995). The primary objective of can-
cer genetic counselling is exchange of informa-
tion. However, to obtain an adequate level of
informed consent, to minimize distress, improve
satisfaction, and promote appropriate preventive
behaviour, other aspects must also be taken into
account, especially an evaluation of the patient’s
understanding of the information provided and
of the emotional reactions induced by this infor-
mation.

3.3.1 Communication Models

Various communication models have been de-
scribed in general medicine. In cancer genetic
counselling, the “rational” model now appears
to be predominant. This model emphasizes the
importance of the information derived from the
medical profession, which must enable the coun-
selee to take an informed decision. This model
only partly satisfies the expectations of coun-
selees. As Pieterse and coworkers (2005) stressed,
the major issues for counselees were to discuss
their own and/or their family members’ risk of
cancer, to receive information about early de-
tection of cancer and preventive actions, and to
determine the risk for their children, or of trans-
mitting an increased susceptibility to their chil-
dren. Other important expectations included the
need for emotional support, to reduce anxiety, to
obtain help in discussing genetic risk issues in
the family and to receive information about the
counselling and testing procedure. The “rational”
model therefore appears to be fairly limited.

Borttoff and coworkers (1998) described a
model of “shared medical decision-making”,
which advocates a partnered decision-making
in which the professional engages with the client
to achieve an understanding of the meaning of
the genetic risk, by taking into account the in-
dividual’s expectations and representations, and
to reach a medical decision considering the vari-
ous available medical solutions and their conse-
quences.

In the particular setting of cancer genetic risk
communication, probability and contextual ap-
proaches have been proposed. The probability
approach provides numerical information in
the form of a numerical risk, such as absolute
risk (assessing a discrete estimate of risk), rela-
tive risks (assessing risk in comparison to an-
other individual or group), odds ratio or ratios
(frequency of events, proportions, percentages,
probabilities) and verbal descriptions of risk
magnitude (unlikely, higher risk than average,
higher risk than another woman in the popula-
tion). Visual displays, such as line graphs, pie
charts and bar graphs reveal data patterns and
may also communicate uncertainty. A prefer-
ence for quantitative information has been high-
lighted and a combination of visual displays and
numerical and written information improves the
perceived usefulness of the information and the
perception accuracy (Julian-Reynier et al. 2003).
The contextual approach communicates risk with
reference to the patient’s medical history and the
consequences of the health problem, providing,
for example, information about the causes of the
disease and the severity of its consequences, or
using testimonies or videos.

3.3.2 Communication

Guidelines

Various guidelines for risk counselling are now
available (Richards et al. 1995; Eisinger et al.
2004). A multistep process has been proposed
(Julian-Reynier et al. 2003), starting with assess-
ment of the counselee’s preconceptions, knowl-
edge, preferences, expectations, anxiety and
coping style in order to tailor the risk commu-
nication process. The information to be given to
the counselee (risk, magnitude, uncertainty, for-
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mat) is then selected and ordered so that it can
be put in perspective with other disease risks,
using several formats. Lastly, feedback from the
consultation is provided by means of standard-
ized tools that complement the consultation
(leaflet, videos, CD-ROM), and a personal letter
summarizing the consultation.

Bottorff and coworkers (1998) also high-
lighted strategies such as relationship and trust
building, history taking, explanation of risk, and
risk assessment. Efforts are made to help coun-
selees understand the meaning of risk estimates
in relation to other life events, and to emphasize
that the risk of developing the disease is not the
same as the risk of dying from the disease.

We underline the considerable role, both tech-
nical and emotional, played by the clinical genet-
icist and genetic counsellor (Lobb et al. 2004), as
well as their multiple tasks. They routinely initiate
contact with the family, obtain a pedigree, obtain
consent from living relatives to access medical
records, confirm relevant medical data, ascertain
family beliefs about the inheritance pattern, ad-
vise family members of these risks and options
and arrange clinical screening (Richards 1993).
From a subjective point of view, counselees are
confronted with the difficulty of providing com-
plex medical information while dealing with
the emotional repercussions of belonging to a
family with a cancer history and learning about
one’s own risk status and its consequences. Man-
agement of all of these dimensions, even in a 1h
consultation, is a challenge.

3.3.3 Organization of Cancer
Genetic Counselling

in France

Various models of cancer genetic counselling,
depending on national or regional expertise
and resources, have been developed (Hopwood
2005).

In France, for example, the various profes-
sionals working in the field of cancer genetics,
forming the “Genetics and cancer” group, have
proposed guidelines for cancer genetic counsel-
ling, based on a multidisciplinary organization
in which the various healthcare professionals
meet with the counselee at various times.

The first meeting is a long consultation, for
which the counselee is encouraged to attend with
a certain amount of preparation (maximum of
information about the family history of cancer).
The counselee is invited to attend the visit with
one or several members of the family. The coun-
selee’s family tree is constructed and a maximum
of information is obtained about all cancers in
the family; then, the geneticist describes the ob-
jectives of genetic counselling, the existence of
genes and their possible alteration, the concept
of risk, the implications of genetic testing, the
various expected results and their consequences,
the concept of specific surveillance and possible
prophylactic surgical procedures aimed to de-
crease the risk of developing cancer. Finally, the
geneticist provides information about the risk of
the family members and advice concerning the
transmission of this information. At the end of
the visit, the geneticist provides the counselee
with a fairly precise estimate of the probability
that she carries the BRCA1 or BRCA2 genetic
alteration. The counselee is given an informa-
tion brochure, summarizing the information
provided orally, which can be read at home and
shared with other members of the family.

Usually, it is proposed not to take the blood
sample for genetic testing immediately, as the
counselee is given a period of reflection of about
2 months during which she is encouraged to
attend a visit with a member of the psycho-on-
cology team. The psycho-oncology interview is
an opportunity for the counselee to review her
motivation to undergo genetic testing, to explain
her expectations and to investigate the subject’s
representations of cancer, especially in the light
of her family history, and to share her level of in-
formation and her integration of the information
presented at the first meeting with the geneticist.
The psycho-oncology interview investigates the
counselee’s perception of risk, her capacity to an-
ticipate the results of genetic testing, her desire
to transmit the information received to her fam-
ily, and, more globally, the model of family com-
munication. It also assesses the psychological
impact of the genetic risk and the possible risk
of psychiatric disturbance related to this situa-
tion. The interview sometimes leads to the deci-
sion not to perform the genetic test or at least to
postpone it.
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The second meeting with the geneticist, often
shorter than the first, confirms the counselee’s
motivation and reinforces the main information.
After understanding how the counselee and her
family experience this period of reflection, the
geneticist answers any of the patient’s remain-
ing questions. A letter summarizing the genetic
information provided during the consultation is
then handed to the counselee; this can be espe-
cially helpful for the counselee to recall this in-
formation and to transmit it to the family.

The psycho-oncologist may follow the coun-
selee during this period, but is usually only con-
sulted at the time of delivery of the genetic test
results.

In every case, geneticists and psycho-oncolo-
gists meet regularly to pool their information in
order to achieve a global understanding of the
counselee’s expectations, values, and choices and
the possible psychological difficulties. Written
summaries are included in the counselee’s file,
allowing sharing of information collected by the
various professionals involved.

It should be underlined that the geneticist not
only informs on the genetic situation but also
takes part in the organization of the next steps
of the process. After presenting the different pos-
sibilities to reduce the counselee’s risks, surveil-
lance or preventive surgery, he participates in the
practical organization of the medical exams or
further consultations with members of the mul-
tidisciplinary medical team.

This cancer genetic counselling model is con-
tinually evolving, especially in view of the recent
arrival, in France, of newly trained genetic coun-
sellors, which will modify the distribution of
roles between the various professionals involved.

3.3.4 Impact of Organization

on Outcomes

Although cancer genetic counselling services
vary in terms of staffing and/or organization, evi-
dence suggests that the context of risk counsel-
ling has a less important impact on psychological
outcomes than expected (Hopwood et al. 2003a).
In terms of organization, a multidisciplinary team
achieved a significantly greater improvement of
risk knowledge than cancer genetic counselling

administered by a surgical department (Brain et
al. 2003). The different models currently imple-
mented should be further evaluated, looking for
the most convenient one.

Process and Content
of Familial Breast Cancer
Genetic Consultations

335

Butow and Lobb (2004) conducted a major study;,
examining in detail the process and content of
genetic counselling in initial consultations with
women from high-risk breast cancer families.
Over 158 consultations of women unaffected
and affected with breast cancer, conducted in 10
familial breast cancer clinics throughout Austra-
lia, were audiotaped and transcribed. A detailed
coding system was developed to cover all facts
thought to be important to be elicited from or
conveyed to the consultant, and all behaviours
thought to facilitate active involvement and ex-
pression of emotional concerns.

This analysis evidenced that the average ge-
netic counselling session was 61 min [compa-
rable to that of European clinics (Hopwood et al.
2003a)], that patients spoke on average one-third
of the session and consultants demonstrated con-
sistently good practice in providing detailed in-
formation on essential aspects related to familial
breast cancer. The authors noted that, although
the woman’s agenda was frequently elicited, other
subjects were tackled less frequently, namely the
women’s decision to discuss the results with other
family members or emotional concerns such as
those relating to prior experiences of loss and
grief. Considering the predominant role played
by information processing in cancer genetic
counselling, it has to be stressed that passive lis-
tening reduces understanding and interactivity
should therefore be stimulated. Moreover, train-
ing in or self-monitoring of behaviours known
to facilitate understanding (checking women’s
medical knowledge, checking understanding, ex-
plaining medical terms, inviting questions, sum-
marizing, and using diagrams) may assist clinical
geneticists and genetic counsellors to further de-
velop these skills.
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3.4 Consequences
of Cancer Genetic
Counselling

3.4.1 Psychological Impact

Major questions still remain unanswered: What
is the psychological impact of genetic counsel-
ling? Does cancer genetic counselling induce
psychological morbidity? What is known about
the short-term and longer-term impact?

In a systematic review (Butow et al. 2003), ge-
netic counselling and testing appeared to produce
psychological benefits. Carriers of mutations
in cancer predisposition genes did not experi-
ence any significant increase of depression and
anxiety after disclosure of their mutation status,
while non-carriers experienced significant relief.
If general distress levels for counselees are com-
parable with community samples, cancer-specific
worries are increased in women at risk compared
with those without a family history (Hopwood,
2005). On the other hand, women who were
tested, but who refused to be informed about
the results, seemed to be at greater risk of poorer
psychological outcome (Lerman et al. 1998).

Satisfaction with Cancer
Genetic Counselling

3.4.2

Assessing the satisfaction of 36 counselees with
cancer genetic counselling in The Netherlands,
Bleiker and coworkers (1997) found generally
high levels of satisfaction with the different as-
pects assessed. The areas identified as needing
further attention were related to the information
regarding the possible impact of genetic counsel-
ling and testing on daily life, communication be-
tween the clinical geneticist and other healthcare
workers, and psychosocial support during and
after genetic counselling.

3.43 Psychological
Consequences
in Relation

to Communication Style

Two factors appear to be particularly important
when communicating risk information: the in-
dividual’s affective response to risk information
and the communicator’s skill and sensitivity in
disclosing the results (Borttoft et al. 1998).

The Individual’s
Affective Response
to Risk Information

3.4.3.1

Greater attention should be paid to ways of cop-
ing with test results at the very first contact with
the genetic counselling service. Younger women,
those without a history of cancer, and those
who are first in their family to apply for genetic
counselling for breast/ovarian cancer, have been
shown to withdraw prematurely from cancer ge-
netic counselling (Bleiker et al. 2005). They do
not appear to have elevated levels of distress, but
they seem to have doubts about their (in)ability
to cope with a possible unfavourable test out-
come.

3.4.3.2 Communication Skills
in Disclosing Genetic
Test Results

Various skills should be considered when com-
municating cancer genetic information or test
results, such as the counsellor’s sensitivity to in-
dividual and cultural differences, the language
used (avoiding medical jargon), the ability to
provide emotional support, and the counsellor’s
own anxiety level, which has been found to be
inversely correlated with the counselee’s capacity
for understanding (Lobb et al. 2001).

Further research is needed to examine the
counsellor’s communication style in relation to
the psychosocial impact of cancer genetic coun-
selling (Hopwood 2005). The few available stud-
ies are presented below.

In a multicentre study, Lobb and coworkers
(2005) showed that clinical geneticists and ge-
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netic counsellors achieved a certain degree of
standardization in communicating information,
but showed a diversity of skills, i.e. communi-
cation behaviours that facilitate understanding,
active involvement, partnership building, and
addressing emotional concerns. These varia-
tions in counselling style resulted in differences
of patient’s depression, 4 weeks after the counsel-
ling session. However, there was no association
between the way genetic risk was communicated
and women’s accuracy of risk recall or satisfac-
tion with the consultation.

Butow and coworkers (2004) highlighted
that increased use of supportive and counselling
communications increased anxiety about cancer,
suggesting that emotional issues may be raised
without adequate resolution. It may be helpful
for consultants to be able not only to assess psy-
chological stress, but also to keep checking how
the woman is coping during the consultation and
to provide adequate support.

3.44 Communication

in the Family

The effect of risk communication is also reflected
in subsequent disclosure of risk information in
the family (Hopwood 2005). There is a need to
improve knowledge about communication strat-
egies within the family and their impact on fam-
ily relationships and family members’ reactions.
Very few studies have been conducted in this
field.

Tercyak and coworkers (2001) evaluated the
psychological impact of the parental communi-
cation of the result of BRCA1/2 testing. Moth-
ers (versus fathers) and subjects with the highest
levels of general emotional distress more easily
informed their children about the test results.
Coping strategies after the test (both active and
avoidant) were positively correlated with the
post-counselling distress level. However, com-
munication of the result to the children did not
modify the counselee’s level of distress, but in-
creased their children’s level of distress.

The same authors also evaluated the parent-
child relationship and its impact on the com-
munication of test results to the children (Ter-
cyak et al. 2002). Older children appeared to be

more frequently informed about the test results,
and the communication style within the family
seemed to predict the way mothers shared the
information with their children (the test result
was more frequently shared when the commu-
nication style between parents and children was
more open), and was not modified by revelation
of the result.

Blandy and coworkers (2003) showed that
results of BRCA tests were generally adequately
transmitted to the family; difficulties of trans-
mission, however, correlated with a poorer un-
derstanding and a higher level of anxiety and
avoidance. First-degree relatives were most fre-
quently informed about the test results, but they
only rarely requested genetic testing, which was
essentially requested by sisters and daughters.
The quality of family support and the level of
understanding of the risk of transmission were
positively and significantly correlated with the
decision to perform the test in first-degree rela-
tives.

In France, the bioethical legislation has re-
cently considered this medical situation in which
information elicited in one individual of a fam-
ily concerns all its members. The latest bioethical
law sets that the biomedical agency takes the re-
sponsibility to confer this information to the dif-
ferent family members: the transmission should
proceed from doctor to doctor, and from them to
family members (Public Health Policy, Biomedi-
cine Agency, 2004).

3.5 Improvement
of Cancer Genetic

Counselling

Studies indicate that cancer genetic consultants
present generally good practice in terms of the
information they provide; however, they less fre-
quently demonstrate attention or skills to deal
with the subjective aspects of the genetic coun-
selling, i.e. verifying the counselee’s understand-
ing of the information, assessing emotional reac-
tions or attitudes of informed family members.
Biesecker and Peters (2001) proposed a
working definition for genetic counselling con-
sultations that defines the goals as “promoting
understanding, achieving informed consent, fa-
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cilitating decision-making, reducing psychologi-
cal distress, restoring feelings of personal control
and advancing adaptation to stress-inducing
events”.

These objectives are much more exhaustive
than those regarding patient information. How-
ever, this definition raises new questions: What is
the exact role of the geneticist or genetic counsel-
lor, especially concerning the evaluation of emo-
tional reactions or the provision of psychosocial
support?

There is a growing number of guidelines for
communicating risk, suggesting the need to de-
velop and evaluate innovative communication
strategies (Bottorff et al. 1998; Hopwood 2005).
Genetic counsellors should also be encouraged
to explore idiosyncratic risk beliefs, personal
theories of inheritance, and personal or social
support that underpin coping. Integration of
risk information may be enhanced when emo-
tional issues are addressed. Geneticists or genetic
counsellors are confronted with the challenging
task of providing objective information which
is adapted to the individual, taking into account
the individual’s concerns and preferences. Coun-
selees often express a marked need to receive
more attention and information with regard to
the possible impact of cancer genetic risk on
their daily life and the availability of psychosocial
support (Bleiker et al. 1997). These aspects do
not seem to be sufficiently addressed in genetic
consultations. Several key elements can improve
communication.

3.5.1 Develop Aids
to Recall and Transmit

Information

We have stressed the double role of the informa-
tion provided at the cancer genetic counselling
visit, allowing the counselee to understand the
risk for herself, before having to transmit the in-
formation acquired to her own family.

A growing number of field experiences and
studies have reported the benefit of proposing
on the spot or by means of documents (written
documents or videos) a summary of the complex
information presented during the visit. Hallowell
and coworkers (1998) showed that counselees feel

a duty to share the information they obtain dur-
ing genetic counselling to relatives, and warned
about the risk of miscommunication (due to the
counselee’s difficulty to recall information). In a
series of 400 interviews, 92% of subjects reported
that the written summary facilitated their under-
standing and/or recall of the information.

Tools should be developed to alleviate the
burden of information provision within the can-
cer genetic consultation; for example, informa-
tion personally tailored to the individual’s needs,
characteristics and coping style (personalized
letter, audiotape, computer-generated informa-
tion, telephone services) or information/decision
aids.

Even when the counselee is accompanied by
other members of her family, she remains re-
sponsible for the information received and its
transmission to the rest of the family. It is there-
fore important to develop ways of helping her
to anticipate the information that he/she has to
transmit, as well as in the transmission process
itself.

Several modalities can be proposed, such as
letters to families that can be sent by the doc-
tor with the patient’s consent, discussion with
the patient during the visit about the content of
the information to be transmitted and the way to
transmit this information, or meetings with other
members of the family to inform them during a
consultation.

3.5.2 Improve

Communication Style

One motivation for attending genetic counsel-
ling is to receive reassurance. Unaffected women
cited information as reassuring, whereas affected
women perceived the skills of the geneticists in
listening, appearing caring and relaxed, as pro-
viding an independent source of support. It may
therefore be more important to actively reassure
affected women.

This supposes relational capacities which
are not only innate, but which can be acquired
by specific training, the so-called communica-
tion skills training (CST), which are based on
analysis of fictional clinical situations (with ac-
tors simulating patients or as role plays between
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healthcare professionals) or real clinical situa-
tions which are audio-recorded and/or filmed
and complemented by role play and supervisions
(Balint groups or equivalent).

It is therefore important to increase the
awareness of healthcare professionals, as early as
possible, about CST or other ways of improving
communication techniques.

Further Promote
Multidisciplinary
Collaboration

3.53

Various healthcare professionals are in contact
with the counselee during the cancer genetic
counselling process (geneticist, genetic counsel-
lor, psycho-oncologist, etc.). Multidisciplinary
meetings between healthcare professionals of
these various fields enhance the understanding
of the counselee: his/her values, motivations,
capacity to integrate the information, personal
perception of the risk, anticipation of the conse-
quences of the test results, desire to transmit the
information to other members of the family—all
elements that contribute to the decision-making
process.

3.5.4 TakeTime

Although no data on these aspects are available,
we can assume that the time devoted to assess
the counselee’s knowledge, perceived risk, infor-
mation/emotional needs and preferred modali-
ties of risk information is an important element
of genetic risk counselling.

During a consultation, the geneticist or genetic
counsellor should help counselees demystify ge-
netics, and highlight how expertise in this field
may answer many of their actual medical ques-
tions although some will remain unresolved and
some will raise further issues still unaddressed.
Such an approach may require time, which may
be well invested, since it increases efficient infor-
mation sharing.

3.6  Conclusions
There are insufficient data concerning optimal
risk communication strategies. Recent research
shows both consistency in information provision
and deficiencies in specific communication skills.
The need for personally tailored risk information
seems a key element of successful genetic risk
counselling (Hopwood 2005). Outcome stud-
ies on risk perception and psychological distress
are insufficient to understand the complex com-
munication and decision-making process in this
context. Assessment of the risk counselling pro-
cess is a new field and evaluation and compari-
son of various approaches therefore constitute a
research priority. Outcome measures must also
include decision-making and subsequent health-
care behaviours. In addition, communication
within the family raises a number of difficulties
that have not been sufficiently investigated yet.
There is a need to provide clear directions
about how to ensure that the probabilistic nature
of risk estimates is accurately transmitted and
understood, and especially how the error-prone-
ness of genetic tests is sensitively communicated
(Bottorft et al. 1998).
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Summary

This chapter focuses on four crucial situations
representing important challenges for physi-
cian-patient communication: diagnosis, relapse,
progression of disease and terminal illness. The
psychological aspects of each situation are dis-
cussed and a framework for communication is
provided. The aim of the chapter is to invite the
oncology clinician to think about these different
stages of disease and to support him or her in the
communication with the patient.

Communication with cancer patients is a dif-
ficult task in clinical practice and it is especially
challenging when informing about diagnosis
and prognosis, when relapse occurs or when the
disease is progressing. Physician-patient com-
munication has undergone considerable changes
and has become—compared to decades before,
when medicine was based on a more paternal-
istic model of care—a central duty and challenge
of the oncology clinician. The following chapter
aims to discuss key elements of communication
in the above-mentioned specific situations; it is
based on our clinical experience as psycho-on-
cologists and teachers of communication skills
training (Razavi and Stiefel 1994; Stiefel and
Razavi 1994; Razavi et al. 2003; Berney and Sti-
efel 2004; Delvaux et al. 2005; Voelter et al. 2005;
Bragard et al. 2006).

4.1 Disclosing a Cancer

Diagnosis

To face a diagnosis of malignant disease is an ex-
treme stressor. What has been a silent and reli-
able body suddenly becomes a source of doubts
and fears, disturbing—together with the asso-
ciated investigations and therapeutic proposi-
tions—the psychological and social balance of
man. However, reactions to these events vary
considerably from individual to individual, de-
pending on a variety of factors, such as personal
resources, social support, coping and defence
mechanisms, such as denial. In other words: in-
dividual strengths and vulnerabilities shape the
response to the bad news of a cancer diagnosis.
Communicating such a diagnosis, therefore, re-
quires an adjustment to the individual informa-
tion needs and coping capacities.

The oncologist often does not know the pa-
tient to whom a diagnosis of cancer has to be
announced.. A few elements may therefore be
of help for the evaluation of the patient’s psy-
chological state to which information will have
to be adapted. The main question is, when com-
municating with a newly diagnosed cancer pa-
tient, whether he is a vulnerable patient to whom
communication has to be especially tailored or
whether he is a patient who may be informed
in a standard way, taking into account the usual
recommendations when announcing a cancer
diagnosis (see next section).
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Table 1 Indicators of psychological vulnerabilities of a
patient
Important patient's delay despite alarming physical
symptoms
Inability to work or to assume other responsibilities

Occurrence of severe sleep or gastrointestinal
disturbances

Experience of long-lasting periods of overwhelming
emotions

Social withdrawal, substance abuse, self-destructive
behaviour

4.1.1 Perceiving
the Patient’s Strengths

and Vulnerabilities

As stated above, the oncologist may not know
the patient for very long and it may be inade-
quate or impossible to obtain detailed biographi-
cal information before breaking bad news. A few
elements, related to the current situation, may
therefore be of help to quickly evaluate the psy-
chological strengths and vulnerabilities of a pa-
tient (see Table 1).

The patient’s delay between the occurrence of
the first symptoms and consulting a physician is
such an element. The longer the delay, the more
likely the patient may have used denial; denial is
directly related to psychological vulnerability. As
a psychological defence mechanism, denial pro-
tects the individual from painful experiences he
cannot bear (Weisman 1979). Other important
elements concern the current state of the patient.
Is he able to function in his professional and pri-
vate life? Was he disturbed by the situation in a
way that hampered his capacities to work or to
care for the family? Was he able to maintain so-
cial contacts and activities or was he paralysed by
the occurrence of the medical problems? Symp-
toms related to bodily functioning may also indi-
cate a psychological vulnerability of the patient;
how did she sleep and eat, did she suffer from
gastro-intestinal symptoms, was she unable to
relax? If patients are able to express their feelings,
are the emotions in an adequate range or are they
overwhelming the patient? If different elements
indicate an important vulnerability, information
should be carefully adapted to the individual.

F. Stiefel, D. Razavi

Table 2 Breaking bad news to the psychologically vulner-
able patient

Try to understand patient preferences with regard to
information

Focus on the “essentials”, use understandable words,
avoid “jargon”

Provide a clear framework/management plan
Emphasize that beneficial therapeutic options exist
Invite patient to cope “day by day” and “step by step”

Inform about well-known medical experience with
patient's disease

4.1.2 Discussing Diagnosis
with a Psychologically

Vulnerable Patient

With a general clinical impression based on some
of the above-mentioned elements and the verbal
and non-verbal communication of the patient,
the oncologist can identify the patient’s strengths
and vulnerabilities. If the clinician faces a vul-
nerable patient who seems to be very stressed
and almost unable to cope, communication of
the cancer diagnosis should be adapted in a way
that the patient obtains the information he needs
without increasing the psychological pressure
(see Table 2). Communicating diagnosis should
then focus on the most relevant aspects, leaving
out details and future steps that do not have to be
taken immediately (Voelter et al. 2005). Special
attention should also be paid to the therapeutic
options the oncologist has to offer; a clear agenda
of the next steps and information about the ac-
cessibility of medical care at any time will reas-
sure the patient. Asking the patient if there are
additional questions and concerns or if she would
like to have a significant other to be with her at
the next consultation, may close the consultation
(Maguire et al. 1996). In other words, informa-
tion of vulnerable patients should be kept clear
and simple and it should be also emphasized that
the therapeutic steps are specifically defined and
usually well tolerated.

Vulnerable and overwhelmed patients are
sometimes confused and ask a lot of questions in
an attempt to gain control over the situation; but
any additional information, even if it is medi-
cally correct and adapted to the questions, may
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Table 3 General recommendations for communicating
bad news

Provide an adequate setting, which is not disturbed

Be aware of anxiety symptoms, which may hamper
communication

Inform about the objectives of the meeting and the time
available

Adapt your information to the patient and focus on the
essential

Check the patient’s understanding and explicitly invite
questions

Use also open questions and clarify patient's statements

Avoid early comforting or immediate propositions of
“solutions” for psychological distress

Pay attention to non-verbal expressions and other cues
from the patient

Communicate your understanding for the patient's
experiences and emotions

Allow pauses, name transitions between themes and
summarize

Inform about further steps, future meetings and how to
be contacted

increase confusion and a feeling of being out of
control. When confronted with patients who
have a great difficulty to understand the medical
condition, oncologists tend to add information
which further deteriorates the patient’s capacities
to regain control. In such situations, a clear lead-
ership by the oncologist is necessary, taking into
account the elements listed in Table 2.

Such an approach is more beneficial than
persevering in a way that would be adequate for
an autonomous patient who is fully able to cope
with the situation.

4.2 General
Recommendations
and Barriers

to Adequate
Information About

a Cancer Diagnosis

For patients who show efficient coping strate-
gies and no signs of important psychological
vulnerabilities, communication of a cancer di-

Table 4 Sources of clinicians’ discomfort when breaking
bad news

To hurt the patient and being unable to support him
To face painful emotions

To know the fatal outcome and having to withhold this
information

To face unrealistic expectations of the patient

To induce high levels of distress or psychiatric
disturbances

agnosis may be based on recommendations that
have been described elsewhere (Maguire 1976;
Faulkner and Maguire 1996; Dosanjh et al. 2001;
Jenkins and Fallowfield 2002) (see Table 3).

These recommendations are often known
but often not followed. Why is it so difficult to
break bad news? Disclosure of a cancer diagnosis
evokes anxiety in patients, which interferes with
their ability to fully understand and follow the
explanations. It also evokes anxiety in the on-
cologist, which interferes with his ability to com-
municate. Anxiety arises for various reasons. In
the following, we will present the main sources
of oncologists’ discomfort when breaking bad
news, and provide some elements which may be
of help (Stiefel 2004) (see Table 4).

4.2.1 Fear of Hurting

the Patient

One of the main reasons for anxiety when dis-
closing a cancer diagnosis is the fear to hurt
the patient. Since a cancer diagnosis is a major
stressor, this fear is justified. The more an oncol-
ogist accepts that this news is hurting the patient,
the less he has to defend himself and the more
authentic he can be. While it is very rare that
patients link the bad news to the messenger and
hold him responsible, on a less conscious level,
the physician-patient relationship is coloured
by this fear. To openly address this issue, that “it
hurts to hear bad news”, is a more adequate way
of dealing with the situation than to try to act as
if nothing painful happens. An understanding
and empathic attitude, legitimating the feelings
evoked in the patient, is an effective and sufficient
support in such a situation. If the clinician is able
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to accept that “this is what he can and should do”,
he might be less haunted by the thought that he
is unable to support the patient.

4.2.2 Facing the Patient’s

Emotions

Another main reason for the oncologist’s dis-
comfort when disclosing a cancer diagnosis con-
cerns the patient’s emotions. While most of the
patients are not yet able to feel or express their
emotions at the time of disclosure of a cancer di-
agnosis, projections of the healthy physician, of
what the patient may experience, are frequent.
Physicians, like most healthy persons, imagine
that the emotional impact of a cancer diagnosis
is unbearable; however, experience shows that
most cancer patients cope with their situation
(Stiefel et al. 2001). Cancer patients may be sad,
nervous, irritated, tense or anxious, but these
feelings are in the range of normality and are
natural steps in the adjustment. As such, they do
not have to be treated or alleviated, and the pa-
tient does not have such expectations. The only
expectations patients may have—and even this
is not always the case—is that they wish to ex-
press their feelings and that their feelings, even
the negative ones, are perceived and acknowl-
edged by the clinicians with empathy. In other
words: between imagination and reality, of how
an oncologist has to face the patient’s emotions,
there may be a considerable gap. The ability of
clinicians to handle their own painful feelings is
closely related to their capacity to contain the pa-
tient’s feelings; this ability is also coloured by bio-
graphical circumstances. Working in oncology
entails being able to cope with painful emotions;
clinicians who feel that they have difficulties in
this area may think of sharing their experiences
with peers or attending regular supervisions. It
is also the responsibility of senior oncologists to
not only transmit technical knowledge, but also
to identify young colleagues with difficulties fac-
ing emotionally stressful situations and to help
them get the help they need.
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4.2.3 Patient’s Knowledge/
Physician’s Knowledge

Another reason for clinicians to feel uncomfort-
able when disclosing a cancer diagnosis concerns
their detailed knowledge about the medical situ-
ation, about its unpredictability and sometimes
the very bad prognosis. Indeed, it is uncomfort-
able not to be able to share these thoughts with
the patient. Since it is not justified to load the pa-
tient with all the possible outcomes, when his en-
ergy is needed to fight the cancer, the oncologist
has to select information that is most relevant for
a given patient at a given moment of the disease.
The more the clinician accepts this responsibil-
ity, that not all, but only relevant information
should be transmitted to the patient, the more he
or she will be comfortable with this situation. Of
course, whether information is relevant or not,
and whether the patient or the clinician is the
target of protection, has to be faced with honesty.
Not transmitting irrelevant information has to
be distinguished from lying, which is consciously
withholding relevant information. However, if
patients ask specific questions about the disease,
they have to be answered correctly, after having
clarified why the patient wants to obtain such de-
tailed information and what kind of benefits he
expects.

4.2.4 Patient’s Expectations

Discomfort and anxiety also arise when facing
any unrealistic expectations of the patient. In
such situations, it might be difficult to block the
patient’s “optimism” The statement that there
may be limited possibilities may help the oncolo-
gist to cope with such a patient, but the pressure
may remain at a less conscious level and anxiety
may arise, of not being able to fulfil the patients
expectations. When working in oncology, it is
often not possible to live up to the expectations
of the patients. Almost all patients desire, at least
at the time of diagnosis, to be cured. While it is
legitimate for a patient to expect to be cured, it
does not imply that the progression of the disease
is the oncologist’s fault. Only very rarely do pa-
tients fail to understand that medicine has limits;
most of the patients struggle with the fact that
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they cannot be cured, but are most grateful for
their care. Unmet patient expectations are there-
fore often a problem of the oncologist, especially
if they are convinced that the progression of the
disease is a personal failure (Stiefel and Guex
1996). Clinicians who consider that cure is a suc-
cess and palliation a failure are more prone to
feel guilty in many situations. A reflection about
their own expectations and their professional ob-
jectives is therefore necessary to achieve a more
mature professional identity.

4.2.5 Other Sources
of Discomfort

for the Oncology Clinician

Other sources of discomfort concern the fear of
inducing a high level of distress and psychiat-
ric disturbances in the patient. This may occur
very rarely in vulnerable patients; more often it
reflects a projection of the clinician and the wish
to “protect” the patient is more related to the cli-
nician’s own needs. Unless there are clear indica-
tions that a patient is psychologically vulnerable
and one has to adapt the information, withhold-
ing information is not acceptable. Sometimes
patients of a specific cultural background might
have different needs with regard to disclosure of
diagnosis; in such situations, one has to clarify
this issue before proceeding in a standard way.
Culturally bound aspects of physician-patient
communication are presented in the chapter
“Cultural Aspects of Communication in Cancer
Care”, by A. Surbone, in this volume.

Psychiatric patients are also often a source of
distress for oncology clinicians. Generally, there
is no need to treat them differently than any
other patient, unless there are indications from
the patient or from the treating psychiatrist that
disclosure has to be adapted. It often happens
that information is withheld from psychiatric
patients without any reason. Because psychiatric
patients, especially those who are subjected to
paranoid ideation, are very sensitive and able to
catch the essence of a medical situation without
explicit communication, they may become tense
and mistrusting when they feel that a clinician
is withholding information. Discomfort arises in
many other situations and is shaped by the bio-

graphical circumstances of the oncology clini-
cian; sometimes, identification with the patient,
due to sociodemographic or other variables,
hampers adequate communication. Sharing one’s
own experiences with colleagues, or within a
regular supervision, may then be helpful for the
clinician and the patient.

4.3 Announcing Relapse

Relapse is associated with deception. What has
been hoped and fought for, cure, is no longer
possible. Patients might say “But I thought I was
cured..”, and oncologists might answer, “But I
have told you that the chance to be cured was
not a hundred percent..”. These sentences illus-
trate the communicational difficulties associated
with relapse; possible ways to handle such situa-
tions are discussed in the chapter “Key Elements
of Communication in Cancer Care’, by E. Maex
and C. De Valck, in this volume.

4.3.1 Deception,
an Inevitable Feeling

After Relapse

In the above-mentioned example, both patient
and oncologist are right; the patient thought she
was cured and the oncologist had told her, at the
time of diagnosis, that cure was likely, although
not guaranteed. The objective of communicat-
ing about relapse is not to know who is right and
who is wrong, but to accept how the patient feels,
and to acknowledge that the patient’s feelings are
understandable. Deception does not have to be
waved away by providing an optimistic outlook
about possible treatments; this would only ham-
per the clinician’s credibility. The patient must
first be invited to express this deception, and he
has the right to hear that his feelings are under-
standable. It is also important to understand that
patients’ statements such as “I've had enough, I'm
not interested in further treatment” have to be
perceived less as an information and more as an
expression of an emotional state. Such statements
do not need to be immediately contradicted by
scientifico-medical arguments, nor do they have
to be negotiated. Allowing a moment of decep-
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Table5 Key elements of communication when facing
relapse

Acknowledge the deception associated with relapse and
allow time to accept the bad news

Do not deny patient’s current experience, try to
understand what he/she goes through

Avoid premature comforting or an immediate focus on
further therapeutic strategies

Understand pessimistic patients® statements as transient
expressions of discouragement

Introduce nuances in extreme point of views (“all or
nothing” statements)

Explicitly inform that there is choice and that refusal of
further treatment is an option

Welcome ambivalence about future treatments as an
adequate reaction after relapse

Inform that new treatments can be questioned later at
any time

Support also patients who make—from a medical point
of view—an unreasonable choice

tion or irritation, before addressing the possible
benefits of further treatments, is therefore a more
appropriate way of facing relapse with a patient
(see Table 5).

4.3.2 Introducing Nuances

in a Traumatising Situation

After deception has been expressed and ac-
knowledged by the clinician in an empathic way,
the next step is to communicate that such situ-
ations are often perceived as traumatising and
that nuances may, for a moment, be lost. The law
of “all or nothing” may dominate and thoughts
such as “Let’s give it up’, “I will not go through
other treatments again” or “This is all hopeless
and senseless” may occur. It might take some
time, and the clinician is well advised to provide
the necessary time, until the patient is able again
to integrate the new situation, before being ready
to continue treatment.
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4.3.3 Overcoming Feelings
of Impotence/
The Competent Patient

The decision to initiate new treatments after re-
lapse has to be taken by the patient. In order to
face a new series of treatments, it is necessary
that the patient expresses his or her readiness to
enter a new treatment phase. An important el-
ement in overcoming the first feelings of impo-
tence after relapse is to perceive that there is a
choice. Indeed, a patient may or may not accept
a new treatment line. Choice is a powerful tool
to overcome feelings of impotence; this is one of
the reasons why this choice has to be left to the
patient and why clinicians should not present the
situation as if there is only one option. Not only
from a psychological point of view, but also from
a legal and ethical point of view, the patient has
the right to refuse further treatments. In order to
present this choice to the patient in an adequate
way, the clinician first has to accept that there
is such a choice and that there are patients who
may refuse a treatment, even if this seems, from a
medical point of view, to be the wrong decision.
As long as patients are competent, they have the
right to choose. Unfortunately, there is still con-
fusion about competency of the patient and there
are still clinicians who believe that a patient is
incompetent if he or she makes decisions which
are unreasonable from a medical point of view,
or if he or she suffers from psychiatric distur-
bances; both situations are not a proof of incom-
petence (Markson et al.1994). Clinicians who
ignore these facts and who are ambivalent about
patients refusing treatment are at risk of break-
ing the laws when putting pressure on patients to
continue treatments. They are also counterpro-
ductive from a psychological point of view, since
they deny the choice of the patient and enhance
feelings of “being treped” and feelings of impo-
tence.

4.3.4 Building

a Therapeutic Alliance

Once the patient is able to decide about further
treatments, their benefits and possible risks
should be discussed and the patient should be
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informed that he has the right change his mind,
when he considers the benefits do not outweigh
the side effects. Too often a new treatment line
is introduced and there is no discussion about
how the patient feels about it. Bitterness of hav-
ing paid a too heavy price might then occur if the
treatment fails to respond to the expectations.
Because of fear that the patient refuses a medi-
cally reasonable treatment, clinicians often en-
courage the patient by minimizing its side effects.
Such an attitude evokes in the patients a feeling
of isolation and hampers the therapeutic alliance,
which is most important during the progression
of disease. On the contrary, if the clinician is
sensitive to the patient’s ambivalence, which is
an adequate feeling towards the introduction of
further treatments after relapse, he is perceived
as a careful and competent professional and as a
trustful partner. If a patient refuses further treat-
ments, guilt about this decision (for example to-
wards significant others) should not be increased
by making the patient feel that he has made an
unreasonable choice.

Oncology clinicians also have to accept a pa-
tient who is not complying with medical proposi-
tions. Such propositions may be reasonable from
a medical point of view, but unacceptable for
the patient from a psychological point of view.
There is no hierarchy between body and mind,
and no hierarchy between physician and patient
when it comes to making decisions about further
treatments. A clinical vignette can illustrate this
point.

A 38-year-old patient suffering from chronic
paranoid schizophrenia was referred to consulta-
tion liaison psychiatry after his refusal to continue
palliative treatment of a testicular cancer, known
to respond to chemotherapy. Upon evaluation, the
patient appeared competent with regard to medical
treatment decisions; he understood the situation,
knew the treatment options and their outcomes
and explained his refusal to continue treatment by
the fact that each treatment and contact with the
medical staff was associated with unbearable anx-
iety, despite an adequate psychopharmacological
treatment. He had informed his son, a teenager,
that he would not accept any further treatment,
that he knew that he would die of the disease in
the near future and told him how much he loved
him and how sad he was of not having been able to

share these feelings with him because of his men-
tal illness. In conclusion, he told the psychiatrist,
“You know doctor, I prefer to die physically than go
through hell mentally again ...”.

While other patients may be ready to pay a
heavy physical and psychological price to pro-
long their lives, this patient clearly indicated that
for him psychological suffering has reached its
limits. After an in-depth discussion, his wish was
respected and he was comforted in his decision.

4.4 Informing
About Progression

and Prognosis of Disease

Progression of disease is another crucial moment
in the physician-patient communication. When
progression occurs, patients—sometimes for the
first time—are preoccupied with the outcome of
their disease. This preoccupation may be explic-
itly expressed or communicated in an indirect
way by means of projects or questions which
concern the near future. However, for other pa-
tients, progression of disease does not seem to
be preoccupying at all. The two scenarios will be
discussed in the section that follows.

4.41 Denial and Progression

of Disease

Sometimes a patient appears more optimistic or
indifferent when progression of disease occurs.
This is most often due to denial. In such a situ-
ation, it might be wise to wait for cues from the
patient, which provide an occasion to inform
him about medical facts. Therefore, the clini-
cian should underline from time to time that
the medical situation is serious and—if the pa-
tient then wants to know more—initiate a care-
ful discussion. This recommendation is based on
the rule that a patient copes if she can, denies if
she must and becomes psychotic if she is forced
to (Weisman 1979). A clinical vignette illustrates
this point.

A 40-year-old woman with small children who
suffered from advanced breast cancer showed an
important degree of anxiety as soon as her medi-
cal diagnosis was discussed; in such moments,
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she tried to change the topic, indicating that she
knew enough about her disease and that she did
not wish to obtain additional information. Despite
her indications that she was unwilling or unable to
hear more about the disease, the treating physician
insisted on repeatedly explaining to her in detail
the state of her condition. As he stated, this was
in his opinion the only way that the woman could
start a mourning process, which would finally lead
her to accept the disease and the fatal outcome.
After first trying to avoid these confrontations, the
patient then responded that she didn’t know what
the physician was talking about and that she was
feeling quite well. A day later, she told the medical
staff that someone died during the night in the hos-
pital room; this was not the case. Only half an hour
later, she pulled out her intravenous lines, rushed
to the floor and cried “They kill people in this hos-
pital, they want to intoxicate me ... . The patient
was physically contained, and a neuroleptic was
injected; within seconds and before the medication
could have an effect, she calmed down and stated:
“I know that you don’t want to hurt me, I am just
terribly anxious about my disease”.

This example illustrates that a brief psychotic
episode was induced by not respecting this pa-
tient’s inability to accept the unbearable thought
of having to die and to leave her small children
alone. Her paranoid imagination of intoxication
may be understood as the psychologically in-
toxicating “information practice” of the treating
physician.

4.4.2 Discussing Progression

and Prognosis

Most patients, at one moment or another, would
like to know their condition when progression
occurs. Questions about prognosis of disease
can be answered in different ways—one way is to
avoid the question by stating that predicting out-
come is very difficult in oncology, and another
is to provide statistical information, which in-
dicates a medium survival time in months. This
later attitude often does not meet the needs of
the patient but the needs of the physician so as
to get rid of the problem. A patient-centred way
to answer such questions is to try to understand
the preoccupations of the patients and what they
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Table 6 Informing about progression and prognosis of
disease

Try to pick up patients' cues concerning preoccupations
about the future

Ask the patient about the aspects and degree of details
he/she wishes to know

Avoid contradictory information, assure
interdisciplinary agreement

Maintain hope without denying the seriousness of the
medical situation

Respect denial and inform significant others about its
protecting function

Schedule regular follow-up visits and invite the patient
to maintain contact

think about the current condition, before explor-
ing what kind of information they would like to
receive. While there are patients who feel more
in control by obtaining detailed medical infor-
mation, others like to know if cure or delaying
the progression is still possible, without asking
questions about what will happen later.

Discussing progression of disease also includes
information about the future (see Table 6).

In this phase of the illness it is especially im-
portant that the patient receives the same mes-
sage from all staff members in order to enhance
a feeling of coherence and to prevent confusion.
This topic is presented in the chapter “Interdis-
ciplinary Communication”, by E. Porchet, in this
volume. Since progression of disease represents
a considerable psychological distress, measures
that counteract patient feelings of abandonment
are necessary. Beside the trusting relationship a
clinician has established with the patient, regular
follow-up visits and an invitation to call if there
are concerns are beneficial.

Communication
with the Terminal
Cancer Patient

4.5

Since communication with the terminally ill
is covered in the chapter “Maintaining Hope:
Communication in Palliative Care” (by V. Ken-
nedy and M. Lloyd-Williams), this section will
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be restricted to a few thoughts on the situation of
the dying patient (Guex et al. 2000).

Due to exhaustion and a certain withdrawal
of patients when facing the end of their life, com-
munication with the treating physician is often
limited to short conversations. Communication
is less dominated by the transmission of specific
medical information. More often, non-verbal
communication and therefore the attitude of the
clinician becomes crucial. He has to contain the
patient’s suffering: communication should then
not be restricted to medical facts, and trying to
cover up the unpleasant aspects of the situation
is inadequate. If a physician wants to be open to
understand “where a patient is at a given mo-
ment’, he has to free himself from prejudices of
how someone has to face death. While in prior
stages of the disease, the clinician often plays an
active role, in the terminal phase, he is invited to
listen and to try to understand the patient; he is
in a more “receptive” position.

A 28-year-old man of Italian origin, suffering
from a very advanced lymphoma, used to ask the
treating physician every morning during rounds,
“Is there a possibility to operate?” and would then
change the topic and inform the physician about
the latest news from the Italian football league.
The physician always respectfully denied a surgical
option for that moment and then stayed a while to
listen to the football news.

Being with the patient “where he is at this mo-
ment in time” implied that the daily question of
this patient was respectfully answered without
irritation, and understood in the context of the
patient’s denial. This question, which had be-
come a ritual, was this patient’s way to express
that he knew he is ill, but that he had not given
up hope; the football news can be interpreted as
the patient expressing that he is not only ill, but
that healthy parts still exist and that he continues
to be interested in his lifelong hobby, which he
shared with the physician.

Being close to the patient also means includ-
ing the family; very often clinicians can enhance
the understanding of significant others, that each
patient has the right to die his own death and
that the most important and active task family
members have is to be close to the patient and
respect his way of coping with the situation. The
key elements of communicating with the family

are discussed in the chapter “The Patient and His
Family”, by P. Firth.

4.6  Conclusions

We have tried to discuss the key elements of com-
munication in crucial moments over the course
of disease. Each of these moments requires a
careful attention to the specific challenges they
represent for the cancer patient and the treating
physician. Some communication skills that clini-
cians acquire during their professional life are
due to their increased experiences, feeling more
secure and less anxious over time; other skills are
based on theoretical knowledge of the patient-
physician communication and on a reflection
on their own expectations, fears and attitudes,
regarding their roles as health care professionals.
But certainly one of the most beneficial ways to
improve communication is to participate in the
emerging communication skills training, which
is based on interactivity, role plays and video-
or audio-analyses of interviews with simulated
patients. This communication skills training is
described in the chapters “Current Concepts of
Communication Skills Training in Oncology”
and “Communication Skills Training in Oncol-
ogy: It Works!”.
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5.1 Introduction

From “What’s Left’, by Kerry Hardie’

I know more or less

How to live my life now.

But I want to know how to live what’s left
With my eyes open and my hands open;
I want to stand at the door in the rain
Listening, sniffing, gaping.

Fearful and joyous,

Like an idiot before God.

Good communication between healthcare
professionals is crucial within palliative care.
Many have found that good communication can
lead to a greater sense of well-being, decreasing
feelings of distress commonly experienced by
those diagnosed with a terminal illness and their
families.

Much of the literature related to communica-
tion often is related to “information” and about
“telling the truth”. It is important to note, how-
ever, that communicating this type of informa-
tion and/or news alone may not result in effective
communication. How and when this informa-
tion/discussion is offered is an important factor
in how a patient may respond to it.

5.2 The Importance
of Communication

in Palliative Care

Psychological and psychiatric morbidity is a
common problem for cancer patients as well as

their carers, relatives and friends, and depres-
sion has been found to be especially common for
those people with advanced cancer. It has been
suggested that 25%-50% of patients suffer from
psychological distress (Fallowfield et al. 2001)
and it has been further found that the risk of
experiencing depression is increased when the
disease is advanced (Breitbart 1995; Fallowfield
et al. 2001), or when functional impairment or
symptoms are greater (Hopwood and Stephens
2000). A systematic review by Hotopf et al. (2002)
found that depression is a very common problem
in palliative care patients, but that many of the
studies in this area were lacking, and “based on
small samples of patients with very high non-
participation rates” Diagnosis and treatment of
psychological distress and disturbance, however,
is based on communication.

Indeed, one aspect thought to help patient
and family distress includes effective and open
communication with health professionals. Com-
munication has been said to be important for pa-
tient understanding of their disease, outcomes,
patient behaviour, ability to cope, both physical
and psychological health, as well as patient sat-
isfaction with care, and compliance with treat-
ment.

Research have found that many patients want
as much detailed information as possible about
their illness and treatment, and want to be part
of the decision-making process (Kirk et al. 2004).
In a study by Sapir et al. (2000) of 103 cancer pa-
tients, they found that 92% would want to know
all the information. They also found that the on-
cologist was the staff member most often sought
out for both information and support. Further-
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more, Kirk et al. (2004) in 72 participants regis-
tered with palliative care in Canada and Australia
found that all patients wanted information about
their illness, and wanted it fully shared with
relatives. Moody (2003) also describes the great
need of cancer patients for information, and for
the appropriate information at the appropriate
time. The literature demonstrates that good in-
formation can help patients in decision-making,
and with psychological and physical well-being
(Greenwood 2002).

Although many have reported the importance
of communication, the literature has also shown
that patients do not receive the appropriate in-
formation (Kutner et al. 1999; Ong et al. 1995)
and/or that the information given is poor (Lo
and Snyder 1999). However, a study by Sapir et
al. (2000) found that 85% of their participants
were satisfied with the clarity of the informa-
tion they received and 90% thought it was given
to them sensitively. Aspects of social desirabil-
ity which may influence these results, have to
be taken into account for interpretation of such
studies. Although patients may be well informed
about diagnosis, treatment, and prognosis, there
is less coverage of psychological and well-being
issues with the patient (Ford et al. 1996).

It has been said that the withholding of in-
formation from patients regarding their illness
and treatment is mostly due to doctor “intuition’,
which has also been said to be incorrect in most
cases (Fallowfield 1997; Husebo 1998). Whereas
in previous years withholding information to
protect patients, and not to diminish hope, was
common practice, more recently truth telling
has become the more common practice (Neko-
laichuk and Bruera 1998). Although a move to a
more open awareness from a more closed aware-
ness has been identified over the years, Field
and Copp (1999) additionally describe a further
move in the 1990s to a more “conditional aware-
ness’, particularly in palliative care where they
say health professionals are more likely to give
“graduated dosages of truth” (Field and Copp
1999).

It is believed that many physicians/healthcare
professionals limit the information they give
to their patients and family in order to try and
spare them what might be bad news; however,
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research has demonstrated that this can actually
cause greater difficulties for individuals by not
allowing them to plan for the future (Fallowfield
et al. 2002).

Further suggestions as to why communication
between doctor and patient (health professionals
and patients) is less than optimal include lack of
time and differences between knowledge, values,
expectations, and goals (Cantwell and Ramirez
1997; Friedrichsen et al. 2000). In most of North-
ern Europe and North America patients are now
regularly informed about their cancer diagnosis
and prognosis (to the best of the physician’s capa-
bility), but in countries such as Eastern Europe,
Spain, and South America such issues are rarely
discussed with patients and their families, dem-
onstrating possible cultural differences between
communication needs and/or attitudes (Bruera
et al. 2000). Bruera and co-workers (2000) did
find a significant regional difference in patterns
of practice regarding communication at the end
of life, emphasising again the need for individu-
alised communication strategies.

Communication is said to be even more dif-
ficult and more important for those with a ter-
minal illness or when care changes from curative
to palliative (Friedrichsen et al. 2000; Kutner et
al. 1999). Open communication is an important
aspect of death and dying and of a “good death’,
and it is thought to contribute to effective symp-
tom control and end of life planning (Edmonds
and Rogers 2003; Field and Copp 1999).

However, research suggests that these needs
are not being met, and that many physicians
and nurses do not discuss care with patients at
the end of life, and even when they do they may
not talk about such issues as concerns or fears
(Addington-Hall et al. 1995; Edmonds and Rog-
ers 2003; Lo and Snyder 1999). Cantwell and
Ramirez (1997) found that only 21% of their par-
ticipants (junior house officers) asked dying pa-
tients about any emotional concerns. Nurses also
focus on physical care, avoiding open communi-
cation about prognosis and other psychological
and spiritual issues (Edmonds and Rogers 2003;
Rogers et al. 2000).
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5.3 Role of Health
Professionals: What

Can Professionals Do?

Conversations about end of life with patients and
families are never easy; however, physicians need
to have such discussions in order to benefit the
patient (Lo and Snyder 1999). The importance of
providing honest information has been described
in the previous section, outlining the importance
of telling the “truth” to patients about their ill-
ness, treatment, as well as prognosis.

In addition to telling the truth, using appro-
priate language is also fundamental in communi-
cating with patients and their family (Fallowfield
et al. 2002). It is important to use unambiguous
language and to make sure that the patient un-
derstands what has been said. It is not uncom-
mon for patients to leave the consultation with-
out having fully understood what has been said
(Fallowfield et al. 2002; Quirt et al. 1997).

Ong et al. (1995) describe two types of physi-
cian behaviour whilst communicating with pa-
tients: instrumental and affective. Instrumental
behaviour describes “cure-oriented” behaviour
that is “task oriented”, and affective behaviour de-
scribes “care-oriented” behaviour that is “socio-
emotional”. Friedrichsen et al. (2000) found that
there were many different types of physicians, for
example (1) the inexperienced messenger, (2) the
emotionally burdened, (3) the rough and ready
expert, (4) the benevolent but tactless expert, (5)
the distanced doctor and (6) the empathic pro-
fessional. They found that the character of the
physicians and their ability to create personal re-
lationships also influence the patients’ ability to
cope with the situation and with the information
given to them.

There is no consensus on what may be con-
sidered to be the best form of communicating
(Friedrichsen et al. 2000). Physicians who are
able to empathise and care—as well as provide
hope, trust, interest and commitment—are im-
portant to patients, as is allowing the patient and
family the opportunity to ask questions (Fried-
richsen et al 2000). In addition, using non-verbal
as well as verbal communication has been con-
sidered important, particularly in re-enforcing
messages (Fallowfield et al. 2002).

Some have suggested methods that may help
in communication with dying patients particu-
larly with regards to breaking bad news, includ-
ing Fallowfield (1993), Faulkner and colleagues
(1995), Morton (1996), and Girgis (1998), for
example.

Maintaining open communication between
health professionals and patient may, however,
not be as easy in practice as it may appear on pa-
per (Field and Copp 1999). Bolmsjo and Herm-
enen (1998) describe a situation where a person’s
response to health professionals can change from
time to time, making it less clear what form of
communication may be most appropriate at each
stage.

Although much of what has been described
so far relates to doctor-patient communica-
tion, nurse-patient communication is also very
important to consider, although it has received
much less attention in the literature to date.
Kruijver et al. (2000) highlight effective com-
munication behaviours by nurses in cancer care.
Behaviours thought to be facilitating effective
communication by nurses included empathy,
touch, comforting and supportive care behav-
iours. They confirm Raudoniss, (1993) finding
that “empathic relationships between nurses
and hospice patients had a positive impact on
patients’ physical and emotional well-being”
(Kruijver et al. 2000). Morales (1994) found that
touch is important in transmitting confidence
and in enhancing the patient’s ability to cope and
feel accepted as a person (Kruijver et al. 2000;
Morales 1994). Bottorff et al. (1995) reported
that comfort involves more than pain relief but
that it also includes “humour, physical comfort,
emotionally supportive statements, and comfort-
ing and connecting touch” (Kruijver et al. 2000).
Kruijver and co-workers (2000) believe that the
types of behaviours described above can contrib-
ute to helping or hindering patients in expressing
their informational needs or concerns, as well as
affecting their satisfaction with care.

In their study of 103 cancer patients, Sapir et
al. (2000) found that 87% felt that eye contact was
important, 53% were strongly in favour of having
the doctor sitting across the desk, while 38% felt
strongly in favour of having the doctor sitting
next to them. Supportive touch had as many in



50

favour as it had against, with 15% having a strong
disapproval to this.

Communicating news, particularly regard-
ing transferring from curative to palliative care,
is very stressful for physicians and health pro-
fessionals, and many are often left unsatisfied
with their consultation (Fallowfield et al. 2002).
For this reason it is also important to consider
the needs not only of the patient and their fam-
ily who are receiving the information, but also
of those individuals who are providing the in-
formation. Fallowfield et al. (2002), for example,
express a need for adequate support for health
professionals working in this area to help deal
with such stressful situations.

Since communication has been identified as
an important aspect of palliative care, and since
it has been found that health professionals, e.g.
physicians and/or nurses, have been less than op-
timal (Kruijver et al. 2000; Lo and Snyder 1999),
education in this area has increased in the last
decade. The effectiveness of such communica-
tion skills programmes has been supported by
some authors (Wilkinson et al. 1998).

Although honest communication and infor-
mation is wanted by both patients and their fam-
ily and friends, it is also important to consider
that their needs may differ in nature to some de-
gree. Field and Copp (1999) suggest that patients
and relatives face different threats, “relatives have
to cope with bereavement, whereas the dying pa-
tient has to face the end of their existence, and
for them there may be the need to escape into the
comfort of mental avoidance and/or denial of the
outcome”

In terms of the content of communication,
two important areas described by Kirk et al.
(2004) were those of prognosis and of hope.
The participants in this study described a great
need for hope and to be given “hopeful messages
at all stages” The authors go on to describe two
dimensions of hope that are relevant. The first,
“patient/family orientations to hope”, involves
needing to believe in a miracle and living parallel
realities—that is, hoping for a cure or remission
whilst at the same time realising the terminal na-
ture of the illness. The second dimension of hope
described involved “messages from the health-
care providers supporting hope” including using
words and approaches that left the door open,
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retained professional honesty, pacing the move
towards palliative care, and respecting alterna-
tive paths (Kirk et al. 2004).

The importance of hope as part of effective
communication is described clearly in this study;
however, the importance of hope is not by far
limited to this one study. Many have described
hope as a crucial aspect of communication
within palliative care patients and their families.
The following section will explore the role and
importance of hope as a major aspect of commu-
nication in palliative care.

5.4 Hope

Some might think that the last place to expect
to find “hope” would be in those with a terminal
illness. Many of those working within palliative
care, however, will be aware of the importance
of hope to those who are facing an uncertain fu-
ture. Research (Herth and Cutcliffe 2002; Penson
2000) concludes that hope is an important aspect
of palliative care, and therefore of communica-
tion within palliative care. The importance of
maintaining hope within palliative care may be
essential to the well-being of the patient an/or
family; however, being able to provide hope may
be a challenging task for health professionals
concerned.

The following section aims to give a brief ac-
count of what hope may encompass for individu-
als, specifically for those receiving palliative care.
We will then consider the literature with regards
to the benefits for patients in maintaining hope at
the later stages of life, and finally we will discuss
the role of the health professional in maintaining
hope and the ways in which this can be done in
communication.

5.5 What Is Hope?
The aim of this section is not to provide a com-
prehensive review of the philosophical history
of “hope’, but to consider hope in the context of
palliative care, and what it means to those indi-
viduals with a terminal illness.

In the literature hope has often been related
to the spiritual and physical being, as well as to
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coping with difficult situations (Chaplin and Mc-
Intyre 2001; Herth and Cutcliffe 2002). And al-
though there may be many perspectives on hope,
Chaplin and McIntyre (2001) state that there
isa:

"General acceptance that hope is multidimen-
sional in character and dynamic in nature and
that it provides an energising force which allows
individuals to cope with their current life situation
and also provides the opportunity for personal
growth” (p. 119).

Hope has been described as something that
allows people to think about death and life af-
ter death without “entering into utter despair”
(Cutcliffe and Herth 2002), and as something “to
be present in all stages of life, including dying”
(Cutcliffe 1995). It appears therefore that hope
may be something of great relevance to those
who are terminally ill.

With respect to palliative care in particular,
hope has become an increasingly important as-
pect of care and research (Herth and Cutcliffe
2002). Although much of research available for
palliative care is with respect to cancer patients
(Chaplin and McIntyre 2001), some authors have
studied hope in relation to other illnesses such as
HIV or motor neuron disease (Hall 1990; Rabkin
et al. 1990; Silani and Borasio 1999). Hall (1990)
stated that “it is just as important to have hope in
the hour before one’s death as it is to have hope
in other stages of one’s life”.

As for what hope means for those within pal-
liative care, there have been some attempts in the
literature at definitions. Dufault and Martooc-
chio (1985) studied hope in patients with cancer,
and in doing so identified two types of hope: par-
ticularised and generalised hope. They described
particularised hope as being linked with a spe-
cific goal, such as improvement in health, while
generalised hope was not linked to a particular
object (Dufault and Martocchio 1985; Nekolai-
chuk and Bruera 1998). And for cancer patients
specifically, Dufault and Martoocchio (1985) de-
fined hope as:

‘A multidimensional dynamic life force character-
ised by a confident yet uncertain expectation of
achieving a future good which, to the hoping per-

son, is realistically possible and personally signifi-
cant” (Dufault and Martocchio 1985).

In 1989, Owen studied nurses perspectives on
the meaning of hope in cancer patients. Based
on her study she developed a model that has six
dimensions which included (1) goal setting, (2)
positive personal attributes, (3) future redefini-
tion, (4) meaning in life, (5) peace and (6) en-
ergy. From this she defined hope as “a dynamic
process in which patients respond to changing
life events” (Owen 1989).

Herth in 1990 studied hope more specifically
in the terminally ill and found that for this group
hope was described as:

“An inner power directed toward a new awareness
and enrichment of ‘being’ rather than ‘rational ex-
pectations” (Herth 1990; p. 1257).

More recently, Flemming (1997), in a phe-
nomenological study of four participants, ex-
plained the meaning of hope to palliative care
cancer patients. He found that areas influential in
maintaining hope included (a) control of disease
progression underpinned by a hope for cure; (b)
positive interest in the individual by doctors and
nurses by “being there”; and (c) third and most
important was the presence of family members,
and the anticipated future with them. Loosing
control over any of the above factors was further
identified as a cause for loss of hope.

For patients within palliative care it has also
been said that hope is associated with more than
just hope for cure, and that patients develop
different “goal-directed hopes” such as “hope
for cure, hope for relief from pain, hope to ac-
complish a specific task before dying, hope for a
peaceful death” (Nekolaichuk and Bruera 1998).

Benzein and Saveman (1998) studied nurses’
perspectives of hope in patients with cancer, and
found that nurses had problems defining hope
in a simple way, but expressed it as a “realistic
and future-oriented phenomenon” Hope was
found to be related to inner strength and energy,
significant events, support from relatives and
staff, and/or familiar environment, confidence
in medical treatment, and nursing actions and
treatments. Their results highlighted the impor-
tance of a good relationship with staff.



52

5.5.1 “Benefits” of Hope

Hope has been said to be associated with a good
sense of well-being and psychological state, de-
creasing distress and stress, as well as increasing
coping ability, and having a positive effect on
physical health. Stephenson (1991), for example,
describes how hope in healthcare has been de-
scribed as a factor in maintaining and regaining
health, as well as in helping a person to accept
limitations and death.

Benzein and Saveman (1998) in their paper
refer to studies that have shown that when a
person looses hope, negative results can emerge
such as apathy, inactivity, meaninglessness, and
hopelessness. Lack of hope or “hopelessness’, on
the other hand, has been associated with nega-
tive effects on physical health, depression, and
suicidal ideation (Breitbart et al. 2000). In fact,
Chaplin and McIntyre (2001) state that “there is
evidence to suggest that the total absence of hope
within an individual can produce a state of de-
spair that can lead to inevitable death”

For those with a terminal illness, however,
maintaining hope in the face of physical, social,
psychological and/or spiritual challenges can be
very difficult (Chaplin and McIntyre 2001). And
in light of what have been found to be significant
benefits of hope to a dying individual, it is the
duty of those health professionals concerned to
do what they can to help maintain hope, to pro-
mote holistic care, and to maximise physical,
social, psychological, and spiritual health, in the
true nature of palliative care.

Cutcliffe (1995) refers to Lynch (1965), who
suggested that “hope cannot sustain the indi-
vidual indefinitely”; hope needs nurturing and
feeding by “help” from outside agencies and they
both emphasise that due to this hope is a crucial
part of nursing.

5.5.2 How Can Health

Professionals Help?

A study of 248 cancer patients by Moadel et al.
(1999) found that 41% of their participants ex-
pressed a need for help in finding hope. Profes-
sionals can help maintain hope in various ways
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which are all ultimately related to communica-
tion.

Fanslow (1981) described four phases to help
maintain hope in a dying individual, which in-
cluded cure, treatment, prolongation of life, and
peaceful death. She believes that a dying person’s
hope will evolve through each phase, and she
states that “anyone can live with the fact that
he has an incurable disease, but no one can live
with the thought that he, as a person, is hopeless”
These four phases of hope have implications for
care, for example, by using appropriate and non-
threatening terminology in the “cure” phase, or
by providing spiritual care or company for those
in the “peaceful death” phase.

Cutcliffe (1995), by interviewing nurses, ex-
amined how they inspire and instil hope in ter-
minally ill HIV patients. They found that staff
may do this by “means of an integrated theo-
retical framework of four key elements or core
variables. This is achieved by nursing the person
in totality within the context of a formed part-
nership, underpinned by the affirmation of the
individual’s worth, which is assured by the nurse
entering into the process of reflection in action”

Herth (1990) found in a study of 30 termi-
nally ill adults that nurses can foster hope by sup-
porting/providing interpersonal connectedness
(such as being present), attainable aims (by pro-
viding guidance in refocusing aims, for example),
spiritual comfort (such as praying and receiving
visits from members of faith community); light-
heartedness, recalling of uplifting memories, and
affirmation of worth. Hope-hindering factors
included isolation and abandonment, uncontrol-
lable pain and discomfort, and devaluation of
personhood.

Koopmeiners et al. (1997) found in their study
of 32 people receiving active or supportive treat-
ment or palliative care for cancer that health pro-
fessionals can influence hope both positively and
negatively. The patients in their study identified
healthcare professionals who contributed to their
hope, in order, as doctors, nurses, chaplains, so-
cial workers, other staff, dietician, volunteers,
housekeeper, and receptionist. They also found
that hope was facilitated by being present and tak-
ing time to talk, giving information in a sensitive,
compassionate manner and answering questions,
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and when health professionals demonstrated
caring behaviours such as being friendly, nice, or
polite. They found negative influences on hope
to mainly include ways of how information was
given. Poor communication such as being cold,
mean, candid, or disrespectful had a negative
impact on hope, as did conflicting information
between healthcare professionals. Their findings
again have direct implications for practice.

Benzein and Saveman (1998) found that if
patients encountered a positive attitude from the
staff, it would support their hope, whilst absence
of nursing presence could contribute to dimin-
ishing hope. They believe that nurses can, via
their actions and treatment, foster patients’ inner
strength and energy by using “hope-inspiring”
factors such as achieving significant goals and
being present on the ward, giving support.

Back et al. (2003) state that by focusing on
hope, preparation for the worst may have its
downfall, and they suggest that adopting a more
“hope for the best, and prepare for the worst”
attitude may be most appropriate. They believe
that focusing solely on hope (for a cure) may
leave the patient “unaware of their limited life ex-
pectancy’, and may possibly result in missed op-
portunities to put affairs in order (considered as
an important aspect of a good death), and to im-
prove symptom and pain management, as well as
to discuss underlying issues such as psychologi-
cal and/or spiritual issues, for example. Back and
colleagues (2003 ), however, refer to hope mainly
in the context of “hoping for a cure”, while we
have found that hope means more than this for
those with a terminal illness, and that in contrast
to Back et al., maintaining hope is connected to
positive impacts on those psychological, spiritual
and existential issues mentioned above.

Penson (2000) says that “ acknowledging that
hope is not a promise means we have nothing to
fear in encouraging it’, and suggests that by of-
fering appropriate climate, comfort, communica-
tion, and attitude to change for patients can help
in fostering hope. She suggests that a hopeful cli-
mate can be achieved by recognising the patient’s
“intrinsic worth”, and that comfort can be pro-
vided by touch and by securing optimal physical
care. Communication is seen as important, being
open to listen and to ask questions is crucial in

maintaining hope, and Penson suggests informa-
tion should be given in a way that is “not unduly
negative or falsely reassuring’, supporting Back’s
“hope for the best, and prepare for the worst”
This is believed to allow patients to put their af-
fairs in order without feeling as if they are “giv-
ing up’, lifting a weight and allowing them to
enjoy the time that is left. According to Penson,
communicating about change is also important
in maintaining hope, so that a person can “shift
from dying from a terminal illness to living with
a life-threatening illness” (Wilkinson 1996).

McIntyre and Chaplin (2001) suggest a con-
ceptual model of hope that can be applied to
practice, which incorporates three key themes
that are comfort, worth, and attachment. They
use this model to demonstrate hope-sustaining
and hope-diminishing aspects that may be influ-
enced by health professionals. For comfort, they
have identified physical ease as hope sustaining,
and physical discomfort as hope diminishing;
for attachment, caring relationships have been
described as hope sustaining, and abandonment
and isolation as hope diminishing; for worth,
feeling valued has been thought as hope sustain-
ing, and feeling devalued as hope diminishing.
Whilst emphasising the interconnectedness of
the model and its themes, they believe this model
can be applied to practice, and they provide
some hope-sustaining interventions in palliative
care based on its principles. See Table 1 for these
interventions.

Patients and families have expressed a need
for information and truth telling, and as a result
telling the truth as opposed to withholding in-
formation is currently the most common form
of practice, particularly in Western Europe and
North America. However, it is crucial to consider
how information is given, and it is thought im-
portant that it is given with an additional consid-
eration for hope, since it has been suggested that
how information is shared can affect a person’s
experience of hope (Nekolaichik and Bruera
1998), and that breaking bad news by providing
“truth without any hope”, or “hope without any
truth” may be as destructive as each other (Neko-
laichuk and Bruera 1998). With respect to telling
the truth, Nekolaichik and Bruera (1998) there-
fore recognise the need to balance truth telling
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Table 1 Hope-nurturing interventions in palliative care (from McIntyre and Chaplin 2001)

Theme

Comfort

Aim: to promote
physical ease

Attachment

Aim: to promote
caring relationships

Interventions

Comprehensively assess/regularly re-assess pain and other
symptoms and implement appropriate interventions promptly

Explore psychosocial impact of pain and other symptoms

Provide high-quality care to promote comfort (personal and
environmental)

“Be there” for patient and family when support is needed especially
when redefining goals and expectations

Provide a friendly, caring environment which recognises the
patient's individuality and needs

Use humour and discussion of “normal” topics when appropriate

Promote communication and privacy between patients and loved

Rationale

To prevent/effectively
manage physical and
psychosocial distress

Demonstrate caring,
confirm value and
promote some

sense of normality.
Facilitate supportive
relationships

ones to facilitate expressions of caring

Show concern and caring for the family‘s needs

Worth

Aim: to confirm the
patient’s value to self
and others

resources

decision making

Explore patient's previous experiences and perceptions of illness

Enhance independence utilising appropriate personnel, aids and

Explore wishes for future e.g. desired place of death and promote

Affirm worth

by respecting
individuality,
promoting
autonomy, and
respecting beliefs

Facilitate life review—share personal and family memories

Sensitively explore spiritual/religious beliefs and provide support as

appropriate

and hope, as opposed to placing a primary em-
phasis on truth telling alone. Penson (2000) says
that near the end of life, hope needs to be based
“not on false promises but on the belief reward-
ing times can still be had”.

Maintaining hope in palliative care patients,
however, is not a one-off event; it is a process
stretching the length of the individual’s remain-
ing life. The ongoing nature of maintaining hope
in palliative care patients has been identified by
research that describes how hope changes and
fluctuates over time within palliative care (Chap-
lin and McIntyre 2001; Cutcliffe 1995; Flemming
1997; Herth 1993; Hockley 1993). This changing
nature of hope reflects the changing nature of the
illness, and therefore a demand for an ongoing
process of maintaining hope through communi-
cation.

It is also important to recognise that is not
only the illness and the communication with
health professionals that can influence an indi-

vidual’s sense of hope. People and environments
surrounding individuals have also been seen to
influence levels of hope (Chaplin and McIntyre
2001). This means that such factors will also
need to be taken into account when consider-
ing the well-being and sense of hope of palliative
care patients.

5.5.3 Hope for the Family

and Significant Others

Within palliative care, hope should also be con-
sidered for those who are close to the patients
either personally or professionally. Caring for
someone close can be very stressful and has been
associated with causing psychological and social
distress in carers, and therefore with caregiver
burden (Kissane et al. 1997; Pitceathly and Ma-
guire 2003; Siegel et al. 1991).

In terms of psychological effects on the carer,
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Pitceathly and Maguire (2003) found, in their re-
view of the psychological impacts of cancer on
patients’ partners and other key relatives, that
most people can cope with the role of caregiver,
but that there are an important few that become
highly distressed or develop an affective disorder.
Farran et al. (1991) suggested that hope was one
of the important factors in supporting the ability
of carers to cope with the care-giving role under
difficult circumstances.

The importance of hope to families and care-
givers alike has been supported in other research
(Herth 1993; Hickey 1990), and it is believed
that the presence of hope in caregivers can di-
rectly impact the sense of hope for those who are
ill, suggesting that maintaining hope in family
members and caregivers can additionally main-
tain hope for those who are ill.

This leads to the question of how health pro-
fessionals can aid in maintaining hope in those
who are caring for a person with a terminal ill-
ness.

Hope for caregivers in the study by Herth
(1993) was defined as “continually unfolding and
changing in response to life situations” and as
a “dynamic inner power that enables transcen-
dence of the present situation and fosters a posi-
tive new awareness of being”. In his study of 25
family caregivers, he identified “hope-fostering”
strategies to include sustaining relationships,
cognitive reframing, time refocusing, attainable
expectations, spiritual beliefs, and uplifting en-
ergy. Cognitive reframing involved developing
a positive outlook on a threatening situation,
time refocusing referred to taking a more day-
by-day attitude rather than looking too much to
the future, attainable expectations described set-
ting attainable goals and being able to redefine
their expectations, and uplifting energy referred
to learning to balance available energy. He also
described threats to maintaining hope, which
included isolation, concurrent losses, and poorly
controlled symptoms. His results can suggest
possible implications for practice, in that efforts
should and could be made to aiding those hope-
fostering aspects whilst preventing those aspects
that are threatening to hope.

It is believed that health professionals such
as doctors and nurses can help maintain hope

in those who have a terminal illness by “listen-
ing carefully to family members, answering their
questions, talking with them, and providing use-
ful information” (Duhamel and Dupuis 2003).
Treating patients with respect and demonstrat-
ing true interest in their physical, psychological,
spiritual and emotional health is thought to be
a major aspect of bringing comfort and hope to
terminally ill patients and their family (Duhamel
and Dupuis 2003; Post-White et al. 1996).

In a study of 61 family members of people
with terminal cancer, Chapman and Pepler
(1998) found that those family members who
lacked hope were more likely to experience so-
matic distress, loss of control, and social isola-
tion. Based on their results they suggest that
health professionals (they specify nurses in par-
ticular) should be more aware of family mem-
bers’ somatic concerns. They further suggest that
“a way of fostering hope, and ultimately health, is
to address expressed feelings of anticipatory grief
and facilitate coping. Once the grief responses are
dealt with, the level of hope would be expected to
increase, providing an incentive for constructive
coping with loss”

5.6 Role of Spirituality

"Hope has been described as being closely related
to spiritual well-being in terms of providing a
sense of meaning and purpose to life” (Chaplin
and McIntyre 2001).

In light of the above statement, and taking into
account the important role of spirituality within
maintaining hope in those who are terminally ill
(Duhamel and Dupuis 2003; Murray et al. 2004),
it seems only fitting that we should consider in
more detail this aspect of palliative care within
the context of this chapter on maintaining hope.

The definition of spirituality has received pos-
sibly as much debate as that of hope, and it will be
impossible for us to attempt to discuss in detail
the issues involved in its definition, this may be
found elsewhere (Hermann 2001; Walter 1997;
Wright 2001). Although often spirituality may be
linked to religion and God, a more current view
is that spirituality can encompass much more
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than this alone. Puchalski and Romer (2000) de-
scribe spirituality as that:

“..which allows a person to experience transcen-
dent meaning in life. This is often expressed as a
relationship with God, but it can also be about na-
ture, art, music, family, or community—whatever
beliefs and values give a person a sense of meaning
and purpose in life”.

Spirituality is an important aspect for indi-
viduals, and possibly even more so for those who
are facing a life-threatening illness (Breitbart
2002; Greisinger et al. 1997). A study by Murray
et al. (2004) exploring the spiritual needs of peo-
ple dying of lung cancer or heart failure and their
carers found that spiritual issues were of great
importance to both parties in the last year of life.
Furthermore, a study by Moadel et al. (1999)
of existential needs among 248 cancer patients
found that 42% wanted help in finding hope,
40% in finding meaning in life, and 39% in find-
ing spiritual resources. This finding emphasises
that spiritual needs among patients do exist.

As in the previous section where benefits of
maintaining hope were addressed, there are also
benefits that have been shown in having a sense
of spirituality. It has been suggested that spiritu-
ality or having a religious belief can have a range
of benefits including psychological, physiologi-
cal as well as beneficial effects on quality of life
(Brady et al. 1999; Jenkins and Pargament 1995;
Koenig 2000; McClain et al. 2003; McIllmurray
et al. 2003; Murray et al. 2004; Speck et al. 2004;
Stewart et al. 1999). Having a strong sense of spir-
ituality or religion has also been identified as an
important aspect of coping with a life-threaten-
ing illness (Feher and Maly 1999; McClain, et al.
2003; Speck et al. 2004); with a decreased desire
to hasten death (Breitbart et al. 2000; McClain et
al. 2003); and also for the relatives of those with a
terminal illness, it has been associated with more
effective dealing with grief (Walsh et al. 2002).

MclIllmurray et al. (2003) in fact suggest that
finding out about a patient’s spirituality can help
“service providers” in predicting needs of pa-
tients. They believe this because in their study
of 354 individuals they found that those who
reported that they had a religious faith were less
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likely to need help with such things as informa-
tion, feelings of guilt, and sexuality, for example.
Some have referred to “spiritual suffering” that
may be the cause of additional physical or “psy-
chologic” problems in those with a terminal ill-
ness (Rousseau 2003), again emphasising the
need to address spiritual issues within end-of-
life care. Although much research, such as those
studies mentioned above, describe an important
benefit of having a sense of spirituality among
patients, a review by Sloan et al. in 1999 empha-
sises that it is important to note that some of the
literature regarding the benefits of spirituality to
the patient may be inconsistent.

Although the need for spiritual care has been
recognised in the literature and within pallia-
tive care policy and research (Breitbart 2002), it
appears that in practice it is largely overlooked,
avoided, or that there is some sense of uncer-
tainty as to with whom the responsibility of ad-
dressing spiritual needs lies (Murray et al. 2004;
Rousseau 2003; Walter 1997). Rousseau in 2000
stated that in fact “physicians rarely inquire
about spiritual concerns”. Reasons why spiri-
tual needs may not be addressed by healthcare
professionals adequately have included a lack of
time, inadequate training, lack of confidence in
dealing with and understanding of spirituality,
uncertainty as to whose role it was to deal with
such issues, and feelings of personal vulnerabil-
ity (Kristeller et al. 1999; Murray et al. 2004).
For example, with regard to role uncertainty,
Kristeller et al. (1999) found that although many
oncologists and nurses identified themselves as
responsible for addressing spiritual distress, 85%
of these healthcare providers also felt that ideally
the role should lie with a chaplain.

Although health professionals avoid address-
ing spiritual issues, individuals themselves found
it difficult to raise issues about spirituality with
their healthcare providers in the first place (Mur-
ray et al. 2004).

What needs to be considered therefore is
what health professionals can do to improve or
integrate spiritual care/consideration as part of
effective communicating and care with/of pa-
tients with terminal illness and their families.
Currently there seems to be little guidance in this
area, but below are some suggestions found in the
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literature. Koenig (2000) suggests that it will be
important for health professionals to “acknowl-
edge and respect the spiritual lives of patients”;
Puchalski and Romer (2000) have suggested that
clinicians should include a spiritual history in
their consultations in order to help patients with
regards to their specific needs, and give guidance
on how to take such spiritual histories.

From patients’ perspectives, Murray et al.
(2004) have identified help in maintaining re-
lationships with families, feeling connected to
others and to society, and in participating with
church and prayer as ways in which patients can
be helped in addressing their spiritual needs.
And although they recognise that patients and
families do not find it easy to raise issues regard-
ing spirituality, healthcare professionals may be
able to help in this by allowing for time, listening,
empathy and open questioning. Mathews et al.
(1998) suggest that clinicians should ask patients
who responded positively to questions about re-
ligion and faith what they could do to support
them in maintaining their sense of spirituality.
There have been some interventions that have
directly targeted spiritual well-being (Greenstein
and Breitbart 2000); however, the success of such
interventions is yet to be clarified (McClain et al.
2003). For further information regarding inter-
ventions in this area, please see elsewhere (Bre-
itbart 2002).

As spirituality may be closely linked to hope,
and both are important aspects of communica-
tion, it is important to consider all these aspects
when communicating with individuals. Although
there may not be a clear rule or set of guidelines
to follow on how best to do this, there is through-
out a great emphasis on the importance of pro-
viding care that is person-centred and individu-
alised. Creating a comfortable, willing and open
environment for discussion and questioning, in
conjunction to allowing adequate time and prac-
ticing good listening skills and being empathetic,
may be the best summary of how to proceed.
Allowing for such conditions may facilitate pa-
tients in informing the healthcare providers of
the needs that are specific to them, which is likely
to be beneficial to all aspects of health: physical,
psychological, social and spiritual.

5.7  Conclusions

From the wealth of literature available it appears
important to express a note of hope when com-
municating information, news or healthcare
plans to patients with cancer, or in fact any seri-
ous illness. Whereas in previous years withhold-
ing information to protect patients, and the belief
that this would not diminish hope, was common
practice, more recently truth telling has become
the norm. Healthcare staff who are able to em-
pathise and care—as well as providing hope,
trust, interest and commitment—are important
to patients and their families. This implies that
two dimensions of hope should be considered:
(a) “patient/family orientations to hope”, which
involves needing to believe in a miracle and liv-
ing parallel realities—that is, hoping for a cure
or remission whilst at the same time realising
the terminal nature of the illness; and (b) “mes-
sages from the healthcare providers supporting
hope” by using words and approaches that leave
the door open, retain professional honesty and
respect alternative paths. It is the duty of those
health professionals concerned to do what they
can to help maintain hope, to promote holistic
care, and to maximise physical, social, psycho-
logical, and spiritual health, in the true nature of
cancer care.

Going Without Saying, by Bernard O'Donoghue

It is a great pity we don’t know

When the dead are going to die

So that, over the last companionable
Drink, we could tell them

How much we liked them.

Happy the man who, dying, can
Place his hand on his heart and say:
"At least I didn’t neglect to tell

The thrush how beautifully she sings.”
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Summary

The focus of this chapter is on how clinicians can
understand and communicate with the families
of patients suffering from cancer. Most doctors
and nurses do not have training in this area and
are uncomfortable when conducting interviews
with whole families. The need to extend our
skills in the family context reflects the changes in
the way care is provided to patients with a seri-
ous illness. We recognise the part families play
in providing care and the subsequent effects on
family life. The influence of systemic thinking
and social construction theories has led to the
acknowledgement that we are all part of systems
which interact with each other and it is no longer
appropriate to see the patient in isolation. The
chapter will look at ideas from family therapy
which can help us assess and intervene when
necessary.

The patient suffering from a life-threaten-
ing illness such as cancer looks to his family
and friends for care and support. The manage-
ment and course of the illness is affected by the
involvement of the family and how they manage
the stress and the effects of illness on a family
member (Wright and Leahey 2000). Duhamel
and Dupuis (2003) point out that there are three
important factors in the management of the ill-
ness: the effects of family stress, the needs of the
family as caregivers, and the effects of the role
and how the family cope with the way the patient
experiences his illness. This presents profession-
als working in the field with challenges they are
often ill-equipped to deal with. Most healthcare
workers have inadequate training in understand-

ing family dynamics and even less knowledge
about how to communicate effectively with
whole families. Consequently, many healthcare
professionals avoid couple and family interviews,
feeling inadequate and helpless like the families
themselves. I will address some of these issues in
the chapter, firstly by examining what we now re-
gard as the family and then by using ideas from
systemic theory I will look at assessing families,
the organisation of families and belief systems,
concluding with communications which can
bring about change in families needing our help.

Families are complex, they have histories and
are influenced by the past. Relationships within
families have different meanings and signifi-
cance not understood unless questions that we
ask bring access to them; moreover, their jour-
neys through the illness of the family member is
different from that of the patients. However, the
need for support/information/valuing/respect is
the same. If we are to help, we need to know how
to approach families, how to asses their needs,
and learn about interventions that help so that we
can offer holistic care which will ease the practi-
cal, physical, emotional, social and spiritual pain
and suffering of the people who will go on living
with the significance of the death.

6.1 What Is a Family?

Families are unique, but we can see trends and
changes in traditional families. It has been long
accepted that the family is the primary group
into which we are born and are dependent on for
nurturing and socialisation (Altschuler 2005),



62

and we now recognise that families exist within
a cultural and social context. Clearly we see great
variation in the way people live together, and
families will always reflect ideologies which exist
in society at any given time (Dallos and Draper
2000).

Family forms have changed due to the influ-
ence of divorce, new forms of co-habitation,
reconstituted families and the effects of immi-
gration bringing new customs. In the UK, grand-
parents are increasingly providing childcare as
women return to work at a much earlier point in
their child’s life compared with 20 years ago. Ad-
vances in medical science mean that people are
living longer and four-generational families are
more common.

The salient point to remember is that even if
we do not remain in physical contact with our
birth families, the connections with them con-
tinue to influence our lives. Indeed, researchers
in childhood bereavement (Silverman and Nick-
man 1996) make the point that after a death the
relationship with the deceased continues.

6.2 What Happens When
a Family Member Has
a Life-Threatening

lliness?

Adaptation to a close family member having a
life-threatening illness requires radical reorgani-
sation of individual and family life (Altschuler
2005). In family life, we make adjustments all the
time as children grow and develop and parents
age. However, adjustments to the anticipated
death of a family member require all the family
to reassess their relationship with the ill mem-
ber and to think about their future. There will be
practical arrangements to be made that can have
ramifications for child care, for work, finances
and social life. Family members become increas-
ingly involved in providing care and managing
their own and others’ distress (Kissane 2002 ).
The family life-cycle tasks identified by Carter
and McGoldrick (1989) give a perspective of the
family as a system moving through time, and
focusing on the tasks for each stage. Indeed the
death of a close family member is a life-cycle
event but sometimes it occurs at what is consid-
ered to be the wrong time in the life cycle. The
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model helps us to understand the difficulties
when a life-threatening illness occurs at a time
in the life cycle when the family has other pre-
occupations and tasks. An example would be the
young family bringing up small children having
to cope with the severe illness of one parent or
child. Parents with dependent children are put
under great strain attending hospital appoint-
ments and continuing to care for their children.

Transitional points such as marriage, birth,
and adolescence in family life can produce prob-
lems of adjustment. The family structure needs
to be able to change, e.g. in the case of birth, a
couple has to be able to manage being a three-
person system. At these transitional points, any
family member stress due to serious illness can
lead to overload. Understanding family struc-
ture in this way helps us to target our help and
include all the family. Generally, healthy families
negotiate transitional points and maintain family
continuity whilst restructuring takes place. How-
ever, the threatened exit of a family member has
more significance when it occurs at a transitional
point. In all our transitions we look at our own
histories to guide us. For many families facing
a loss the family legacy of loss can be disabling
(McGoldrick 1991).

Margaret was 45 years old when she discovered
she had breast cancer, her son was 11 years old and
her daughter was 7 years old. Margaret was devas-
tated and so was her husband. They had both had
significant losses in childhood. Margarets mother
died when she was 3 and she was then cared for by
nannies until her father remarried when she was
7 years old. She hated her stepmother and remem-
bers being told or believed that she had caused her
own mother’s breast cancer which had been diag-
nosed just after her birth. In her adult life she had
very little contact with her father and stepmother.
Margarets husband had been cared for through-
out his childhood by a very disabled mother and
he married hoping to have a life that was much
more unrestricted by illness. The marriage was
plunged into difficulty when Margaret became ill
and the husband reacted by working longer hours.
Margaret had her treatment and was supported by
friends who understood her anger. When the can-
cer returned 2 years later there were fewer friends
to help and Margaret came to the attention of the
local hospice team where the nurses found her
awkward and difficult. Several nurses found them-
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selves complained about and the specialist social
worker was asked to help.

Margaret needed time to tell her story; in the
meantime her widowed stepmother became ill and
with the support of her therapist Margaret visited
her stepmother several times. Her stepmother had
been a friend of Margaret’s mother and was able to
share some insights about her. Margaret read cor-
respondence she never knew about, thus getting in
touch with her own relationship with her mother.
The anger began to subside and Margaret joined a
therapy group (Firth 2003), lived for several more
years and was able to mother her children into
adulthood. The husband refused individual help
but did occasionally meet with Margaret and her
therapist.

Some families find enormous strengths within
their family and friendship networks. However,
many seriously ill people are lonely despite hav-
ing families and they feel that it is their duty to die
quickly (Craib 1999). The patient may gradually
withdraw from life in preparation for death, as
we shall see from some case examples, but family
and professional carers may also distance them-
selves from the patient. This attempt to lessen the
pain can lead to what some writers describe as
social death (Mulkay 1993).

The loneliness of family carers and the effects
on their health and the long-term consequences
of caring have begun to attract more research
and study with the aim to help healthcare pro-
fessionals consider their interactions with family
carers and focus on more appropriate support for
carers (Smith 2004).

6.3 Assessing Families

There are many families that do not want help
from professionals and use their own resources
to manage the situations. However, service user
involvement in the planning and delivery of pal-
liative care services encourages us to be creative
and flexible for those that do. We must make
sure that we are addressing the needs of all fam-
ily members; for example, it is only recently that
palliative care professionals have recognised the
importance of involving children. It is vital that
we develop assessment tools which will highlight
issues that may need intervention even if it is at a
later stage. Many people will come back and take
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up offers of help providing we are approachable.
We need to see assessment as a cycle of assess-
ment, intervention, review (Oliviere et al. 1998).

Where families do need professional help, we
are looking at the illness of the patient, what it
means to the individual and the family, where the
family are in the family life cycle, what resources
are available to the family within their social net-
works and how family belief systems affect the
family and the history of the family.

It is useful to first engage the family in build-
ing a family tree, as shown in Fig. 1. The family
tree or genogram gives us a diagram of the family
usually over three generations. In compiling the
family tree, the clinician and family begin to de-
velop a relationship which will be the foundation
for further work. Communication skills such as
active listening are the basis for compiling the
history of the family and the sharing of the wor-
ries and concerns which are stirred up by the
diagnosis of a life-threatening illness. The fam-
ily tree can also be useful in helping families talk
about the way they coped before the patient be-
came ill. The history of illness and loss is laid out
for everybody to see. Sometimes families then
perceive patterns which they had not recognised
before.

In the family tree diagram in Fig. 1we can see
that this young man’s terminal illness is occur-
ring at a time in the life cycle when the tasks for
the family are to raise dependent children. Fur-
thermore, there is only one set of grandparents to
support the family. This family has also had three
close members die within the last few years.
When the diagnosis of a cancer, which at that
stage was thought to be curable, was disclosed
the couple felt immediately that he had been
given a death sentence. The family had a family
script which said that cancer meant death. The
paternal grandmother had died before the young
couple had met, which was felt as a big loss.

In any psycho-social assessment, clinicians
need to take into account the stressors of fam-
ily life, such concerns as finances, work, school
and worries about other practical issues. Trans-
port issues, child minding and temporary care of
the sick person make it hard for families to meet
with professionals, except in their own homes.

Service user groups often press for more help
with information about disease and treatment
regimes, but again stress the huge financial im-
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plication of serious illness on the family. Weneed 6.4 A Systemic
to ask about this as part of our assessments. Re- Perspective
searchers have emphasised the importance of of Family Life

families understanding the process of dying and
having an opportunity to express worries (Payne
et al 1999). The family will often ask directly for
information so that they can plan ahead but can
be frustrated and anxious when faced with the
uncertainty of prognosis.

One of the most difficult times for patients
and families is the change from treatment which
is aimed at prolonging life to the terminal stage
of the illness. Rolland (1991) identifies this as of-
ten ambiguous and urges medical practitioners
to make this more explicit so that families can
concentrate on the quality of their interactions.

The conception and early development of fam-
ily therapy began in the 1950s (Burnham 1999).
Therapists began to examine families in terms of
the interactions between family members. The
individual’s symptoms were seen for the first time
as being rooted in family patterns of interaction.
The family is seen as a system and therefore what
happens to one family member has a direct effect
on the family as a whole.

Any organisation including families, schools,
hospitals, or the local doctor’s surgery can be de-
fined as a system (Altschuler 2005). A system is
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made up of parts which interact with each other
and the sum of the parts is different from that of
the whole. The importance of balance so that the
system is stable, therefore, makes systems sus-
ceptible to change. This is sometimes referred to
as homeostasis, and indeed there are structures
in place to counteract change. Systems always
aim to maintain existing patterns of interactions
and ways of living.

The value of using a systemic approach is that
it focuses our thinking on interactions between
family members. Interventions using this ap-
proach are designed to strengthen the family’s
own capacity to resolve issues.

It is generally accepted that a family needs
flexibility in managing the demands of a family
member having a life-threatening illness. Pallia-
tive care practitioners offer a range of support-
ive care to underpin the family’s own coping
patterns, but some families may have limited
flexibility because of their structure, they may
be isolated, living miles from their families of
origin (e.g. asylum seekers or refugees) or they
may have lost flexibility because they have been
caring for a long time. These are families where
a family therapy approach may be helpful. Fam-
ily interventions aimed at helping families are
usually brief, focused and, importantly, leave
families feeling competent. One example of such
an intervention has been recently pioneered in
Australia and in the USA: Family-focused grief
therapy.

Family-focused grief therapy is a new model of
intervention that has been used successfully with
families using palliative care facilities (Kissane
and Bloch 2002). This therapy relies on screening
a family’s functioning and identifying those who
are at risk of morbid outcome. The importance of
the interventions which have been rigorously re-
searched are that they value strengths and iden-
tify coping that exist within the family.

I will now address some specific elements
from systemic theory which are useful in under-
standing how families function. These are: open
and closed systems, boundaries, belief systems
and family scripts.
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6.5 Open and Closed
Systems

An open system is one in which there is a contin-
uous flow of information from the outside world
into the system. This information is reflected
on and changes can be made if necessary. This
requires the boundaries to be flexible. A closed
system uses its rigid boundaries to keep out in-
formation that is felt to be threatening to its ex-
istence. Ironically, closed systems are more likely
to disintegrate because they do not have the cre-
ativity to manage changes over time.

Families caring for a family member with a
life-threatening disease are faced with a multi-
tude of new threats, not only the likely exit of a
family member from the system but also threats
from the outside world, as they need to cope with
a wide range of health and social care agencies.
One 9-year-old boy when asked what was the
worst thing about his mother’s illness said it was
“All the people who had to be in the house each
day”

Jenny and her husband had decided to separate
when Alan became terminally ill. He had been
having an affair with Jane but this finished when
Alan became very ill with advanced prostrate can-
cer. Jenny stayed to look after Alan but was angry
and bitter about having to put her life on hold. She
saw the nurses who visited Alan as a nuisance and
always found fault with them, usually something
petty like where they parked the car in the drive.
One nurse with the help of a family therapist in the
team decided to challenge Jenny, very gently, about
what was going on. She said to Jenny that things
must be very tough for her and that the nurses felt
they were making things worse not better. Jenny
responded to this by angrily talking about her situ-
ation: Jenny watched the relationships that Alan
was making with the nurses, he would be flirta-
tious and jovial and the final blow for her was
that one young nurse was called Jane. Jenny said
the nurses coming in each day were a reminder of
her husband’s infidelity. Alan and Jenny had not
spoken about the affair—why it happened and
what it meant. Jenny had found out and went im-
mediately to see a lawyer, she was waiting for the
finances to be settled when Alan became ill. Jenny
and Alan agreed to meet with a therapist for three
sessions. In the three sessions the couple were able
to reflect on the marriage, their childlessness and
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the meaning of the affair. Jenny acknowledged her
strong obligation to Alan and her anger about this;
Alan for his part hated being obligated to Jenny for
his care. It was agreed that Alan should go into a
hospice for the last few weeks of his life. Jenny vis-
ited him regularly and was able to help to arrange
Alan’s funeral.

This case example shows how a couple were
managing an extremely complicated situation
involving beliefs about affairs, illness, obliga-
tion and the meaning of the illness which they
both saw as being a punishment for his affair. It
also shows the stress placed on their system by
the need to accept healthcare professionals into
their system. But finally, opening the system first
perceived as a threat became a source for change
and adaptation.

6.6  Boundaries

In all systems there is the need for appropriate
boundaries. Structural family therapists identify
that a confused boundary or no boundaries can
lead to stress in the system. An example might
be in a family where one parent has a very strong
alliance (confused boundaries) with a child and
this has the effect of excluding the other parent.
Absence of boundaries or confused boundaries
are especially problematic when a family mem-
ber gets ill.

If we consider institutions as systems, some-
times there are no clear boundaries between the
management structure and the workforce, which
can lead to confusion and workforce stress. In
hospices and palliative care units the staff and
patients and families get caught up in very pow-
erful dynamics, relationships are intense and the
staff members are frequently struggling to man-
age the boundaries while the patient’s body is
falling apart. This can be held if the unit has clear
structures and tools to support staff and families
(Firth 2003).

6.7 Meanings

Meanings which people give to events are impor-
tant for clinicians if they wish to communicate
effectively with families. Systemic theory sug-
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gests that meanings which people give to events
serve to explain, but they can also restrain us in
the actions and choices which we make (Dallos
and Draper 2000). Asking a very sick person
what they are making of a particular situation
will allow us to start where they are, not where
we think they should be.

6.8 Belief Systems
An understanding of a family’s belief system
around the illness of a family member can be
very useful in our attempts to offer help. What is
a belief system? How does it work and develop?

Mostly the rules which govern our lives in our
intimate relationships are not made explicit, al-
though some are. Family therapists suggest that
these rules, the way we live our lives, lead to the
development of a belief system. It is important to
try to understand a family’s belief system because
it comes into play whenever changes and choices
have to be made. Belief systems sustain patterns
of behaviour which in turn come from beliefs.
Beliefs about the cause of the illness that lead to
blame and shame can be particularly difficult in
blocking the way a family might work through
the knowledge of the illness and become recon-
ciled to the outcome (Rolland 1991).

Wendy and Jo had been married for 20 years.
Jo was 15 years older than Wendy and had left
his first wife to live with Wendy leaving behind
two small children. Jo remained very involved in
the lives of his children but they never really ac-
cepted Wendy. Jo suffered a great deal of ill health
and was eventually diagnosed with terminal lung
cancer. Wendy cared for Jo with great devotion but
felt that his children did not value or support what
she was doing. When Jo was eventually admitted
to a specialised palliative care unit, Wendy tried
to limit the visiting of Jo's children fearing that she
would have to share the last few hours of Jo’s life
with them. What was behind all this? Wendy’s be-
lief was that Jo was not loved by his first wife and
children and that she had made his last 20 years
very happy. Jo's children believed that Wendy had
stolen their father from them—it was deemed to be
her fault that their father had left them. The thera-
pist talked to the family together and realised how
frightened Wendy and the family were. It was evi-
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dent that many of their problems were to do with
their early attachments to their parents. Wendy
was a young child during the Second World War
and suffered significant separations from her par-
ents. Jos children endured the severe depression of
their mother particularly after their father’s depar-
ture. After recognising that Jo was so important for
all of them, they were able to be together for his
death.

The case example shows another aspect of be-
lief systems that is important, which is the way
things are viewed through these belief systems.
They act as a filter that tries to stop things hap-
pening which would/could upset the balance
of family life. The assumption should never be
made that all family members hold exactly the
same beliefs about everything. This can be as-
sessed in an interview by checking out with ev-
erybody if one belief expressed by one person is
confirmed.

We also need to consider our own personal
and professional beliefs about serious illness,
death and dying. We all have are own belief sys-
tems and it is an important part in clinical super-
vision to examine one’s own views, particularly
the issue of roles, expectations and professional
limits (Fredman 1997).

6.9 Family Scripts

Byng-Hall (1985, 1988) introduced the idea of
“family scripts” to describe how family mem-
bers seemed to repeat patterns of behaviour or
scenarios when similar contexts are experienced.
He suggested that they act as if they are following
a script. The importance of these family scripts
means that they can be passed down through
generations. This concept can be very helpful
when we are trying to understand the behaviour
of a family by integration of knowledge from a
genogram. One example would be where a fam-
ily member kills herself whilst suffering from
post-natal depression. This creates great anxiety
whenever a family member is pregnant and in-
duces a range of protective behaviours leading
to a family script around pregnancy which can
be passed on through generations unless family
members talk about their fears and try to work
out different strategies. This idea of families us-
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ing models from the past to approach current
problems is very common in family therapy. One
helpful strategy is to help families find new mod-
els.

Creation of rituals is more frequently used
in bereavement work but it can also be useful in
introducing new ways of approaching difficul-
ties. Some family therapists have noted the lack
of rituals in families facing loss (Imber-Black
1988). However, this is not always the case, as
the following examples illustrate. One family, for
example, always organised to spend an evening
together having a take-away meal and a video
the week after the mother’s chemotherapy. In this
way they felt they were celebrating the passing of
another treatment.

When Janet’s only daughter died suddenly, the
problem for her was that she was plunged into
echoes from her past. As the first Christmas after
her daughter’s death approached, her young son
and husband desperately wanted to talk about
what they were going to do. Janet was locked in
her own grief. The family agreed to meet with a
therapist. In the session Janet revealed for the first
time that she had had an older sister who had
died suddenly when Janet was 8 years old. Janet
remembers her family being devastated and she
called it growing up in the house of death. Her
parents never talked about what had happened
but took Janet to her sister’s grave each week. Her
adolescence was lonely and Janet retreated into her
books. After university she never returned home to
live but married after gaining her degree. There-
after she did not visit her sister’s grave anymore.
Janet’s husband and son were determined to talk
about things and encouraged her to find together
her sister’s grave. The family visited the grave and
from then on gained comfort from the belief that
the two girls were in heaven playing together. Al-
though things were very hard the family was deter-
mined not to repeat the script of Janet’s family, but
to talk about their own painful feelings related to
loss and grief.
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6.10 Tasks and Adjustments
for Families with
a Terminally Il
Member

It has already been noted that the patient’s jour-
ney and that of the family is different. The patient
has to cope with issues such as pain, fear and
increasing dependence. It may be the first time
he has been ill, been hospitalised or had an op-
eration. The family members are fearful too but
desperately want things to get back to normal.
Generally, patients and families treat the first di-
agnosis as an event that they determine will not
change their lives; however, if the disease returns,
as with some cancers, they then find it increas-
ingly difficult to maintain this view and this way
of functioning. For example, a husband with a
sick wife may have to continue working and at
the same time to care for his wife and children.
Some may have never done this before. Single
parents who are ill may have to contact former
partners to negotiate long-term child care. All
family members face huge uncertainty and often
crippling anxiety (Christ 2000), which is new
and also puts great strain on family life, making
it impossible to continue with life as before.

Increasingly families are reconstituted. The
parents may have had several marriages and chil-
dren live with step-parents. In one family where
the mother was very sick the children were told
they could not tell their father, who had since
remarried. This cut them off from an important
source of support. Alliances are complex and old
hurts often surface in a time of heightened anxi-
ety. Some elderly patients have lost touch with
important relatives because of disputes they can-
not even recall. Talking about issues like this can
be very rewarding, especially if grandchildren
are found and lost sons and daughters are rec-
onciled.

Another major challenge for the family is
when the ill person either withdraws or reacts
with denial of the illness. Sometimes it is only a
matter of time, but for others it can be a major
problem.

A young man who had been given a terminal
diagnosis refused to accept it. He spent hours on
long bike rides with his children. In order to cope
with the pain of separation from his family, he
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withdrew emotionally. As he got weaker he still
dragged himself about the house and refused to
talk about his illness with his wife and would only
accept minimal pain relief. He did eventually let
his family have some support and it became clear
that his behaviour was linked to the “silent” death
of his own father when he was 7 years old. Sadly he
died without being able to say goodbye to his own
children thus repeating the pattern of the past.

A common family issue, particularly when
it is an elderly relative who is ill, is “protection”.
Doctors are often asked not to tell the elderly pa-
tient that they are dying so as to spare the patient
distress. Should the professionals insist that this
should be tackled?

Most healthcare professionals point out that
access to services for the seriously ill and dying
means those patients have a right to be told the
truth about their illness, but some patients then
choose to ignore the information.

An elderly man was diagnosed with terminal
cancer of the stomach; the surgeon told him he had
a tumour but despite this he maintained he had
an ulcer. Some family members felt this should be
confronted so that he could be involved in planning
for his estate. Others felt he would give up if he re-
ally faced the truth. In the end, after one family
member gently tried to talk to him again about his
illness, the family came to the conclusion that this
was his way of coping, which had to be respected.

6.11 The Family Interview-

Some Common Issues

The problem in inviting families to meet profes-
sionals is that sometimes the most important
member does not attend; it is therefore impor-
tant to check this out and concentrate on meet-
ing at convenient times for all. Should the ill per-
son attend? Are you meeting at the family home?
The family need to be given some idea about
what to expect from the meeting. The clinician
must have some idea of what the meeting might
achieve. One important task is to build up a re-
lationship with the family so that an alliance is
created between the family and clinician. Open
questions allow the group to explore important
questions and to set an agenda. It is important to
first ask about the illness and how it affects each



6 Patients and Their Families

member. Family members should be encouraged
to listen and support individuals who are par-
ticularly vulnerable. The main objective of the
family interview is to enhance the family’s own
capacity to problem solve.

Some of the most useful sessions involve chil-
dren. The youngest child will often raise some-
thing that other family members might not want
to be discussed but which can move things on in
terms of support and understanding.

One family was visited a few hours before
the mother’s death. The father and his three chil-
dren met with the clinician downstairs whilst the
mother was upstairs in bed being attended to by
the hospice nurse. The atmosphere was very tense
and the 4-year-old boy was playing with toy wres-
tlers. He kept saying that he could not play because
a figure was missing. His sisters knew their mother
was dying but he did not. The therapist asked the
family what they thought he was talking about.
His father then said to his children, “We will man-
age without mummy, it will be hard but we are a
family and will help each other” The 4-year-old
stopped playing and climbed onto his father’s knee.
The other children also hugged their father. The
clinician suggested that they could all go together
to see the mother upstairs. The children brought in
their duvets and slept the night on the floor next to
their parents.

Their father understood that his very young
children, facing the death of their mother, needed
reassurance that their needs would be met (Sil-
verman 2000). This example demonstrates the
importance of using techniques which allow
families to enhance their capacity to cope with
the situation.

This kind of conversation and situation is
probably one of the hardest episodes that a par-
ent has to face. We need to respect their decision
to tell children about an imminent death or not
to tell. However, there is evidence that giving
children information appropriate for their age
and understanding is helpful and one of the most
adequate ways of protecting children (Christ
2000). Generally, as with adults, it is best to ap-
proach children by asking them what they think
is happening. The clinician must have the trust
of the parents to conduct such interviews, dur-
ing which the parental role and position is always
validated.
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A social worker met with a mother, father and
their two children. Their grandmother, who had
advanced breast cancer with brain metastases, was
also present. The children were 6 and 4 years old
and the adults were concerned that they did not
know what was happening. The children had some
paper and pens and played on the floor whilst the
adults talked about the care of the grandmother,
who had come to stay with them. The social
worker asked the children to draw their house,
which they did, but grandmother was drawn ly-
ing down. The children were asked why they had
drawn the picture in this way and when they ex-
plained that they knew she was very ill. They were
given a paper with the outline of a body on it
and asked to draw where their grandmother was
ill. The children used a red pen to mark the body
where the breast was but then used a blue pen to
draw three small holes in the head explaining that
their grandmother had three bits in her head that
made her say silly things. The adults were amazed
at the accuracy of the observations. These children
showed how much they had communicated with
each other without the parents being aware of it.

In the two examples explored, all the parents
demonstrated that they were child centred and
could think and help the children with their prob-
lems. Silverman (2000) examines the differing
responses of child-centred and parent-centred
families and concludes that after bereavement we
need to support parents in providing emotional
care which encourages continuity and connec-
tion. They need to provide an environment that
promotes growth and adaptation which is hard
to do when there are so many problems to face.

One of the most effective ways of helping fam-
ilies is to encourage them to tackle things one by
one. The aim is to build structures and a sense of
competence within the family. It is important for
people to feel that they have done the best they
can. Each family will develop a story of the ill-
ness, what caused it, what it meant and what part
they played in the care of their loved one. Some-
times one of the most important functions for
supporters of families is to validate “their story”
and to help them to gain some understanding,
mastery and control over their experiences.
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6.12 Conclusions

It is important that the patient and their family
are considered when professionals offer care to
patients with life-threatening illnesses. Struc-
tures and professionals who are competent to
provide this care are needed. Concepts from
family therapy can help to understand the fam-
ily as a system and to assess their needs. Meet-
ing the important members of the family can be
diagnostic and therapeutic. Increasingly we also
need to provide practical support for family care-
givers as we move to family situations in which
both parents work or the family is a single-parent
household.

The importance of relationships which are
genuine, respectful, caring and sustaining will
help families to manage in the crisis of the ter-
minal illness of a family member. Families tell us
of the crippling fear, the waves of anxiety and the
rollercoaster of events that they have to endure.
We need to do our jobs to the best of our abil-
ity, providing medical, nursing, psychosocial and
spiritual care alongside practical help and infor-
mation. Our interventions need to be organised
so that we can respond to the changing needs
and roles of the patient and the family caregivers
as the disease progresses (Perreault et al. 2004).
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Summary

Some specific aspects of communication in pe-
diatric oncology will be outlined in this chapter.
These include openness about the disease, which
has become increasingly important. Further-
more, the law of double protection, a self-protec-
tive strategy used by children, parents, and hos-
pital staff, will be sketched out. It is very striking
that protection is often achieved through protec-
tion of the other. Several examples of this strat-
egy will be presented. Finally, attention will be
paid to communication about death in the pal-
liative phase.

7.1 Introduction

Today, approximately two-thirds of children
with cancer survive their illness. This means that
one-third of the children diagnosed with cancer
still die as a result of their disease. Survival rates
of children with cancer have increased drasti-
cally over the last decades. In developed coun-
tries about 1 in every 1,000 adults reaching the
age of 20 years will be a long-term cancer sur-
vivor. This progress in medical care means that
depending on the course of the illness, the focus
of patient care varies from communicating about
improved survival, treatment protocols for can-
cer, quality of life of the child and the family, to
communicating about death and palliative care.
Communication in the pediatric setting is es-
sentially different from adult patient care. Not
only the physician and the patient, but also par-
ents participate. Furthermore, physicians have to

deal with emotions of both the children and the
parents, and they have to take the developmental
stage of the child into account.

We will pay attention to three relevant aspects
of communication in pediatric oncology care: (1)
the importance of openness about the disease;
(2) double protection, a self-protective strategy
used by children, parents, and hospital staff, and
(3) communication about death in the palliative
phase. Before these issues are outlined, relevant
information about childhood cancer and func-
tions of communication in pediatric oncology
are described.

7.2 Childhood Cancer

The occurrence of cancer in children is approxi-
mately 2% in Western industrialized countries.
Although the incidence of cancer in children is
small, it is still the second leading cause of death
in children and the primary cause of death from
pediatric illness (Smith and Gloeckler Ries 2002).
In The Netherlands approximately 370 children
per year (Visser et al. 1992) are diagnosed with
cancer. Diagnoses typical in childhood cancer
are: leukemias (29%) of which acute lymphocytic
leukemia (ALL) is the most common, namely
22% of all diagnoses; brain and other central
nervous system (CNS) tumors (22%); and cancer
of the lymph glands (Hodgkin and non-Hodg-
kin lymphoma’s, 13%). Other malignancies are
less common, such as soft tissue sarcoma (e.g.,
rhabdomyosarcoma 7%), tumors of the kidney
(Wilms' tumor or nephroblastoma, 6%), neuro-
blastoma (6%) or bone tumors (e.g., Ewing and
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osteosarcoma, 4%). Besides treatment with che-
motherapy, surgery, and radiotherapy, children
with cancer are confronted with invasive medi-
cal procedures such as bone marrow aspirations,
lumbar punctures, and venepunctures. For ex-
ample, children with ALL face a 2-year treatment
protocol with chemotherapy. The treatment
starts with the induction phase to induce remis-
sion, a state in which the disease is no longer ob-
viously detectable. Further treatment, however,
is required to reach cure, and to prevent the oc-
currence of CNS disease, prophylactic treatment
is needed.

7.3 Functions

of Communication

Communication established through the ex-
change of messages between persons has a dual
function that is informational and relational. On
the one hand, communication has the function
of transmitting information to another person.
On the other hand, the function is to define,
maintain, or alter the relationship with the other
person (Penman 1980). The parent who says: “It
is time to take your medicine, please don’t be a
naughty child again” is communicating at an in-
formational level (“it is medicine time”) and at a
relational level (“be compliant by following my
instructions”).

In stressful situations the function of commu-
nication is of utmost importance. Information
increases the controllability of a threatening situ-
ation if the child understands what can be done
about the situation, how negative consequences
can be avoided or ameliorated by his/her own
actions. Information thus reduces uncertainty
about a threatening situation if it increases the
predictability of the situation.

In searching for and developing control,
communication about the disease is impor-
tant for the child and his parents. Communica-
tion serves to enhance primary and secondary
control and changes the appraisal of the situa-
tion and is therefore related to coping. Lazarus
and Folkman (1984) define the coping process
as:’cognitive and behavioural efforts to man-
age specific external and/or internal demands
that are appraised as taxing or exceeding the re-
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sources of a person.” One’s perceptions, or cogni-
tive appraisals, are important elements in regu-
lating distress or managing the problem causing
the distress. Problem-focused coping involves
direct efforts to ameliorate the problem causing
the distress, whereas emotion-focused coping is
directed towards regulating effects surrounding
a stressful experience. People not only have emo-
tions, they also handle them, and communica-
tion is one of the tools to do so. When a family
has to cope with the life-threatening illness of a
child, there is little that family members can do
to change the situation or exert control over it.
Without control, family members have to rely on
emotion-focusing coping strategies or cognitive
control strategies.

Communication serves for both the primary
control of the situation (problem-focused cop-
ing) and the secondary control of the situation
(emotion-focused coping). Information ex-
change about the disease and treatment pro-
motes primary control. It enables those involved
to define the problem and make attempts to solve
it. Communication about the disease directed at
secondary control of the situation promotes un-
derstanding and acceptance of the disease and
aims to reduce negative emotions and strengthen
positive emotions. This is illustrated by the par-
ent who maintains telling the child it will get bet-
ter. With this he or she invites the child to view
the situation in a certain (optimistic) way, and
thus attempts to reinforce the child’s hope and
reduce fear.

7.4 Openness

About the Disease

For long it was not common to communicate
frankly with children about cancer, survival, and
death. Fortunately, now it is argued that enabling
children to assimilate information and feelings
allows them to cope better. Open information to
the child with cancer about diagnosis and prog-
nosis has also been found to be beneficial for
the child’s emotional experience of his situation
(Last and van Veldhuizen 1996). In a study about
openness of the diagnosis and prognosis, in rela-
tion to the emotional well-being of children with
cancer, parents were interviewed about the infor-
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mation they had given to their child. Self-report
questionnaires were administered to the children
measuring anxiety and depression. Children who
received open information about their diagnosis
and prognosis at the initial stage of the disease
showed significantly less anxiety and depression
(Last and van Veldhuizen 1996). These findings
suggest that parents should be advised to inform
their child with cancer openly and soon after the
initial diagnosis. Although the perspectives have
been improved nowadays in many cases and the
message can be given with an outlook on hope
and cure, for parents it remains a difficult task to
inform the child with cancer about the diagnosis
and prognosis (Clarke et al. 2005).

We believe it is important to incorporate
openness of information as part of the treatment
protocol, obliging hospital staff members to help
the child to understand this information and to
support the child and parents in their attempts
to gain psychological control of the situation. It is
important to leave it up to the child how often he
or she wants to discuss the illness and his or her
emotional experience. The child should not be
forced to talk about it, but the often subtle hints
which children give should be responded to.

Tension exists between the need to control
the situation through protection and the need
to share thoughts and emotions with the other
person. If the threatening stimuli and the emo-
tions are too strong to be coped with or to be de-
nied, then the need for protection and support
increases. On the other hand, open information
enables the child to discriminate between imagi-
nary facts and possible implications of facts. By
supplying the facts and simultaneously offering
reassurance and hope of a favorable outcome, the
child will be in a position to build up self-protec-
tion. Open information is therefore a necessary
condition for effective self-protection.

7.5 Double Protection

In the communication between the child and the
parents, it is very striking that protecting oneself
is often achieved through protecting the other.
Attempts to influence the other person’s ap-
praisal in order to reduce the other person’s neg-
ative emotions not only involve compassion and
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empathy, but also serve to protect oneself against
confrontation with the other person’s emotions.
This is called the law of double protection. It is
essential for the child to believe that his or her
parents are strong: if they can handle the situa-
tion, it constitutes the signal that the threat can be
averted and boosts the confidence that the child
will survive. All attempts by parents who conceal
the true meaning of the situation from the child
are attempts neither to burden nor to weaken the
child. The parents’ avoidance of discussing their
worries and grief related to the illness prevents
the child from thinking about it, but also pro-
tects the parents from being confronted with the
child’s emotions.

Not only do parents achieve self-protection
through the other person, the child achieves it
as well. Not asking questions which might worry
the parents, hiding grief, and being brave are at-
tempts of preventing the parents from becoming
distressed, and themselves from becoming over-
whelmed by the parents’ emotions.

The phenomenon of double protection is ob-
servable as: (1) parental attribution of positive
properties and dispositions to the child and the
need of parents to create a positive image of the
child; (2) avoidance of communication about the
seriousness and the emotional experience of the
illness and encouragement to act in a way of mu-
tual pretense; (3) distortion of reality by (partial)
denial, the use of symbolic language, and projec-
tion of feelings onto other persons. Some illus-
trations will clarify this.

lllustrations
of Double Protection

7.5.1

Positive Attribution We have found support for
the hypothesis that parents of children with can-
cer need to see their children as strong and that
they adopt a positive perspective when looking
at their children (Grootenhuis et al. 1997). Par-
ents (n=321) and their children (n=205) in dif-
ferent conditions (cancer in remission and with a
relapse, asthma, and healthy controls) completed
questionnaires to investigate parents’ attribution
of positive characteristics to their children. It
was found that parents of children with cancer
attributed significantly more cheerful behavior
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to their children than parents of children with
asthma and parents of healthy children. The
findings obtained were equivalent for the moth-
ers and the fathers. We believe that, in order to
be able to count their child among the lucky ones
who will survive the disease, parents create an
image of vitality and zest for life. This positive
attribution by parents of children with cancer
may be a beneficial coping strategy as long as the
emotional feelings of children are not underesti-
mated. Caregivers should be aware of this coping
strategy, especially if this coping strategy is out
of balance or pathological. It can also be possible
that children give their parents the impression
they are doing fine to protect their parents from
the more negative emotions resulting from the
stressful situation.

An example of double protection in a fam-
ily which was troublesome for the child is as
follows. During a research project interviewers
were given the impression by parents that their
girl was cheerful and optimistic. The parents de-
scribed their daughter as being unaware of the
dangers and consequences of her disease. The
impression of the researcher who interviewed the
girl, however, contradicted this image. During
the interview, the girl told the interviewer that
she still worried a lot about her illness and about
a possible recurrence. Furthermore, she told the
interviewer that she often cried in her room, and
she said: “My cuddly toy absorbs all my tears”
She said that she did not want to bother her par-
ents with this because they always said that there
was no reason to be afraid. The girl had a high
score on a depression questionnaire. This ex-
ample illustrates that the emotional experiences
of children with cancer may be ignored if their
parents attribute too many positive characteris-
tics to them because they need to see their child
as strong. The need to see the child as strong may
also become harmful if illness-related symptoms
are ignored or underestimated. However, if there
is considerable agreement between positive at-
tribution and the emotional experiences of the
children, and both the parents and the children
are able to fight the experience of childhood can-
cer by adopting this coping strategy, there is no
reason to interfere.

If the parents of children with cancer attribute
positive characteristics to their children, this may
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have consequences on who clinician or research-
ers will choose to obtain valid information about
the child’s health and psychopathology. Caregiv-
ers must realize that if they ask parents of chil-
dren with cancer to report about their children,
the parents’ perception might be obscured by the
use of this coping strategy.

Avoiding Communication Open information
about the diagnosis and prognosis is found to be
associated with a positive influence on the child’s
emotional reactions, as we have described be-
fore. Although most of the children with cancer
are aware of the seriousness of their disease, it is
found that the communication about the disease
between the child and parents is mainly about
the necessity to continue treatment and to un-
dergo painful medical procedures and not about
the emotional impact of the situation. Once, a 9-
year old boy stated: “During her visits in hospital
my mother always cried. Then I had to cry too.
Once I said: ‘If you don’t cry anymore, I wont cry
anymore. From that moment on she never did
cry again. She always smiled when she visited
me.” This statement illustrates the child’s attempt
not only to block the expression of sadness of his
mother, but also the child’s implicit proposal of
mutual pretense: “Let us act as if we are not sad,
let us behave as if there is no reason for crying”
The conflict between the need to express feelings
of distress and the need to protect oneself against
these emotions can be solved by a (partial) dis-
tortion of reality. Parents who show their grief
in front of their child frequently do not give an
explanation or they deny that their child’s illness
is the cause. Ilustrative is a mother who says:
“When it happened once, he said: ‘Mommy, are
you crying?” ‘No dear, I have a cold, I said” Com-
munication about the emotional experience can
also take place in a symbolic language. An exam-
ple of this type of communication is provided by
a mother in a discussion group for parents. This
mother talks about her 11-year-old son, who
talked in his sleep while dreaming. In the morn-
ing when she asks which of her children had such
a troubled sleep, he initially remains silent. She
encourages him: “Was that you? Come on, you
can tell your mother everything. Dreams are just
lies anyway” Then her son tells her that he had
dreamed about a physician who told him that he
should be dead for 1 year. In the communication
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between this mother and her son, the expression
of fear of death is embedded in the reassurance
that dreams are lies and in the magical concep-
tion of a temporary death.

Another example of double protection is
found in the phenomenon of projection of feel-
ing onto other persons. It is frequently found that
children with cancer can worry about the well-
being of their parents. In self-report question-
naires and interviews children agree remarkably
often with statements referring to something bad
that can happen with the family or their parents.
With the expression of feelings of anxiety about
their parents, the child probably shows feelings
of anxiety about his own vulnerability in a self-
protective way, whereas parents onto which anxi-
eties are projected, are protected against worry-
ing for their child.

7.5.2 Double Protection

by Pediatric Oncology Staff

Above we described the phenomenon of double
protection in pediatric oncology by children and
parents, sometimes observable by attributing
positive characteristics to one another. In rela-
tion to this, we speculate that staff members may
also need to see children with cancer and their
parents as strong, and presumably achieve self-
protection via attributing positive characteristics
to children and/or their parents. Staff members
have to confront children and parents with bad
news, with burdensome treatment regimens, and
painful medical interventions. Because of the
intensity and length of care involved, a strong
emotional relationship usually develops between
the patient and staff. During the course of treat-
ment, staff members may be confronted with
situations in which they are uncertain about the
benefits and risks of their work. It is conceivable
that if they create an image of children and par-
ents who are able to manage the situation, it en-
ables them to continue their work and to endure
the continuing confrontation with the emotional
turmoil of the family. With more years of experi-
ence in oncology this need to see children and
parents as strong may even become increasingly
necessary as a coping strategy.

In a study conducted in our department, a to-
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tal of 76 staff members, 84 children with cancer,
and their 163 parents participated (Grootenhuis
et al. 1996). We compared staff members’ ratings
with the parents’ ratings on the need for support
and with the children’s ratings on experienced
pain. We found that both gender and number of
years working in oncology care were positively
associated with increased self-protective reac-
tions in staff members. Male staff members rated
medical procedures and the pain children expe-
rience in general as less painful than did female
staff members. Their judgments about experi-
enced pain in general and the lumbar puncture
procedure in particular tended to be lower than
the children’s ratings. Female staff members at-
tributed more positive characteristics to children
with cancer and their parents than did male staff
members. Staff members with more years of
experience in oncology tended to rate all three
medical procedures as less painful than those
with fewer years of experience, and they also
attributed more positive characteristics to the
children. Although some limitations of the study
should be taken into account (small numbers,
general ratings), we believe that these data pro-
vide some support for the hypothesis that staff
members’ perception is influenced by so-called
‘double protection.

There is no doubt that pediatric oncology staft
members need a certain professional distance
to cope with the stress of their work. However,
care should meet the needs of the children with
cancer and their parents. The staft’s tendency to
attribute positive qualities to children and par-
ents should not interfere with decisions about
administration of pain medication or the refer-
ral to other additional support services. For this
reason, it would not only be desirable to pay at-
tention to the coping strategies of both children
with cancer and their parents during medical
education programs, but also to focus on self-
protective behavior in staff members themselves.

7.6 Communication
During the Palliative

Phase

If the disease cannot be cured treatment will be
focused on palliation. However, in most cases it
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is not possible to define the terminal period very
clearly. Often, the child with cancer is on a glid-
ing scale with declining chances, by which the
pendulum of hope and fear remains present for
along time. In these circumstances an important
role is reserved for the physician. Giving open
information by telling the child and the parents
that the treatment is no longer aimed at curing
the disease but at palliation of symptoms will
commence the process of grief and mourning.
Studies show that children wish to be informed
about their illness and plans for treatment (Wolfe
et al. 2002).

In communication with children with cancer
the question that always arises is what do chil-
dren understand about their disease, treatment,
and about death. This is always dependent on
their developmental level. Healthy toddlers con-
sider death as a separation or as sleep, which is
reversible. The definite character of death is not
yet part of their world. This awareness becomes
concrete during the school period. At the age of
around 12, children are aware that everybody
dies including themselves (Eiser 1990). For chil-
dren who have cancer the development of this
process becomes intensive, being confronted
with their own mortality and the awareness that
children die as well.

We believe physicians have the responsibility
to help parents in bringing the message to the
child about the forthcoming death. In breaking
the bad news they should pay attention to how
parents are going to inform their child. How-
ever, also for pediatric oncologists this is difficult
(Beale et al. 2005).

In the palliative phase it is important that
the child can express his thoughts and emotions
about the approaching death. In this period chil-
dren need to be ensured that they will not stay
alone and they will not endure unnecessary pain.
The words that will be used to describe what
death is about will depend on the family’s beliefs,
religion, and the age of the child. Some children
want to talk specifically about certain wishes,
about what they want to do once again or about
the organization of the funeral. Young children
may discuss these matters in an indirect way, by
making a drawing or by telling a story. In the ap-
proach of the child it is important to be open for
these subtle hints.
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For the parents, the message that the child can
no longer cured is a shock. Disbelief and the no-
tion that what was feared is becoming reality of-
ten go hand in hand at this stage. Thoughts about
how the death of their child might come, about
the funeral, but also about what fine moments
with the child will be missed, evoke feelings of
pain and grief. Sometimes parent do not com-
municate with each other about these thoughts
and feelings in order to protect each other.

Often parents fear the way their child will die.
Will my child suffer from needless pain? Will it
happen when I am not there? In this period par-
ents are often very irritable. They may be angry
with the physician who cannot cure their child,
but also with persons in their environment, be-
cause they are in a condition of heightened ir-
ritability with little interest in others who may
not be able to follow closely the condition of the
diseased child. During the child’s illness parents
also suffer from feelings of guilt. These feelings
might arise from perceived shortcomings in
meeting the needs of the child, or from asking
the question if everything has been done to cure
the disease. In the palliative phase, most parents
live in a situation of heightened alertness. Some-
how condemned to passivity, they may be very
active and want to spend most of the time with
the dying child. Sometimes they doubt whether
they are strong enough to hold on. Especially if
other burdensome circumstances are present like
marital conflicts, unemployment, illness in other
family members, or financial problems.

Finally, for parents it is of importance to ex-
perience moments of warm closeness, of inti-
macy with the child on which they can look back
gratefully later on, and many describe a change
of values in their life. Some striving (e.g., mate-
rial wishes) becomes less important, while oth-
ers, like enjoying family time, are more valued
now. In many cases these changes of values are
long lasting.

In conclusion, current therapeutic interven-
tions should aim for a declining child to die
without physical pain, fear, or anxiety. This im-
plicates that he or she receives adequate medical,
spiritual, and psychological support, and that the
child at no point feels abandoned. Palliative care,
in the terminal phase of cancer, has to be tailored
to the different needs and desires of the child and
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the family, with the goal of providing the best
possible quality of life for the days that remain.
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Summary

After an introduction clarifying the notion of
interdisciplinarity, this chapter focuses on the
importance of specific roles and mutual respon-
sibilities within the interdisciplinary team, as
well as basic rules of communication respecting
the values of the concerned partners and profes-
sionals, as well as patient and family. Finally, the
communication structure for efficient teamwork,
and the importance of building a common vi-
sion, sharing leadership and learning to work
together will be discussed.

8.1 Introduction

As a registered nurse for more than 30 years, I
have had the opportunity to fulfil various func-
tions as a nurse, health counsellor, patients’
groups moderator, palliative care educator,
coach, supervisor and post-traumatic debriefer.
Those functions have led me to meet numerous
colleagues from various professional contexts:
hospitals, homecare, homes for the elderly and
institutions for those with physical and learn-
ing disabilities. It is through all those meetings
with doctors, nurses, social workers, chaplains,
physiotherapists, etc. that my knowledge has
increased about the specific skills various other
professionals can offer to terminally ill persons
and those close to them.

It was also my work as a palliative care educa-
tor which aroused my curiosity concerning my
own understanding of interdisciplinarity. Refer-
ring to the definition of Lassauniere and Plages
[1], the expression “interdisciplinary” defines the
dynamic between persons who share together
experiences from the perspective of their pro-
fessional knowledge. It is important not only to
weave together such knowledge succinctly, but
also to mix them through dialogue so that they
become mutually reciprocal, in order that each
one’s competencies will be enriched and the un-
derstanding of the situation improved. Interdisci-
plinarity is thus a new way of organising hospital
work, in direct contrast to the traditional model.

In the health field, it means breaking from the
traditional work model, in which each practitio-
ner is only concerned with his specific sphere of
practice, immersed in his own preoccupations.

In order to highlight an interface between pro-
fessions and disciplines, there must be a common
core of interest, common values and a shared
project between the different actors. Above all,
there is a need for each partner involved to be
aware that he could be enriched by sharing
knowledge and values with other professionals,
as long as he shows humility in postulating that
the person facing him might be equally compe-
tent and that they could learn from one another
in each circumstance. As Bolly and Vanhalewyn
[2] emphasise, working in an interdisciplinary
team means accepting risks and, even before
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that, facing that one’s practice could transform
through such sharing with other professionals .

8.2 Sharing a Common
Goal: The Quality
of Life of the Patient

and His Family

“A clinical picture does not only consist of a
photograph of a patient in his bed; it is an im-
pressionist painting, with his house, his work,
his family, his friends, his joys, his sorrows, his
hopes and fears surrounding him” These words,
written by Peabody in 1927, cited by Dame Cicely
Saunders [3], founder of the modern palliative
care movement, clearly underlines that severe ill-
ness affects a human being in all his dimensions.
When suffering invades daily life, when life falls
into uncertainness, the physical, psychological,
social and spiritual turmoil generates numerous
questions to which the patient and his family try
to find answers. This is why the interdisciplinary
approach by different members of the team, such
as nurses, care attendants, doctors, social work-
ers, physiotherapists, chaplains, psychologists,
volunteers and others, is meaningful. This is one
of the main guarantees: to care and accompany a
severely ill patient and his family and friends in
all the dimensions of their suffering; it enables us
to take into account the physical aspects—related
to illness, symptoms and treatments—as well as
psychological, spiritual and social aspects.

The quality of care not only depends on the
degree to which the professional is prepared
to provide assistance but also on sound spe-
cific technical and relational knowledge shared
within the team. Let us examine, for example,
what it means to take into account not only the
pain itself, but the “patient in pain” according to
the global pain concept described in the WHO
technical report No. 804 [4].

In brief, understanding pain consists of an
accumulative knowledge related to different
domains: anatomy, physiology, physiopathol-
ogy, pharmacology, psychology, etc. Indeed this
knowledge is essential, but not necessarily suf-
ficient; knowledge should lead to the notion of
competence. According to Le Boterf [5], “compe-
tence is not an accumulation of knowledge, but
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a validated know-how in a complex professional
situation with the view of a particular purpose”.
Specifically in relation to pain, this definition,
which seems complex and theoretical, becomes
meaningful. The know-how leads to a reflective
process followed by actions. It is a matter of (1)
observing which manifestations of pain the pa-
tient shows (verbalised or not), (2) evaluating,
recording and referring concerns to team mem-
bers, (3) explaining in a comprehensible way to
the patient and family which treatment will be
commenced and why, (4) obtaining consent and
beginning an appropriate treatment, (5) check-
ing its effects through pertinent tools and (6) re-
evaluating as necessary. Examining a patient in
the context of his total pain, listening attentively
to him, sharing questions and doubts within the
team, referring him perhaps to pain-management
specialists, contacting a chaplain who might help
the patient who questions the global meaning of
his illness—these actions demonstrate how com-
petence is validated know-how. I say “validated”
because the professional is not only self-compe-
tent, his technical and relational competence can
only be validated through others, i.e. the patient,
the patient’s family, and team members.

Clearly, addressing pain is a significant ex-
ample of caring for patients with cancer, but the
reality of oncological situations cannot be based
solely on the pain symptom, even though it is
crucial. The intricacy of multiple symptoms, in
addition to the existential crisis, obliges the team
members to search for an acceptable balance be-
tween advantages and disadvantages of possible
treatments, based on the patients wishes. There-
fore, there is a need for a process of ethical delib-
eration, with the main interest and goal of trying
to determine the conditions for clinical practice
based on respect for severely ill patients. As the
SFAP College of Palliative Nursing mentions [6],
it is a decision-making process illuminated by
the light of interdisciplinarity.

How should a practitioner react when facing
a patient who refuses medication, while he, as
a professional, knows that the treatment would
contribute to improving the patient’s quality of
life? Which steps should we take when a dying
patient would like to return home, even when
the high probability of complications from his
illness seems to suggest otherwise? Standing
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back and analyzing a conflict situation between
a patient and his family/carer without getting in-
volved in one side or the other. Realizing what
can be learned from an experience of care. Dar-
ing to be creative in meeting particular demands
of patients when it seems unrealistic. Affirming
one’s personal and professional values through a
process of ethical deliberation in order to sup-
port the patient’s choices. These examples clearly
show that taking care of a patient with advanced
cancer cannot be the privilege of one profes-
sional alone in any circumstances, as competent
as he might be. These examples show that taking
care of a patient, especially the severely ill, can-
not be the privilege of one professional alone, as
competent as he might be. Let us take another
example of a patient complaining about back
pain: The physician will think about a spinal cord
compression due to metastases and ask for con-
firmatory tests, the social worker may notice that
the patient only complains when the family visits
him and will suggest a family meeting, and the
nurse will propose a relaxing bath relieving ten-
sion due to the position in bed. The risk of a con-
flict in the team could be related to the fact that
each member of the team thinks that his point
of view is the most important without taking in
account the other professionals’ opinions. Meet-
ing the needs of a patient requires then multiple
competences that many caregivers from different
professions will have to share in order to offer the
best quality of comfort and care. It is a common
project in which each team member will incul-
cate his own competencies. This is the essence of
interdisciplinarity.

8.3 Appreciating Specific
Roles and Mutual

Responsibilities

What exactly has been the position of interdisci-
plinarity in our hospital systems over the years?
I suggest that multidisciplinarity is omnipresent
in the current care structures—in that there is a
diversity of health professions and a multiplicity
of medical specialties—but the same cannot be
said concerning interdisciplinarity. Patient-cen-
tred practice requires time for reflection in or-
der to articulate one another's competencies in a
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complementary instead of in an oppositional or
parallel way. This is a common project in which
each professional has the possibility, or might
have so, to make a specific contribution. For this
purpose, one should know his own field of ac-
tion and be able to communicate it, as well as
one has to know of the competence of other team
members and be able to appreciate their specific
contribution. I remember a clinical situation that
I met in a hospital in Paris, about 10 years ago.
During a meeting with physicians, nurses, care-
attendants, social workers and physiotherapists,
the case of a woman, approximately 80 years old,
was presented. The patient was suffering from
dementia and multi-metastatic bowel cancer; she
was complaining of fatigue, was falling repeat-
edly, but could not commit herself to stay in bed,
as she had always been very active. During this
meeting, the doctor proposed a blood transfu-
sion, aimed at comfort, in order to let her recover
her strength and decrease the risk of falling. After
explaining why he was proposing this, he turned
to ask each person present for their opinion. The
care-attendant, invited to share her views, ex-
pressed her doubts about the proposition, mak-
ing the team aware that every time she was taking
care of this patient, during washing and dressing,
the patient refused to wear red coloured clothes
and began to show signs of anxiety. “Every time
she sees her red clothes, she is so scared that
she begins to tremble, shaking her whole body.
I think that she could be panic-stricken to see
the transfusion drip in her arm”” She evidently
was the only one to have observed those details,
which might seem insignificant. Because it was
appreciated as a pertinent opinion, her remark
was taken in account and the team took the de-
cision with the patient’s permission to hide the
perfusion-holder and the transfusion with a
white bed sheet and set it behind the bed, out of
the patient’s view. This example shows how each
member of the team can hold significant details
which can contribute, if they are shared within
the team, to the patient’s care by giving person-
alised quality treatments and care.

Having many professionals gravitating around
a patient does not guarantee that they will work
in an interdisciplinary manner. Interdisciplinar-
ity is time demanding: time for meetings, dia-
logue and questioning teamwork. Interdiscipli-
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narity can be learned progressively through the
mutual efforts of each team member with respect
for all. At first, the benefit of working in an inter-
disciplinary team is inversely proportional to the
efforts provided and required. One must learn to
understand oneself and to get to know the other
professionals. Working in interdisciplinary teams
is not synonymous with role overlap, where ev-
eryone does everything. Obviously, the roles
within the team caring for an advanced cancer
patient are not as clear as in an operation room,
for example. It might happen that a patient shares
his spiritual distress with the nurse during a care
episode. It is also possible that a chaplain visiting
a patient notices that she is sitting uncomfortably
in her armchair and helps her to position herself.
However, competences can overlap without eras-
ing the specificities related to each professional,
nurse, chaplain or other. It is the attitude of pro-
fessionals towards each other which determines
if “interdisciplinary communication” leads to a
patient-centred partnership or power struggles
within the team. According to Girardier [7],
“medical decisions belong to the physician and
are his responsibility. Palliative situations are
complex and decisions are difficult. The ethical
team’s capacities are shaken and generally the
choices have to be made with uncertainty. The
physician is responsible for his acts, but he needs
clarification through active participation of the
team before taking decisions. Nurses have never
demanded to take medical decisions, they only
ask for participating actively in the discussion.”
Unfortunately experience shows that action is
often favoured over reflection, while it would
be so crucial to think about fundamental values
and interpersonal relations in order to reach a
full consensus. It is precisely in these uncertain
clinical situations where interdisciplinary team
members are pressured by time and institutional
constraints that they should step back and take
the time to consider together the best possible
solution. Reflection is not time-wasting but en-
hances middle and long-term goal-setting, for
the benefit of the patient, caregivers and the team
itself.

In clinical situations, each member of the
team should identify and differentiate his capa-
bilities in terms of competencies, expectations
and actions. Clarifying roles within the team,
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defining the functions and responsibility level
for each one, explicating the problem solving
and decision-taking processes, these are key ele-
ments for fruitful interdisciplinary teamwork, as
long as they are embraced by all members of the
team, graduated or not. This means that the suc-
cess of interdisciplinary teamwork is not only de-
pendent upon the concerned actors’ will but also
upon institutional demands. Lassauniére and
Plages have noticed that “the main difficulty con-
sists of being actors in a system where individual
success is valued, as well as professional division
into sectors, corporatism, hierarchy and separate
actions which generate power struggles or dy-
namics”. Pre-graduate education contributes to
promote this system. In medical education, the
pedagogical methods do not integrate teamwork,
and medical and nursing students are scrupu-
lously separated. Often in post-graduate educa-
tion too, physicians, nurses and care-attendants
are trained in separate places, and many doctors
still do not like to participate in courses with
nurses. Nevertheless doctors, nurses, care-at-
tendants and many others have to work together
in daily practice, despite their specific cultures.
Working together as an interdisciplinary team
does not go without saying. There are many el-
ements inhibiting efficient interdisciplinary col-
laboration: differences of professional education
and culture, prejudices, ignorance of the various
competences or lack of clarification concerning
roles and responsibilities.

8.4 Communicating
in the Respect

of Everyone’s Values

In order to counterbalance all the potential bar-
riers mentioned above, the indispensable cement
to building teamwork consists of communication
and dialogue. According to Drilling [8], before
anything else, each representative of each pro-
fession should look introspectively at his way of
functioning by asking himself: Why do I have so
much interest in this question? Is my approach to
this question the only one possible, and why do
I favour it? Which questions am I not able to an-
swer and why? How did I obtain this knowledge
and why do I use this method?
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Experience shows that often a particular pro-
fession’s jargon is a hindrance to facilitating com-
munication and mutual understanding due to the
idiosyncrasies of language, representation and
words. As Saunders reminds us, “there are rules
for efficient communication in interdisciplinary
meetings. One must learn the appropriate lan-
guage to communicate. Professional jargon, even
with other professionals, is unproductive.”

To communicate involves meeting other
persons in respect of their differences. It means
clarifying one’s own needs and expectations as
well as inviting the others to express their needs
and expectations; it means defining together a
common sphere of action, the interface; it means
being honest and authentic in the relationship;
it means recognising one’s own limitations in
terms of knowledge, competences and levels
of responsibility. Such communicating finally
means abandoning the glut of prejudices which
spoil the quality of the relationship between col-
laborators. For example, before young physicians
arrive in hospital units, one can often hear the
following comments in the nursing teams “.. and
now we have to adjust to a new doctor ... hope-
fully he or she will be smarter than the previous
one ... another very young one who has all the
theory in his head but has never seen a patient ...
this means again and again explaining the rou-
tine, etc” On the physician side, the comments
are different “... when I think that I am only now
used to all of the routine of this unit, it seems to
me that I began yesterday... three months is just
enough to get to know the basics to function
correctly and be accepted by the nursing team
... hopefully I will not be again facing a nursing
team, making me feel like an incompetent per-
son ...” It is evident that the way of looking at
the other professional, even before meeting him,
influences the way of considering him. How can
one build basic confidence for working in an in-
terdisciplinary team for the benefit of patients
with thoughts and comments like these?
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8.5 Structuring
Communication
for Efficient Teamwork

The patient and his family should be the centre
of the interdisciplinary team, and the informa-
tion about how they live through illness and its
multiple consequences is essential to plan ap-
propriate care. In this sense, the patient and his
family should take part in all decisions, since
they are the only ones who can express what is
most meaningful at each moment of their illness.
Patients are our teachers, but only if we, as team
members, are able to listen attentively to them
with our minds and our hearts. Handling in-
formation concerning a patient within the team
needs perceptiveness, tact and sensitivity. Every-
thing that has been said to one caregiver in an
authentic and trustful climate does not necessar-
ily need to be shared with the whole team. The
profound meanings behind words are to be re-
ceived as real gifts in a spirit of human fraternity,
from human being to human being. On the other
hand, there are some situations when the patient
asks the caregiver to keep a secret for himself; the
caregiver must then be careful not to be trapped
in a promise that he will be unable to keep,
knowing the potential negative consequences of
such a promise. In this situation, one should gen-
tly yet succinctly convey to the patient that one
understands his demand but that it is crucial to
share some information within the team, in or-
der to adapt care and be able to accompany him
as adequately as possible at this time of his life.
Data concerning the physical, psychological, so-
cial and spiritual patient’s dimensions enable the
team to define the best therapeutic project for
the patient and his proxies. Passing information
within the team is one of the most essential ele-
ments for interdisciplinary communication.

In the hospital, at home or in any other care
setting, the “transmission tools” represent ad-
equate structures to support communication be-
tween professionals and to provide continuity of
care:

Symptom Assessment Tool We will not dis-
cuss here the relevance of symptom assessment
scales. It is essential, however, to mention how
any symptoms assessment tool can represent a
cohesive approach within the interdisciplinary
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team, as long as all the team members use the
same tool in the same way. This gives them the
opportunity to speak the same language through
a common reference code to qualify and quantify
the patient’s comfort.

Patient’s Record The patient’s record is another
key element for the transmission of data between
professionals. If possible, each team member
should access it in order to look for information
as well as to transcribe care observations or ac-
tions. Physiotherapist, social worker, physician,
nurse, chaplain, care-attendant or any team
member will be more motivated to work within
an interdisciplinary spirit if he perceives that his
contribution is essential to the realisation of the
common goal.

Liaison Book Bolly and Vanhalewyn emphasise
the importance of the liaison book, which is a
very simple and useful tool allowing not only im-
provement to interdisciplinary teamwork, but it
also acts as a time-saving initiative. Experience
shows that the liaison book allows the patient
and his caregivers to become active partners in
care by giving them the opportunity to write
down potentially relevant information for when
the nurse or physician or physiotherapist visit.
Telephone The telephone is often used abusively
in our care settings, but nevertheless it represents
a rapid and performing communication tool,
particularly when it is urgent to pass information
related to patient’s transfer from one care setting
to another. How many times did we hear general
practitioners complaining that they did not re-
ceive any information concerning a patient leav-
ing hospital late on Friday afternoon or that the
home nurse was not informed about the patient’s
return? Conversely, home care or elderly home
teams do not pass global information about the
patient’s habits, his difficulties related to his ill-
ness or the worries he might have concerning the
treatments, which complicates acute care team-
work.

Team Meeting Frequently we hear in our hos-
pitals that team meetings are time-consuming
and one does not understand why so much time
should be used for them. But there are basic rules
for fruitful team meetings as efficient communi-
cation tools. First of all, the objective of the meet-
ing and the importance of one’s presence should
be known by each member. The meeting’s length
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should be clearly defined as well as the type of
meeting. It is not important to discuss here the
different types of meetings exhaustively, but the
reader will easily understand that the results
emerging from a meeting will be different ac-
cording to whether it is a decisional meeting for
treatments, a team supervision about a difficult
patient or a meeting to regulate team conflicts.
Often interdisciplinary team meetings change
into an indefinite patchwork with various objec-
tives: for example, deciding on continuation of
treatment, sharing about what has been difficult
in the unit during the last few weeks, or inform-
ing about relational difficulties with patients’
families.

8.6 Building a Common
Vision and Sharing

Leadership

In order to work as efficiently as possible within
the interdisciplinary team, there is a need for
building a common vision based on individual
visions of the different team members. A com-
mon vision can be a fantastic motor for the team,
as long as the team members as a group take time
to think through the following questions: Which
values do we share? What are our common objec-
tives, meaning the objectives that we all can stick
to together? As persons and as a group, which are
our strong and weak points? How do we use our
strong points complementarily for the patients
and his caregiver’s benefit? How do we manage
to remedy to our weak points?

According to Senge [9], a common vision is
the answer to this question: What do we want to
create together and how are we going to do so? It
seems relatively evident that the preoccupations
of the team are, or should be, centred on the pa-
tient’s and caregiver’s/family’s quality of life. But
it is less evident that the team also has to look at
its own functioning. This requires that each team
member is capable of reflective thinking and that
the climate is stamped with authenticity, trust
and humility, so that these issues can be shared.

Even if each profession can contribute equally
to interdisciplinary teamwork, it is, however,
not necessary that all members of the team are
involved in all decisions. Cummings [10] notes
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that the decision-making process within the in-

terdisciplinary team requires that the three fol-

lowing main questions should be asked:

1. Who has the information necessary to make
decision? Before a decision can be made to
send an immobile, oxygen-dependent patient
home for a week-end, it is necessary to know
if transport will be possible, if there are stairs
that will be faced, how to arrange oxygen in
the community, who will be able to stay with
the patient and who will be available should
things not work out. It is unlikely the chaplain
or dietician, for example, would need to be in-
volved in such a decision.

2. Who needs to be consulted before the deci-
sion is made? Using the above example, this
decision requires consultation between the
patient, his family, the physician, the nurse,
and possibly the social worker and the com-
munity nurse. Failing to consult all those who
will be implicated in carrying out the decision
may mean that some important information
is overlooked.

Who needs to be informed of a decision af-

ter it is made? In this example some of those

needing to be informed might be the dietician

(no meals on the unit for the week-end), ad-

ministration (statistics, census) and commu-

nity liaison (arranging ambulance transporta-
tion).

w

When aiming for the most adequate decisions
to meet the needs and desires of patients and
caregivers, according to the patients’ health sta-
tus, it is necessary to have efficient leadership
within the team. Jackson [11] reminds us that
the team leader has a vital role in this. As he is
not the only person holding information, he
knows who, within the team, is the best person
to share information at one particular moment.
The team leader does not have an answer to all
questions, but he has to care about assuring his
colleagues that the team is not alone in solving
problems. Sharing leadership with participative
management does not mean that everyone does
everything at every moment. Hall and Weaver
[12] mention that even if the responsibility is
shared and collective, it is within the purview
of the leader to identify the different developing
steps and allow the team to take more and more
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responsibility with progressive maturity. This
means that the leader should have a wide knowl-
edge of group dynamics, negotiation and conflict
management, coping mechanisms, professional
health and burnout prevention. His role will con-
sist of recognising the personal and professional
qualities of each member and encourage them
to esteem each other, which will generate an at-
mosphere of enthusiasm and contagious motiva-
tion. As we mentioned at the beginning of this
chapter, working as an interdisciplinary team has
little precedent and it displaces the current, tra-
ditional hospital culture . This is why it is crucial
that the different actors of the care scene learn to
work together.

8.7 Learning Together

to Work Together

The patients bedside is a privileged place for
learning interdisciplinarity, as is postgradu-
ate education, especially if the group of partici-
pants in the course is composed of representa-
tives of diverse professions. At the pre-graduate,
continuing education and post-graduate levels,
pluriprofessional training presents numerous
advantages, highlighted in the WHO technical

report 769 [13]:

- It teaches participants teamwork by promot-
ing respect and mutual understanding be-
tween team members and allowing them to
understand better each other’s strong points,
limits and functions.

- It contributes towards “decompartmentalis-
ing” the study programmes and prevents the
creation of a caste system, which represents a
barrier towards interprofessional collabora-
tion.

- It allows the integration of diverse disciplines
which have a role to play in health care, for
example, health economy, sociology, commu-
nication science, computing, instruction and
SO on.

- It promotes pluriprofessional research, often
in new or under-researched domains and
guarantees an account of all pertinent aspects
of any particular problem.
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Education programs must insist on methods

which allow team members to learn how to work

efficiently together and to understand:

- The responsibility of the team as a group

- The role of each member in executing the
team’s mission

- The overlapping of the team members’ roles

- The necessary processes for teamwork

- The role that the team plays in the global care
system

It is precisely in the privileged space of the edu-
cation setting that different professionals will
be able to acquire such relational competencies.
As Giordan [14] alludes, “to learn is to express
oneself, because expression obliges each one to
debate, to take in account the opposite opinions
in order to elaborate another common explana-
tion. Debating together the appropriate proposi-
tion to a problem leads to being able to back up
one€’s position towards the initial conception, to
strengthen one’s reasoning and to reformulate
one’s ideas”

For this purpose, case study method repre-
sents an efficient pedagogical tool. As the care
project gathers the team members, case study
gathers learning professionals and obliges them
to confront their ideas, because learning is de-
fending one’s point of view as long as it is perti-
nent and then letting it go when it is refuted. It is
also about disputing opposing ideas and prepar-
ing a place for counterpropositions.

But in order that argumentation finds its
place in the interdisciplinary dialogue, it seems
essential that each profession is represented by
one team member. Experience over the years
has clearly shown this to be the case, especially
in palliative care. According to Sebag-Lanoe
[15], “palliative care training must necessarily
include the interdisciplinary dimension, which
represents one of the essential groundings for
appropriate and coherent palliative care. This
way, palliative medicine engenders re-invention
of better co-ordinated institutional functioning,
of wider inter-professional communication and
of more eflicient co-operation which can bring
a significant benefice to the whole medical and
nursing system. This reunification can and must
begin through education.”

F. Porchet

In the future it will be essential that learning
how to work in an interdisciplinary team not only
represents a priority for the concerned actors, but
also for the institutions where those actors work.
In fact, there cannot be any pertinent learning if
the enterprise, in this case the care institution,
does not have a project of developing individual
and collective professional competences. This
means that the institution clearly takes a posi-
tion for learning and developing interdisciplin-
ary teamwork, not only in words but also in the
concrete reality of daily practice. Poupart et al.
[16] remind us that we do not practice interdis-
ciplinarity in and of itself but because we judge
that its contribution is necessary for improving
the fate of individuals or society. Finally and pri-
marily, the patient and his family should be the
main beneficiary of the interdisciplinary team-
work, and the professionals should include them
in a partner relationship as much as possible.

8.8  Conclusion

Interdisciplinary education and the validity of
interdisciplinary work are part of a wider consid-
eration concerning health costs and the constant
search for efficiency in the quality of care offered
to those with severe illness, as mentioned in the
AACN Position Paper [17] regarding interdis-
ciplinary education and practice. Among the
competencies that are indispensable to practice
interdisciplinarity, one may cite oral and written
communication skills, problem-solving, under-
standing of human behaviours, development of
values, all of which should enable the transition
from a competitive to a collaborative mode. Let
us note that collaborating means firstly having
regard for one’s own behaviour by asking one-
self the following questions: Have I listened to
the other person? Do I respect his values and
his ideas which differ from mine? Do I know his
field of action and do I recognise his competen-
cies? Do I trust the other professional?

Not only does interdisciplinary collaboration
bring undeniable benefit to the quality of services
offered to patient and caregiver, but it is also a
source of satisfaction for all professionals in-
volved and thus represents a preventive element
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to professional burnout generated by difficult
and complex situations. All health profession-
als—physician, nurse, pharmacist, social worker
and others—agree that care co-ordination is vital
for patient and caregivers. It is not as easy at it
seems, and one must be clear that this interdis-
ciplinary approach is meaningful only if it does
not oppose each discipline’s specificity, but on
the contrary, joins it complementarily.

Living interdisciplinarity in daily practice is
demanding. As Bolly et al. [18] describe, there is
aneed for each partner to keep the responsibility
related to his own function and at the same time
aneed to recognise the different and complemen-
tary responsibilities of the other team members.
Avoiding competitiveness, sharing information
for the patient’s benefit, co-ordinating and con-
tinually evaluating the team’s functioning, and
sharing ethical values are key elements for suc-
cess. This is the price to pay so that interdisci-
plinary teamwork can topple the traditional or-
ganisation, at the level of individual actors as well
as of health system, allowing each professional to
take his place and fulfil his role. ---Let us hope
that this interdisciplinary approach will, in the
future, be part of all care settings, because each
patient—no matter his pathology, the evolution
of his disease or his life expectancy—deserves
to benefit from global care, taking into account
all dimensions of his and his family’s/caregivers’
suffering.
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Summary

Cancer is increasing in incidence and prevalence
worldwide, and the WHO has recently included
cancer and its treatments as a health priority in
developed and developing countries. The cul-
tural diversity of oncology patients is bound to
increase, and cultural sensitivity and competence
are now required of all oncology professionals.
A culturally competent cancer care leads to im-
proved therapeutic outcome and it may decrease
disparities in medical care. Cultural competence
in medicine is a complex multilayered accom-
plishment, requiring knowledge, skills and at-
titudes whose acquisition is needed for effective
cross-cultural negotiation in the clinical setting.
Effective cultural competence is based on knowl-
edge of the notion of culture; on awareness of
possible biases and prejudices related to stereo-
typing, racism, classism, sexism; on nurturing
appreciation for differences in health care values;
and on fostering the attitudes of humility, empa-
thy, curiosity, respect, sensitivity and awareness.
Cultural competence in healthcare relates to in-
dividual professionals, but also to organizations
and systems. A culturally competent healthcare
system must consider in their separateness and
yet in there reciprocal influences social, racial
and cultural factors. By providing a framework
of reference to interpret the external world and
relate to it, culture affects patients’ perceptions
of disease, disability and suffering; degrees and
expressions of concern about them; their re-
sponses to treatments and their relationship to
individual physicians and to the healthcare sys-
tem. Culture also influences the interpretation

of ethical norms and principles, and especially
of individual autonomy, which can be perceived
either as synonymous with freedom or with iso-
lation depending on the cultural context. This, in
turn, determines the variability of truth-telling
attitudes and practices worldwide as well as the
different roles of family in the information and
decision-making process of the cancer patient.
Finally, culture affects individual views of the pa-
tient-doctor relationship in different contexts.

9.1 Introduction
The existence of major healthcare disparities in
Western countries due to racial and socioeco-
nomic factors and the presence of major differ-
ences in diverse groups with respect to key issues
in healthcare have stirred intense debate and ac-
tion in the medical, sociological and bioethical
worlds. As a result, the notions of cultural sensi-
tivity and of cultural competence have developed
and have been increasingly applied to clinical
medicine (Gostinl1995; Kalnins 1997; Zweifler
and Gonzalez 1998; Seibert et al. 2002). The ac-
quisition of knowledge and skills in delivering
culturally sensitive care became a requirement in
medical schools in highly multiethnic societies
such as the USA, where demographic projections
estimate that minorities will grow from 29% in
2001 to almost 50% in 2050 (Seibert et al. 2002).
Delivering culturally sensitive cancer care is a
priority for oncologists who are increasingly fac-
ing many ethical dilemmas arising from cross-
cultural differences in their daily practices. Ethi-
cal issues in oncology are magnified by several
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factors: the severity of the illness and the nega-
tive metaphorical value of a cancer diagnosis;
the physical and psychological suffering of the
patient, at times extreme at the end of life; the
impact of different degrees of social stigmatiza-
tion and discrimination; the uncertainty related
to the cancer prognosis and to the outcome and
potential toxicity of experimental treatments; the
side effects of many standard cancer therapies;
and finally, the difficult balance between patients’
desire to be involved in their care and their in-
creased vulnerability due to the complex reality
of cancer.

While the need for cultural competence may
appear to be less acute in relatively more homo-
geneous societies and in countries with socialized
healthcare systems, culture has profound impli-
cations in almost all contemporary societies be-
cause multiethnicity is increasingly common and
because different cultures always co-exist within
main cultures, as exemplified by the differences
between North and South in many countries.
Moreover, to the extent that both the patient and
the physician always engage in an asymmetric
yet reciprocal relationship, carrying their own
personal and cultural identity, every clinical en-
counter and every patient—doctor relationship is
an exercise in cultural competence (Surbone and
Lowenstein 2003; Surbone 2004b ).

Cultural differences between patients and
healthcare professionals often give rise to some
common bedside misunderstandings and con-
flicts with respect to truth telling, end-of-life
choices, prevention and screening, and involve-
ment in clinical trials. An example of the impor-
tance of cultural sensitivity in cancer care is the
notion of “offering the truth” to cancer patients
(Freeman 1993). This notion, based on allowing
individual patients to choose their own paths
and rhythm, was proposed as an effective means
to respecting patients’ autonomy to follow their
own cultural norms.

In this chapter, I make frequent use of cross-
cultural differences in truth telling as an il-
lustration of the role of cultural competence in
communication with cancer patients. In any
patient—doctor relationship there is an inherent
problem of what philosophers call act/object am-
biguity, i.e. the fact that the truth of an assertion
may refer either to the content or to the assertion
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of the content. This is especially true when the
appropriateness of an assertion needs to be eval-
uated in the context of particular circumstances,
when a person may be right in what she says and
may not be right in saying it in a given moment
or in a given cultural context (Surbone 2002b ).
Giving blunt bad news to an uninformed cancer
patient whose family has requested the physician
not to do so is an example often encountered in
multicultural oncology practices.

9.2 Culture and Medicine:
Understanding
Keywords

9.2.1 Culture

Culture is defined as the sum of the integrated
patterns of knowledge, beliefs and behaviours
of a given community (Olweny 1994). Cultural
groups share thoughts, communication styles,
ways of interacting, views of roles and relation-
ships, values, practices, customs (Betancourt
2003). Culture is related to race and to ethnic-
ity, and yet their domains are not superimpos-
able. In essence, culture refers predominantly to
the social, while race and ethnicity refer to the
sociobiological domains (Betancourt et al. 2003;
Kagawa-Singer 2003). We all belong simultane-
ously to multiple cultures, expressing themselves
through specific languages, such as the medical
one. Medicine is a culture that involves a specific
language and is associated with a specific power
position in most societies. As an example, both
the patient and the doctor bring their culture(s)
and language(s) to every clinical encounter (Sur-
bone 2004b ).

Factors such as socioeconomic status, educa-
tional level, spoken language, geographic areas,
urban versus rural contexts, religion, gender,
sexual orientation, occupation and disability de-
fine culture as well. All these nested elements of
culture integrate as the woven threads of a tapes-
try to perform integrative and prescriptive func-
tions, whose ultimate goal is to ensure the sur-
vival and well-being of its individual members
(Kagawa-Singer 2003).

Culture contributes to our identity by provid-
ing a reference framework to interpret the ex-
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ternal world and to relate to it, which has been
described as a “web of significance” in which our
dailylives are embedded (Swendson and Windsor
1996). This “web of significance” affects our per-
ceptions of disease, disability and suffering; our
degrees and expressions of concern about them;
our responses to treatments; and our relation-
ship to individual physicians and to the health-
care system (Seibert et al. 2002). Culture influ-
ences the meaning that each cancer patient gives
to the suffering, and the loss of control and the
many uncertainties that accompany their illness.
The experience of cancer is a trial in the life of
oncology patients, who often resort to the grand
narratives provided by their own culture in order
to interpret the physical and psychological pain
of cancer (Nelson 1997). The different values that
different persons attribute to suffering—whether
of redemption, of punishment or of ill fate—are
generally mediated by their culture. The patient
and the physician must negotiate between their
different views of illness and of health to achieve
their common therapeutic goal (Kagawa-Singer
and Blackhall 2001; Kagawa-Singer 2003)

The importance of cultural influences on our
personal identity, however, should not be con-
ceived in a deterministic way, as this only rein-
forces prejudicial and stereotyping attitudes that
inevitably culminate in more or less overt forms
of discrimination. In fact, there is constant redef-
inition of cultural identity. Cultures are dynamic,
interdependent and fluid, and they evolve from
within as well as under the reciprocal influence
of other cultures. Members of different racial,
ethnic and cultural groups undergo assimilation
and acculturation. Individual persons or groups
do not always conform to their own culture, and
cultural identity is only a dimension of one’s per-
sonal identity. When we make generalizations
that are not fully substantiated by evidence, we
fail to recognize that cultural identity is not a
substitute for personal identity, which is rather
primarily grounded in one’s own experiences in
life as well as in universal human values (Sur-
bone 2004b ).

Furthermore, the progressive exposure to
global communication and the increasing de-
mographic mobility determine rapid cultural
changes in contemporary societies, to the point
that cultural identity today goes well beyond
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geographic and ethnic boundaries. The risk of
such globalization is that the Western model,
however, would prevail over deeply routed cul-
tural beliefs in a sort of cultural hegemony (Sur-
bone 2003a , 2004b ). On the contrary, different
cultural identities are a welcome reality of our
world, where some cultures continue to privilege
individual autonomy, while others are more fam-
ily- and community-centred. Thus, both cultural
differences and cultural similarities need to be
acknowledged and respected also in medicine,
where personal and cultural sensitivity and com-
petence are equally needed. In oncology practice,
as an example, we can now find striking cross-
cultural similarities in the approach of cancer
patients to the salient moments in the course of
their illness, such as when facing end-of-life de-
cisions (Kagawa-Singer and Blackhall 2001).

9.2.2  Cultural Sensitivity

Cultural sensitivity for healthcare workers has
been defined as their being “sensitive to the ways
in which community members’ values and per-
ceptions about healthcare differ from their own”
(Zweifler and Gonzalez 1998). Cultural sensitiv-
ity is based on the recognition of cultural diver-
sity and on the avoidance of stereotyping, but
also common universal similarities beyond cul-
tural differences. It describes attitudes, values,
beliefs and personal insight of healthcare pro-
fessionals, including openness to and curiosity
about cultural differences. By contrast, cultural
awareness relates to the healthcare professional’s
knowledge of those areas of cultural expression
which mostly affect patients’ views on healthcare
matters such as language, kinship patterns, reli-
gion, and special dietary habits (Doorenbos et al.
2005).

9.2.3  Cultural Competence

Cultural competence in healthcare not only
relates to individual professionals but also
to organizations and systems.(Kalnins 1997;
Betancourt et al. 2003). A culturally competent
healthcare system “acknowledges and incor-
porates—at all levels—the importance of
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culture, assessment of cross-cultural relations,
vigilance toward the dynamics that result form
cultural differences, expansion of cultural
knowledge, and adaptation of services to meet
culturally unique needs” of patients or groups
of patients (Betancourt et al. 2003). A culturally
competent healthcare system must also consider
in their separateness and yet in their reciprocal
influences social, racial and cultural factors.
In understanding and trying to overcome the
causes for major healthcare disparities in many
Western countries, it has become evident that
cultural variations in patients’ health beliefs,
values, preferences, and behaviours affect the
recognition of symptoms, the threshold for
seeking care, and the willingness and ability to
communicate and explain symptoms, as well as
the understanding of standard information about
diagnosis, prognosis and treatment options,
the trust in different professionals and the
adherence to prescribed treatments (Betancourt
2003). Clearly, these are all essential elements
of oncology care—a practice that can no longer
exist without cultural competence.

9.3 Teaching
Cultural Competence

to Clinicians

Cultural competence in medicine is thus a com-
plex multilayered accomplishment. It requires
knowledge, skills and attitudes whose acquisition
is needed for effective cross-cultural negotia-
tion in the clinical setting. A culturally compe-
tent cancer care will lead to improved therapeu-
tic outcome and it may decrease disparities in
medical care (Langer 1999; Stewart et al. 1999;
Betancourt et al. 2003, Vega 2005). The difficulty
of establishing exactly what cultural competence
entails for the clinician and the failure of many
programmes to really teach about one’s culture
as well as about other cultures has recently been
highlighted. Involving medical students and
physician in training in early programmes that
will help them understand first their own cul-
tural framework is most important (Fox 2005).
This includes understanding the Western culture
of medicine and exploring possible biases and
prejudices (Newmann 1988).
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There are different methods for teaching cul-
tural competence. The “multicultural approach”
focuses on providing relevant information about
different cultures with respect to different health
issues. In oncology, as an example, cultural com-
petence entails a basic knowledge of different
cultural practices of truth telling throughout the
world, as I illustrate in the next section. Another
method, the “cross-culturally based systems ap-
proach’, focuses on the individual patient as a
teacher and on the multiple variables involved
in the process of communication. It presupposes
the physician’s awareness of his/her own cultural
beliefs and values, and it aims at the development
of attitudes and clinical skills (Betancourt et al.
2003).

Effective cultural competence is based on in-
creasing physicians’ knowledge of the concept
of culture as well as of the key notions related to
culture, such as stereotyping, racism, classism,
sexism; on nurturing appreciation for differences
in healthcare values; and finally on fostering the
attitudes of humility, empathy, curiosity, respect,
sensitivity and awareness (Kagawa-Singer 2003).
These attitudes, however, are in no way confined
to cross-cultural clinical encounters but rather
are essential to all physicians and healthcare pro-
fessionals.

Some unsolved issues related to the teaching
and acquisition of cultural competence have re-
cently been analysed in the medical literature.
First, most cultural competence programmes are
limited to a brief training. Second, comprehen-
sive strategies including individual and also or-
ganizational changes require both commitment
and resources that are still scarce. Third, there is
lack of formal consensus on a clear definition of
cultural competence and what the contents of its
teaching should be. Finally, research-based em-
pirical evidence on the effectiveness of cultural
competence is still missing (Vega 2005).

Despite the difficulties inherent in teaching
the complexity of cultural competence, the field
has made major progress since it was born ap-
proximately 20 years ago. In the USA accredi-
tations bodies such as the Commission on Ac-
creditation of Hospital Organizations require
mandatory training in cultural competence for
licensure of healthcare professionals (Betancourt
2003; Vega 2005).
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9.4 Evolution
and Persistence
of Cross-cultural
Differences in Truth
Telling: A Paradigmatic
Illustration

Truth telling is central to communication be-
tween the patient and the doctor in clinical med-
icine and especially in oncology. Truth telling is
also a core issue in bioethics, as it relates to the
doctrines of informed consent and of cultural
competence. The debate on truth telling has al-
ways been particularly intense in oncology and
it has greatly influenced other domains of medi-
cine.

The doctrine of informed consent was born in
1947 as a result of the Nuremberg Trial. One of
the first milestone studies of truth telling prac-
tices in the USA showed that 10% of surveyed
physicians would never reveal a cancer diagnosis
(Oken 1961 ). By contrast, over the following two
decades, physicians’ truth-telling practices in the
USA changed dramatically and in the late 1970s
98% of surveyed US physicians revealed the can-
cer diagnosis to their patients (Novack 1979 ).
Truth telling and informed consent were a reflec-
tion of the growing Anglo-American emphasis
on individual autonomy, grounded in a strong
tradition of privacy rights and personal liberty
(Beauchamp and Childress 1994).

In other cultural contexts and within multi-
ethnic minorities in the USA, truth telling atti-
tudes and practices were rarely discussed until
the late 1980s and early 1990s (Holland et al.
1987; Surbone 1992; Mystadikou et al. 1996). The
initial debate on truth telling was followed by a
wealth of reports from different countries, sug-
gesting major cross-cultural differences in truth
telling (Surbone and Zwitter 1997). In countries
centred on family and community values, the
word “autonomy” was often perceived more as
synonymous with “isolation” than with “free-
dom” Those societies have a more paternalistic
vision of the patient-doctor relationship and
they attribute a protective role to families and
physicians with respect to the ill person (Surbone
1992; Mystadikou et al. 2004). Painful medical
truths were often withheld or strongly mitigated
to avoid taking away hope from the cancer pa-
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tient or causing her severe distress. In most cases,
physicians only informed the patients’ families,
while keeping the patient in the dark. Often this
resulted in a “conspiracy of silence” where doc-
tors and relatives were often caught in the web
of half-truths that in many cases left the patient
suffering alone, unable to ask questions and find
answers, often even deprived of the chance to put
in order their affairs or to say good-bye to their
loved ones (Surbone 1992 ).

A recent worldwide shift in the understanding
of the patient-doctor relationship has resulted in
arapid evolution of truth-telling attitudes among
patients and physicians. The practice of truth
telling to cancer patients is now increasingly
common and public polls conducted through the
media in different countries show a parallel shift
in public opinion in favour of more open disclo-
sure of the truth to cancer patients (Harrison et
al. 1997; Seo et al. 2000; Mystadikou et al. 2004;
Surbone et al. 2004).

Different medical, legal and societal factors,
all intertwined, have contributed to the evolution
of truth-telling attitudes and practices in oncol-
ogy throughout the world. These main factors
appear to be very similar to those that influenced
the shift from non-disclosure to disclosure in the
USA between the 1960s and the 1980s (Novack
1979; Anderlick et al. 2000. Patients of different
cultural backgrounds have started demanding
respect of their rights, including that of sharing
any decision making about their health and ill-
nesses, and physicians have changed their prac-
tices of disclosure. As a result of the contributions
of physicians, patients, the public and the media,
the word “cancer” seems to have lost some of its
metaphorical implications related to imminent
and inevitable death, and cancer patients suffer
less stigmatization and isolation.

Despite the international trend just described,
partial disclosure and non-disclosure are still
supported and practiced by physicians through-
out the world. Studies suggest that even among
those physician who assert that patients have a
right to be informed, the actual rate of disclo-
sure remains low (Grassi et al. 2000; Tse et al.
2003, Monge and Sotomayor 2004; Surbone
et al. 2004; Voogt et al. 2005). Also, surveys of
cancer patients reveal a persistent lack of aware-
ness of the severity and curability of their illness
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(IGEO 1999 ). These data may be interpreted as
a function of anthropological and sociocultural
differences. For example, cultural changes may
occur in cohorts related to social and attitudinal
changes of different generations (Glenn 1980).
Also, partial disclosure may still occur in those
cultural contexts where the requirement for a
substantive consent allows doctors to separate
the medical act from the reasons behind it, or
where abiding to traditional family and commu-
nity values may take priority over following the
written law (Surbone et al. 2004). Paternalism
may be an expression of traditional hierarchical
and authoritarian values that still predominate
in specific geographic areas historically less ex-
posed to the Western model.

Variations in patients’ and physicians’ atti-
tudes and practices, however, may also be related
to age, geographic location and the type of treat-
ing institution in almost all countries. There are
similar observed differences in disclosure and
information rates in urban versus rural commu-
nities and in northern versus southern areas of
different countries. Also, major variations have
been reported among patients and physicians in
leading teaching institutions and large city hos-
pitals versus private and peripheral practices, re-
gardless of the country (Baile et al. 2002).

According to extensive data from the Anglo-
American world, including Australia, Canada,
the UK and the USA, most patients expect truth-
fulness about their illness and wish to participate
to the decision-making process involving their
treatments (Emanuel et al. 2004) In Western
countries, more informed and more involved pa-
tients seem to fare better in terms of compliance
with difficult therapies, and sharing the decision-
making process between the patient and the doc-
tor seems to result in better care and better out-
comes (Baile et al. 2002; Fallowfield and Jenkins
2004 ; Katz et al. 2005; Nattinger 2005; Brown et
al. 2004 ).

Recent data collected from the growing num-
ber of patients who are now informed of their
cancer diagnosis in countries where tradition-
ally the truth was withheld seem to confirm that
these patients also do not experience particular
distress or discomfort when they are told the
truth about their cancer (Elwyn et al. 2002). Fur-
thermore, studies on patient preferences seem to
suggest strong similarities with Western types in
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terms of patients’ general needs and preferences
for communication (Sekimoto et al. 2004 ; Nayak
et al. 2005).

9.5 Culturally Competent
Care and Respect

for Autonomy

The increased emphasis on personal self-gover-
nance in the Anglo-American world is mirrored
in the current model of the patient-doctor re-
lationship, which includes doctors’ moral ob-
ligation to respect and foster their patients’ au-
tonomy and to develop equal partnerships with
them, first and foremost through the practice of
truth telling. The autonomy model is in sharp
contradistinction to the paternalistic model of
charismatic physicians who, at their discretion,
maintain all power, including that of withhold-
ing truth (Beauchamp and Childress 1994).

However, the current Western preoccupation
with equality and autonomy, uniformity and im-
partiality, with rules and reciprocity suited for the
voluntarily bargaining relations of non-intimate
equals often fails to capture the essence of the
patient—doctor relationship (Surbone and Low-
enstein 2003). This is an asymmetrical relation of
help between the patient, who is in a “uniquely
dependent state” by virtue of her illness, and the
physician who assumes the responsibility to care
for the patient (Pellegrino and Thomasma 1988).
The patient-doctor relationship thus carries
particular ethical implications related to vulner-
ability, asymmetry, distance and intimacy, which
require considerations of care, trust and justice
along with respect for relational autonomy (Baier
1994; Sherwin 1998; Anderlick 2000).

The notion of “respect for the patient’s rela-
tional autonomy” is very helpful in framing the
issue of truth telling and in trying to analyse
different attitudes and practices. It is also neces-
sary to understand the many unsolved aspects of
truth telling that go beyond cultural differences.
“Autonomy” is a complex concept, as it refers to
the one’s capacity to choose, but also to the ability
to implement one’s choices. Autonomy is a nec-
essary attribute of rational human beings and it
is universally valid (Mahowald 2000). However,
both internal and external factors and resources
contribute to one’s autonomy and from the be-
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ginning to the end of our lives, we are embed-
ded in a context of social relations, which shape
us and sustain us (Sherwin 1998). Regardless of
one’s cultural identity, autonomy is always rela-
tional and situated, rather than simply a matter
of individual choice. Imposing the truth onto an
unprepared patient whose cultural expectation
is to be shielded from painful medical truths is
not necessarily an act of respect for autonomy
(Pellegrino 1992). Any patient should be free
to delegate her autonomy to a certain extent to
the physician or the family and the community,
when this corresponds to her individual or cul-
tural value system.

Finally, in clinical medicine one cannot ignore
the actual sociocultural conditions that make the
patient’s autonomy possible. As an example, the
patient’s decision to participate in a clinical trial
often does not depend only on the information
about the trial, but it is also influenced by socio-
economic barriers to access (Brawley 2003). In
the field of genetic screening, the decision to seek
genetic information is in large part a function of
social perceptions and discriminatory practices,
which may greatly limit one’s autonomy .

9.6 Common Cross-
cultural Issues
in Bedside Oncology
9.6.1 Communication

About Diagnosis

There is ample evidence that the diagnosis of
cancer is now being revealed to most patients
in many, if not most, countries. In a survey of
167 oncologists attending the 1999 International
Meeting of the American Society of Clinical On-
cology, there was no difference between Western
and non-Western physicians in disclosure of di-
agnosis (Baile et al. 2002). By contrast, whether
and how to disclose prognosis and to deliver
“bad news” is far from being a settled issue even
in those countries with a long tradition of truth
telling (Butow et al. 1996; Parker et al. 2001; Baile
etal. 2002).

The cancer diagnosis, even when complex and
difficult, can be established and confirmed with
good degrees of certainty that can be conveyed
to the patient, though specific modalities of com-
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munication may be culturally determined. In
many cultures, for instance, doctors often use
euphemisms, such as “growth” or “condition”
instead of the word “cancer” and patients prefer
them, even when they wish to be told the truth
(Baile et al. 2002). In some cultures, the utter-
ance of words bearing a negative connotation
is believed to affect the reality for worse (Car-
rese and Rhodes 1995). In other cultures, words
such as “cancer” or “depression” do not exist, and
people do not share our Western causal explana-
tions. In a poignant essay, Dr. Levy from Zimba-
bwe reported that her patients perceived cancer
as a ghost (Levy 1997). In all cultures, but partic-
ularly in those where patients are shielded from
open truth telling, non-verbal communication is
extremely important (Dunn et al. 1993). As the
meaning of non-verbal forms of communication
is subject to great cultural variability, oncology
professionals practicing in multicultural settings
need to have some specific knowledge of cross-
cultural differences in non-verbal communica-
tion. Pauses and silences always have tremendous
effect on our patients, and we know that almost
any piece of information can be downplayed or
emphasized through body gestures, eye contact
and modulation of one’s tone of voice. The effect
of pauses and gestures, however, is not the same
universally. As an example, in most Anglo- and
Latin-American cultures, some form of touch
from one’s physician is generally equated with
an expression of empathy. The degree of physical
closeness that patients expect and desire, on the
contrary, appears to be very different in Asian
cultures (Ammann and Baumgarten 2005; Fuji-
mori et al. 2005).

9.6.2 Communication
About Prognosis

and Risk Assessment

When talking with their patients about prognosis
and risk assessment, physicians are acutely con-
fronted with the interplay of certainty and uncer-
tainty at the cognitive level, and of hope and ex-
pectations at the psychological and spiritual level
(Del Vecchio et al. 1990; Surbone 1997; Clayton
et al. 2005 ; Chochinov et al. 2005; Ferrell 2005;
Hagerty et al. 2005; Hartmann 2005; Kalemke-
rian 2005). Many recent studies confirm that the
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balance between fostering and taking away hope
is a very delicate one, and that many physicians
may be reluctant to be involved in any discourse
on hope. These issues are extensively discussed
in other chapters in this book, by Drs. Stiefel and
Razavi and by Dr. Lloyd, who addresses specifi-
cally communication in palliative care and at the
end of life.

Many of the difficulties encountered by pa-
tients and physicians alike in discussing progno-
sis seem to go beyond cultural differences. Even
in Anglo-American cultures, the disclosure of
prognostic information occurs much less often
and it is left to the individual physician, while the
disclosure of diagnosis is required by law (Spiro
2005). Often, patients specifically ask not to be
kept informed of the details of their diseases, but
sometimes it is the physician who does not feel
comfortable taking away too much hope from
patients.

Prognostication is related to the physicians
awareness of the asymmetry and power imbal-
ance inherent in the patient-doctor relation-
ship—something that is universally true, and yet
may deserve greater consideration in different
cultural contexts. Bye the patient-doctor rela-
tionship is an asymmetric relationship, where the
vulnerability that the illness creates in the patient
meets the expertise of the physician whose help
has been requested by the patient. In a relation of
help, the power is not equally distributed between
the partners, and abuses may occur in different
forms. To avoid such more or less subtle abuses
of power within the patient-doctor relationship,
it is essential for the physician to acknowledge its
intrinsic asymmetry as well as the uncertainties
of clinical medicine (Surbone and Lowenstein
2003; Howe 2003). As an example, physicians at
times may hide behind statistic information to
maintain control in the patient-doctor relation-
ship or to mask their own difficulties in accept-
ing their own limitations with respect to the pos-
sibility of cure. A profound sense of humility and
respect for the patient as “Other”, accompanied
by individual and cultural sensitivity, may fa-
cilitate effective communication about prognosis
and about risk assessment (Surbone 2005).
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9.6.3 Role of Families
Cancer is an illness that not only affects the sick
person, but also their entire family, and the heal-
ing and caring process depend also on the inter-
actions of the physician with the family and the
community (Baider et al. 2000). The internal dy-
namics of the family are inevitably altered by the
cancer illness and by the caregiving responsibili-
ties that families take upon themselves, especially
at the end of life. In almost all cultures, women
tend to be the caregivers in the family (Surbone
2003b; Mook et al. 2003; Baider et al. 2000 ). The
relationship with the patient’s family is amply
discussed by Dr. Firth in this book, and I will
thus only briefly treat some cultural aspects.
Families are almost always involved in the
course of the evolution of the patient’s cancer
in every culture, and they are rarely be excluded
from participating in the process of information
and communication, unless it is the expressed
wish of the patient (Farber et al. 1999). The extent
and modalities of family involvement are differ-
ent and in some countries families make deci-
sions in place of uninformed patients. In many
countries, especially in Asia, the family is always
consulted before revealing a cancer diagnosis to
the patient (Seo et al. 2000; Kagawa-Singer and
Blackhall 2001). Although most patients in the
USA believe that the patient should be the pri-
mary decision maker, still major differences were
reported in African-Americans and white pa-
tients and their families (Phipps et al. 2003).
Often, it is the family that requests the hospi-
tal staff not to disclose the truth to the patient,
also in countries with strict requirements for in-
formed consent ( Kinsella 2001; Anderlick et al.
2000 ; Baile et al. 2002; Elwyn et al. 2002; Phipps
et al. 2003). In a recent study of a multicultural
patient population attending a large cancer cen-
tre, particular emphasis was placed on tailoring
the degree of information given to different pa-
tients in view of their individual but also family
and community values, especially when dealing
with specific requests to withhold or to miti-
gate the truth (Anderlick et al. 2000). In West-
ern countries, it has been reported that the in-
tervention of relatives almost invariably renders
much more complicated the discussions between
the patient and the physician (Higginson and
Costantini 2002).
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A 2005 survey of 150 relatives of recently di-
agnosed cancer patients in Turkey revealed that
66% did not want the diagnosis to be revealed to
the patient. Factors that influenced the family re-
quest not to tell were male gender of the patient,
diagnosis other than breast cancer, stage IV dis-
ease, insufficient family knowledge about cancer
in general, strong religious beliefs and the ab-
sence of the patient’s request for disclosure (Oz-
dogan et al. 2004). Negotiating the concerns of
family members while respecting patients’ needs
in terms of information and shared decision
making can be extremely challenging (Benson
and Britten 1996).There may in fact be distinct
informational needs to be addressed (Clayton
et al. 2005). Families may require guidance and
support when faced with a tell or not tell situa-
tion (Maguire and Faulkner 1988; Maguire et al.
1996). Furthermore, patients, family caregivers
and physicians all interact in a connected system
and efforts are needed to improve understand-
ing and concordance among them (Farber et al.
2003).

9.6.4 Respecting Cultural
Differences in Western

Hospital Settings

Respect for cultural differences and for relational
autonomy does not have to be blind, nor does it
require that physicians subscribe to any form of
cultural determinism. Physicians, while being
sensitive to and avoiding any form of stereotyp-
ing and/or of cultural imperialism, are entitled to
advocate for their patients’ rights to self-determi-
nation. Often, the lack of information conveyed
arises from miscommunication or real conflicts
between the patient and the family and the phy-
sicians’ role is to clarify such misunderstand-
ing by being on the patients side (Clayton et al.
2005). In the clinical setting, physicians foster
their patients’ autonomy by always putting their
patient first and by spending the necessary time
to understand what their patients wishes are in
truth-telling matters.

Respecting different attitudes toward truth tell-
ing of patients treated in a society with a homog-
enous medico-legal system, in which withhold-
ing the truth is considered an infringement on
the patient’s autonomy, poses major quandaries
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(Anderlick et al. 2000; Surbone 2003). In the
contemporary Western healthcare context, unin-
formed patients tend be a source of stress for the
hospital staff, and lack of information can be an
obstacle to good medical care (Fallowfield and
Jenkins 1999). It is not advisable to encourage
physicians to go against the deontologic and le-
gal requirements of their society. While it may be
possible—though no longer recommendable—to
withhold some information from cancer patients
in countries where this is a commonly accepted
practice based on ethically justified norms, it
is always a mistake not to be truthful to cancer
patients treated in a country where disclosure is
the ethical norm and it is legally required. In the
course of a chronic illness such as cancer, entail-
ing frequent visits to different specialists and of-
ten requiring periods of hospitalization, almost
all patients will inevitably be told the truth at
some point and consequently lose trust in the
treating physicians and team (Fallowfield et al.
2002). Often, in fact, disclosure occurs through
staff members, who may not have an established
connection with the patients and may be unaware
that relevant information had been withheld.

Cross-cultural medical encounters pose many
additional difficulties related to language and
therefore to the process of translation. Studies in
philosophy and anthropology have established
that language goes far beyond semantics, and
rather it reflects different peoples’ ways of life.
These, in turn, are based on different meanings
and values that are acquired within one’s culture.
In acquiring language skills, people from early
ages learn about the truth-value of different as-
sertions in a specific cultural context (Williams
2002). Translations from a language into another
are thus very complex and require particular care
when they involve the delivery of medical infor-
mation and of bad news (Russell Searight and
Gafford 2005).

9.6.5 Improving Effective
Communication
in Cross-cultural

Medical Encounters

Establishing rigid guidelines for cross-cultural
encounters is a difficult task. Excellent stud-
ies have suggested steps that may be followed
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in cross-cultural patient-doctor encounters
(Kagawa-Singer 2003). Following are recom-
mendations based on my own clinical experi-
ence and research in cross-cultural encounters
with cancer patients (Surbone 2004a ). Health-
care professionals should not make assumptions
based on race, nationality or language of their
patients, and rather they should take the time to
ask them to briefly describe their cultural back-
ground, including their religious beliefs. Though
it may appear superfluous, it is often appropriate
for physicians of a different culture to briefly ac-
knowledge their own background.

Physicians should also ask new patients to
what type of family they belong—whether ex-
tended or nuclear, close or distant—and ask
them directly to what extent they wish their fam-
ily or friends to be involved. In any cross-cultural
encounter, the physician should tactfully and yet
openly ask patients how informed they wish to
be about their illness and to investigate their in-
formation preference, while also clarifying that
he or she must respect the laws of the country of
practice (Butow et al. 1997).

With respect to translation, it often helps
to inquire with the patient about the language
spoken at home. Professional translation, when
available, should always be offered and the trans-
lator should be considered and involved also as
a “cultural mediator” When the translation is
performed by a relative or a friend, the physician
should find a way to double-check at random if
the translation is correct or if it leaves out rel-
evant information (Russell Searight and Gafford
2005).

Finally, during the course of a chronic illness
that often progresses through many phases, it is
essential to verify the patient’s understanding of
the illness at different points. This can be done
by occasionally pausing to let the patients ver-
balize their grasp of the situation as well as their
concerns and hopes. Listening and observing
become equally important in cross-cultural en-
counters where language barriers are frequent.

9.7 Conclusions

This chapter has treated the most relevant cul-
tural aspects of communication in cancer care.
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Cultural competence is about the cultural differ-
ences and also the cross-cultural similarities that
exist within the context of good communication
in the clinic. Communication is an art that re-
quires dispositions and virtues, as well as expe-
rience and training. Multiple studies have con-
firmed that communication skills can be taught
and learned by physicians at any stage of their
career. Being a good and effective communica-
tor helps both physicians and their patients and
families. Learning how to break bad news, how
to deal with an angry or difficult patient, how
to approach end-of-life discussions with cancer
patients is essential to oncology professionals,
including the most empathic and compassionate
ones, who need a solid framework within which
to best communicate with their patients as well
as to prevent burn-out in their personal lives.

As an experiential skill, communication can
and should be taught with different methodolo-
gies that have been shown to improve physicians’
communication skills as well as patients’ satis-
faction. These subjects are extensively treated
by Drs. Fallowfield and Jenkins and by Drs. Fa-
vre, Despland and Stiefel in this book. Being a
good communicator, however, also involves the
moral character of the physician and requires
individual and cultural sensitivity, empathy and
compassion, respect for the “other” in front of us
and genuine interest in what she has to say and
in how she feels (Spiro 1993; Butow et al. 1996;
Fox 2005; Surbone 2005). A good communicator
never betrays the complexity of the patient-doc-
tor relationship and of the cultural differences
and similarities that deeply affect any communi-
cation process.

In my own experience of over 20 years of
practicing medical oncology in different coun-
tries and multicultural settings, I have become
convinced that rarely are our patients unaware
of their own situation, because they are the ones
who suffer from the illness and from the cancer
treatments with their immediate and long-term
sequelae. Communication of the truth is always
possible during the course of a long-lasting pa-
tient-doctor relationship. Yet, clinical algorithms
and guidelines for optimal communication are
difficult to establish and they are not necessarily
applicable cross-culturally. Furthermore, acquir-
ing and practicing cultural competence can often
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fail to produce a measurable impact on the de-
livery of healthcare, especially when it represents
the isolated effort of individual healthcare pro-
fessionals and does not reach and overcome or-
ganizational and structural barriers (Betancourt
et al. 2003).

Culturally competent cancer care requires
knowledge, dedication and time. Oncology
professionals are increasingly working under
financial and time constraints and often under
enormous peer pressure. Yet, delivering cultur-
ally competent cancer care has not only become
a necessity, but is also an extremely rewarding
task. Nurturing the profound sense of privilege,
enrichment and fulfilment that derives from
meeting uniquely different patients is essential to
our ability to care for our patients and also for
our inner life as physicians and oncology profes-
sionals. Those of us who have been gifted with
occasional epiphanies of real communication
with our patients know only too well the impor-
tance of sharing a unique moment of intimacy
or of deep connection with them, even beyond
what we consider good standard communication
(Matthews et al. 1993; Lowenstein 1997). While
these epiphanies may be increasingly rare in to-
day’s Western healthcare systems, where patient
care is often fragmented and rushed, cultural
sensitivity and cultural competency contribute
to the ability of oncology professionals to reach
deeper levels of communication with their pa-
tients and to help them cope effectively with the
many challenges of cancer.
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Summary

Too many patients leave their consultations with
insufficient understanding about their diagnosis,
prognosis, the need for further diagnostic tests,
the management plans, or the therapeutic intent
of treatment. This situation is not entirely due
to paternalism or a lack of awareness that pa-
tients worldwide desire more information, but
rather a reflection of the dismal communication
skills training that most healthcare profession-
als receive. There have been many developments
aimed at rectifying this situation, but there are
still too few publications available demonstrating
efficacy. Nevertheless, evidence shows that com-
munication skills can be taught and that if taught
well then the impact endures into the clinic. This
chapter looks at some of the history of good evi-
dence-based interventions to improve communi-
cation and makes a plea for more research-based
evidence for improved patient outcomes follow-
ing training. Unless attention and resources are
given to help healthcare professionals in this core
clinical skill then we will never be able to help
patients and their families take an informed and
educated role in their own cancer care.

“A successful dialogue between patient and physi-
cian is at the heart of working scientifically with

patients.”

George Engel, 1995

10.1  Short History

It is difficult to identify within the history of
medicine when and in what form general com-
munication skills training first began. It is prob-
able that for centuries the old apprenticeship
model pertained with students learning through
observation of physicians on clinical ward
rounds rather than from formal lectures or writ-
ings on the topic; certainly this was the primary
method for all medical education in eighteenth
century England. Back in the mid fifth century
b.c., however, Hippocrates produced a code of
ethics that included what doctors should do and
say to comfort their patients (Lyons and Petro-
celli 1978). We do not have a record of the exact
form of words suggested, but we do know that
Hippocrates' doctrine, unlike his contempo-
raries, emphasised the importance of the patient
rather that the disease.

Not until 1927 did Francis Peabody (Peabody
1984), a clinician working in Boston USA, focus
the spotlight back on communication between
the clinician and the patient. In this landmark
article “The Secret to the Care of the Patient”, he
noted that the most common criticism made by
older practitioners was that young graduates “are
too ‘scientific’ and do not know how to take care
of patients” What Dr. Peabody voiced almost
80 years ago was that medicine focussed on the
biology of disease and ignored important psy-
chosocial factors and effective communication
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that were essential to the development of a good
physician—patient relationship.

In the 1960s the interview became the focus
of research, and evidence emerged demonstrat-
ing that health professionals really needed to be
taught effective communication skills. Many cli-
nicians believed that you either possessed these
skills or not, and that no amount of teaching
would change people’s behaviours. Some of the
earliest (now seminal) studies published empha-
sising the need for communication skills training
came from the work of Barbara Korsch and Vida
Negrete, who observed doctor-parent commu-
nication within a large paediatric clinic (Korsch
and Negrete 1972). The study involved videotap-
ing interactions between doctors and parents of
sick infants followed by immediate and delayed
interviews. These interviews examined parents’
satisfaction with the doctor’s performance, their
understanding of the terminology used in the
consultations and how much the parents com-
plied with the doctor’s instructions. The detailed
findings from over 800 cases highlighted barriers
to effective communication, specifically doctors’
use of technical language, not addressing the
parents’ concerns directly, and being too busi-
ness-like in their approach. The results also iden-
tified evidence of good communication skills
and showed that when the parent had an active
interaction with the doctor, compliance with
treatment and satisfaction were higher.

Communication skills training for medicine
developed in earnest around the time of this in-
fluential work, and George Engel in the United
States pioneered his patient-centred approaches
when teaching medical interviewing, which will
be described later. Although primary care phy-
sicians early on embraced the need for patient-
centred interactions through better communica-
tion, specific training targeted at the healthcare
professionals working in oncology only really
began in the late 1980s. This setting has been
the focus for considerable research around the
development and evaluation of communication
skills training in the past 20 years.
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10.2 Why CST Training:
Background

“The chief virtue that language can have is clear-
ness, and nothing detracts from it so much as the
use of unfamiliar words.”

Hippocrates

Although the essentials of effective commu-
nication remain the same whatever the setting,
consultations about cancer contain many diffi-
culties. The specific problems and situations en-
countered need elaboration and also research to
enable a core teaching programme with relevant
and evidence-based content. Too often the com-
munication skills courses available are generic in
focus and fail to define precisely the content and
context in which specific skills are most likely to
enhance the interaction. Moreover, much of the
early research about doctor-patient communica-
tion arose from primary care settings; many of
these interviews, where patients may arrive with
a plethora of psychosocial and psychosomatic
concerns, differ substantially from those within
oncology. An anxious patient with a personal
or social problem that manifests itself through
complaints about headaches and sleep difficul-
ties may need a very different interaction with
her doctor than one anxious to receive the re-
sults of the scan that reveals a cerebral tumour.
Although patients being investigated for cancer
would welcome some psychosocial enquiry and
identification of their concerns, arguably they
might be more interested in learning the nature
of their disease and importantly the treatment.
Using a typical primary care interview as a tem-
plate for communication skills training might
not be appropriate in an oncology setting where
information giving is vital and likely to result
in the doctor speaking more than the patient.
Learning how to pace complex information and
provide it in a flexible manner appropriate for
patients with different educational, social and
cultural backgrounds, whilst being empathic and
responding to patient-led cues is not easy in a
busy clinic, and healthcare professionals receive
little training in this core clinical skill. For those
involved in teaching, a clear understanding of
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Table1 The DREAM interview: key components and skills needed

Collecting accurate data, e.g. taking a clear medical history of needs knowledge about

appropriate use of open, focused open and closed questions and avoidance of leading and

Establishing a relationship or rapport, e.g. learning more about patient’s worries and concerns

and making patient feel comfortable by giving and asking information; not interrupting too
much or looking at notes; needs awareness of verbal and non-verbal communication and

Being empathic, e.g. responding to appropriately to patient-led cues; acknowledging burden of

Giving advice, e.g. explaining logic and rationale for treatment; putting complex information

into layman's terms; needs ability to structure information giving into manageable chunks, to

Data
multiple questions
Relationship
ability to engage in active listening
Empathy
disease and treatment
Advice
summarise and constantly check understanding
Motivation

Providing motivation, e.g. ensuring that patient understands the true therapeutic intent of

treatment and feels motivated to embark on therapy with likelihood of achieving realistic goals;
needs unambiguous use of language; ability to focus patient on goals such as improving quality

of life

the structure of the interview together with ac-
knowledgement of some of the likely barriers to
effective communication is paramount.

Some of the communication difficulties found
in typical oncology consultations may include
breaking bad news about diagnosis or recurrence,
giving results or describing the need for further
diagnostic tests, explaining complex treatment
options and clinical trials, obtaining informed
consent and discussing transitions from active
therapy to palliative care (Fallowfield and Jen-
kins 1999). All these potential topics need to be
set against a framework for the interaction which
has been described as the DREAM interview. See
Table 1.

10.3 Results of Poor
Communication

in Cancer

Unless a doctor can find some way of under-
standing how a patient integrates and then inter-
prets the often quite complex biomedical infor-
mation into his everyday world and experiences,
the dialogue between them largely proceeds as
two parallel and separate monologues. The spe-
cifics and detail in explanations about diagnostic
tests and management plans and an affective ap-
preciation for the life context within which the

patient places these, are necessary prerequisites
for successful and effective communication be-
tween patients and their doctors.

Poor communication can result in faulty
clinical data collection, worsened clinical and
psychosocial outcomes, greater likelihood of
litigation (Levinson et al. 1997) and confusion
over prognosis (Hagerty et al. 2005). In addition,
many patients feel that they have received insuf-
ficient information and have not been properly
involved in decision making about their treat-
ment and care (Davison et al. 1995; Degner et al.
1997). A recent study examined the relationships
between decisional role (preferred and assumed)
at time of surgical treatment (baseline), congru-
ence between assumed role at baseline and pre-
ferred role 3 years later (follow-up), and qual-
ity of life in 205 women diagnosed with breast
cancer (Hack et al. 2005). The authors reported
that a statistically significant number of women
had decisional role regret, with most preferring
greater involvement in treatment planning than
was offered. Women who indicated at baseline
that they were actively involved in choosing their
surgical treatment had significantly higher over-
all quality of life at follow-up than women who
indicated passive involvement. These actively
involved women had significantly higher physi-
cal and social functioning and significantly less
fatigue than women who assumed a passive role.
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In another study involving women with
breast cancer, benefits accrued to women being
treated by doctors who offered choice of surgery
wherever possible (Fallowfield et al. 1994). The
results had little to do with choice, however, as
even women who could not exercise choice due
to constraints such as tumour size had reduced
levels of psychological morbidity. The reason for
this finding was that doctors who tried to involve
patients as much as possible were better commu-
nicators and provided much more information
about the rationale for treatments being sug-
gested.

Patients today are more aware than ever of
what to expect and the sorts of treatments avail-
able, which they may have read about through
the media or on the Internet. This can either be
a help or hindrance to a consultation, depend-
ing on whether the patient is well informed or
misinformed. Also, there are different types of
consultations that require their own complex
language, for example discussing treatment op-
tions with patients as part of randomised clinical
trials (Jenkins et al. 2005).

Most healthcare professionals working within
the cancer setting experience some emotional
reaction and degree of job dissatisfaction during
their career. This can be a reaction to the pressure
from management to increase the speed with
which patients are diagnosed and treated, often
without additional resources and infrastructure.
Problematic communication with patients is
thought to contribute to emotional burnout and
low personal accomplishment (job satisfaction)
as well as high psychological morbidity in clini-
cians (Ramirez et al. 1996), and this finding has
not changed perceptibly in 10 years (Taylor et
al. 2005). Ramirez and colleagues reported that
doctors acknowledged that poor communication
and management skills training contributed to
their psychological distress and burnout.

Ineffective communication also has negative
effects on patient care and causes stress when
nurses interact with each other, medical col-
leagues, patients and relatives (Fallowfield et al.
2001b). As much of the delivery of healthcare
services is handled by multidisciplinary teams
(Jenkins et al. 2001; Catt et al. 2005), communi-
cation between and within teams must be clear
and unambiguous to help avoid errors and to
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ensure that accountability for system failures is
recognised and acted upon (Firth-Cozens 2001).

A recent (2002) report by the independent
National Confidential Enquiry into Perioperative
Deaths (www.ncepod.org.uk/) cited poor com-
munication and teamwork as major contributory
factors in the large numbers of deaths that occur
within 3 days of a medical intervention. There is
some evidence that traditional hierarchical bar-
riers and differing perceptions of informational
roles in healthcare teams make discussion about
errors problematic (Sexton et al. 2000). The like-
lihood that errors will be accurately reported and
identified so that individuals and systems can
benefit and protect future patients may be less in
dysfunctional teams.

Many malpractice complaints stem from poor
communication vs negligence or error (Vincent
et al. 1994). In the US particularly, litigation is a
major concern costing billions of dollars annu-
ally. There is evidence that sued and non-sued
physicians have different styles of communica-
tion (Levinson et al. 1997) and that major insur-
ance agencies provide discounts to doctors who
attend communications skills training courses.

10.4 Different Ways
of Teaching CST

“Learners respond best to the same values as pa-
tients do—caring, respect, understanding, empa-
thy and competence.”

Lipkin 1995

Communication skills training should bring
benefits to both the patient and the health pro-
fessional. It is widely accepted that communica-
tion skills need to be taught and that even senior
professionals can acquire new skills that translate
into the clinical setting and are enduring (Fal-
lowfield et al. 2002, 2003). Despite the existence
of level 1 evidence that communication skills
training improves the way health professionals
interact with patients, there are no clear guide-
lines about what form of training to use. Many
different approaches have been taken by educa-
tors attempting to improve communication skills
of healthcare professionals within oncology. One
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of the most influential models for teaching com-
munication skills to groups of physicians was
developed by Mack Lipkin. The Lipkin model it-
self drew on the contributions from psychiatrists
George Engel and Carl Rogers, together with the
educational theories of Knowles (1980) and Fri-
ere (1986 ). Fallowfield and colleagues modified
this original Lipkin model for use within oncol-
ogy (Fallowfield et al. 1998).

These types of residential courses are learner-
centred, incorporating cognitive, affective and
behavioural components. Participants work in
small groups of 3-5 individuals, led by an ex-
perienced facilitator and role-play with patient
simulators (actors) skilled in providing construc-
tive feedback from role-playing. In these types of
communication skills training courses, each cli-
nician/health professional identifies the commu-
nication problems most important to him and
then works on ways of resolving at least one of
these through role-play with patient simulators
followed by video review and group discussion.
Training courses based on this model are rated
highly by participants (Fallowfield et al. 2001b,
2002) and although resource intensive, they do
result in beneficial changes in communication
behaviours that translate into the clinical setting
and are enduring (Fallowfield et al. 2003).

In a recent systematic review of communica-
tion training methods for health professionals
who work with patients with cancer, only four
were grade la randomised controlled trials (Gy-
sels et al. 2005). These were the work of Klein et
al. (1999), Fallowfield et al. (2002), and two by
Darius Razavi’s group in Belgium (Razavi et al.
1993, 2002). Klein and colleagues focussed on
the effects of using patients with cancer in teach-
ing communication skills to 233 medical un-
dergraduates, and the investigators re-evaluated
54 of these students 2 years later. Students were
randomised to be taught communication skills
either with patients who had cancer or patients
with other illnesses. The study took place within
an interview methods course for third-year med-
ical students, and two outcome measures were
used to assess their performance. One examined
attitudes of students towards what they consider
to be important characteristics of hospital doc-
tors and attitudes towards various aspects of the
management of patients. The other rated a video
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recording of the students interviewing a real pa-
tient. The authors reported that the experimental
group had better ratings in terms of respond-
ing empathically, showing regard and concern
for the patient and assessing the impact of the
symptoms on a patient’s life. Razavi’s work with
oncology nurses focussed on a variety of skills
as a component of a more psychological training
package. The first study looked at the effects that
a 24-h psychological training programme had on
the attitudes, communication skills and occupa-
tional stress in oncology nurses. The nurses were
randomised to attend training courses (eight
weekly sessions of 3 h) or a waiting list. Com-
munication skills were assessed via videotaped
role-play with simulated patients. In this study,
limited changes were found in communication
behaviours; the only significant change that oc-
curred was that the intervention group was more
“in control” of the interview (Razavi et al. 1993).
In their later study, the nurses were videotaped
under two conditions, a simulated interview with
an actor and a clinical interview with a cancer
patient. They reported an increase in emotion-
ally laden words used by those nurses who had
attended training compared to those in the con-
trol group, and this increase in emotional word
use facilitated patients’ expressions of emotion
(Razavi et al. 2002).

A similar finding of improved communica-
tion in nurses occurred in two studies by Wilkin-
son and colleagues; their participants followed
less-intensive training programs but ones that
still retained role-play with feedback (3-day resi-
dential and non-residential courses; Wilkinson
et al. 2002, 2003). However it is important to
note that several studies found in the literature
focus on improving participants’ ability to assess
psychological and emotional well-being rather
than to improve communication in the more ex-
tensive topics required in an oncology clinic by
a clinician.

Role-play accompanied by constructive feed-
back in a safe environment appears to be one
of the key factors in changing communication
behaviours. Yet often it causes anxiety for many
health professionals because they have had pre-
vious encounters that were unsatisfactory. This
particularly concerns those courses or work-
shops involving group members taking turns to
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“play the patient” or those run by inexperienced
facilitators who do not set up appropriate sce-
narios, with clearly defined goals and objectives
and who are cognizant of all the safety rules that
must be observed when running such sessions.
More credible role-play—that is videotaped
and then reviewed via feedback led by an expe-
rienced facilitator and simulated patient—has
been shown to be an excellent medium to raise
a medical student’s awareness of the range of po-
tential communication challenges they could en-
counter throughout their clinical career (Nestel
and Kidd 2002; Nestel et al. 2002). Trained actors
who work as patient simulators provide a safe op-
portunity for healthcare staff to practice different
communication behaviours without distressing
patients (Razavi et al. 2000).

10.5 What Can Be
Improved?

Stewarts review of studies examining effec-
tive doctor—patient communication and patient
health outcomes cites only four with level 1
evidence of significant patient benefits (Stew-
art 1995). These involved (1) doctors in general
practice in Australia who attended 3-h seminars
on patient history-taking (Evans et al. 1987), (2)
clinicians who either received 8-h training in
verbal skills to handle emotion or verbal skills
for problem solving or no intervention (Berta-
kis et al. 1991) (3) and those that involved in-
terventions to increase patient involvement in
consultations (Greenfield et al. 1988; Kaplan et
al. 1989). The types of health outcomes mea-
sured across the studies included anxiety levels,
distress, blood pressure, blood glucose levels,
functional status and patient satisfaction. Al-
though none of the studies specifically involved
oncology patients and clinicians, the significant
improvement in patient health outcomes would
suggest that effective communication has a posi-
tive influence on patients’ health.

However, research on patient outcomes fol-
lowing communication skills training for can-
cer consultations has been limited. In a review
of different training programs to improve com-
munication for health professionals who care for
cancer patients, few of the studies mention pa-
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tient outcomes (Gysels et al. 2004). Fallowfield
and colleagues examined patient satisfaction and
clinicians’ ability to detect distress in patients fol-
lowing communication skills training (Fallow-
field et al. 2001a; Shilling et al. 2003). The overall
score for patient satisfaction was related to pa-
tient’s age, level of psychological morbidity and,
most significantly, with the length of wait time in
the clinic. There was a tendency for greater satis-
faction for patients of doctors who had attended
the course that was not present in patients of
doctors with no intervention.

More recent work has focussed on providing
interventions for patients with the goal of im-
proving the doctor-patient dialogue. One such
study has a measure of quality of life as the patient
outcome (Velikova et al. 2004), and although it is
not an outcome following communication skills
training course , it is an outcome that could be
employed in future studies.

10.6 Future of CST

The case for serious communications skills train-
ing for all healthcare professionals has been
made for several years now, and many higher
education institutions have responded by includ-
ing more of this in the curriculum for nurses,
doctors and other professions allied to medi-
cine. The methods of training are not always ap-
propriate, however, with far too much reliance
on telling students the ‘right’ and ‘wrong’ ways
of communicating via didactic lectures, pas-
sive observation or large group discussion. Few
of these methods are likely to help students de-
velop the flexible and challenging skills needed
to help their patients and to provide satisfying
and professionally and personally rewarding
interactions. Nor should communication skills
training be exclusively part of the psychiatry or
primary care rotations and taught solely there-
fore by practitioners in those disciplines aided by
the odd psychologist or social worker. Arguably
the most credible role-models for trainees are
their senior colleagues, and so we need to con-
tinue to conduct advanced communication skills
programmes for experienced healthcare profes-
sionals as well. There is little point in equipping
junior staff in better skills if they then enter the
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same old system that has consummately failed to
provide excellent communicators. There is a con-
tinuing need for top-down as well as bottom-up
training so that juniors have good role-models to
emulate, and their own endeavours to improve
and develop well-rounded communication skills
are encouraged and rewarded.

In the UK—as part of the 2000 Cancer Plan
(UK Department of Health 2000) supported cen-
trally by government—an ambitious programme
has started whereby a cadre of healthcare pro-
fessionals are being trained as facilitators to run
3-day residential courses for doctors, nurses and
other multi-professional groups in oncology.
The model is consistent and based on evidence
for efficacy, and all facilitators have to pass spe-
cific competencies before being funded to run
courses for colleagues. Such programmes are
resource-intensive but necessary if we are genu-
inely to improve the skills base for the benefit of
all—healthcare professional and patient.
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Summary

While the previous chapter by L. Fallowfield
and V. Jenkins focuses on different communica-
tion skills training (CST) concepts currently be-
ing utilized, this chapter reviews and comments
the scientific evidence of the impact of CST on
improving communication skills. The aim of
this chapter is not to provide a complete review
of the evidence—this has already been done in
systematic reviews—but to discuss the scientific
evidence and reflect on the available results and
relevant topics for further investigations.

11.1 Rationale for CST

in Oncology

Communication skills training (CST) is based
on the assumptions that (1) communication with
patients requires specific skills, (2) these skills
are relevant, and (3) such skills can be improved
by training.

Communication with patients is not restricted
to providing medical information. A medical
consultation consists of cognitive, emotional, and
relational aspects and requires specific skills, es-
pecially in oncology, since complex information
is provided and vital decisions have to be made
(Ong et al. 1995, 2000). Important differences
with regard to communication skills have been
observed among oncology clinicians: For exam-
ple, some clinicians utilize avoidance strategies,
such as denial of patients’ emotional suffering by
focusing on medical information only; others re-

spond empathically to the patients’ cues and also
discuss emotional and social aspects of disease
(Guex et al. 2002; Wilkinson 1991). The impor-
tant communicational variability observed, one
can assume—and this has been confirmed by
scientific and clinical observations—that specific
communication skills are required in clinical
practice (Fallowfield et al. 1998).

The relevance of communication in oncology
has also been confirmed: Poor communication
increases a patient’s psychological distress (Ford
et al. 1996; Lerman et al. 1993; Razavi et al. 2000)
and hampers his quality of life, adjustment to ill-
ness, and adherence to treatment (Razavi et al.
2000), and may lead to dissatisfaction and in-
creased risk of litigation (Ford et al. 1996; Loge
et al. 1997). In addition, poor communication
also has a negative impact on stress of the medi-
cal staff and increases burnout (Fallowfield 1995;
Ramirez et al. 1996).

Finally, effective communication skills are
not just inborn qualities or a simple by-product
of the professional experience (Fallowfield et al.
1998; Maguire et al. 1996); it has been shown that
they can be modified and improved by specific
training programs (Fallowfield et al. 1998, 2002,
2003; Gysels et al. 2004; Jenkins and Fallowfield
2002; Maguire et al. 1996).

CST is time-consuming and costly; it requires
a high degree of motivation and induces a con-
siderable stress in participants, since CST uses
techniques that are confronting, such as feedback
to participants about their videotaped interviews
with (simulated) patients. Since communication
is a central element in oncology, such an effort
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is justified as long as this training proves to be
effective. A meaningful scientific investigation
of CST is therefore necessary. Such research is
challenging, yet not impossible to realize. The
following paragraphs aim to discuss the results
and limitations of current research on CST in
oncology.

11.2 Objectives

and Setting of CST

Different forms of CST have been developed,
addressing different populations such as medi-
cal students (Klein 1999), transplantation spe-
cialists who deal with sensitive issues like organ
donation (Fitzgerald et al. 2004), or oncology
clinicians (Fallowfield et al. 1998, 2003; Jenkins
and Fallowfield 2002; Wilkinson et al. 2002). In
Switzerland, CST has become mandatory for
physicians who wish to specialize in oncology
(Hitrny 2000). The objectives of CST are shaped
by the professional and cultural background of
the trainers and participants. Some trainings
focus on breaking bad news, others on patient
needs assessment, empathic response, or rela-
tional aspects of communication (Gysels et al.
2005). Most often, different objectives co-exist
and many of them are interrelated. For example,
to respond with empathy to a patient’s distress is
only possible if the relational aspects of a con-
sultation are perceived, if the patients needs are
acknowledged, and if the understanding of the
situation includes the psychological aspects. And
a clinician who responds empathically will also
deliver bad news in a way that makes the patient
feel contained and understood. Nevertheless, to
define specific objectives of CST is important,
especially for educational purposes; however, in
clinical reality, these objectives cannot be sepa-
rated, since they are part of a whole.

With regards to participants, CST most often
addresses nurses and physicians; some are mono-
disciplinary and others interdisciplinary, and the
number of participants varies considerably (Gy-
sels et al. 2005). Interdisciplinary training has the
advantage of increasing mutual understanding
between members of the medical staff—misun-
derstandings being a common source of confu-
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sion and mismanagement with a negative impact
on the patient. As long as the number of nurses
and physicians is balanced, interdisciplinary
training seems to have a clear advantage. In some
cultural contexts, however, it may be that physi-
cians are still reluctant to work on such sensitive
issues together with nurses. We have found that
nurses often respond more adequate to patients’
distress than physicians, while the latter often
have a greater ability to structure the consulta-
tion. No study has yet addressed the question of
whether a mono- or interdisciplinary approach
produces different outcomes. The number of par-
ticipants is also a crucial variable. We work with
small groups of 8-10 participants; and feedback
on videotaped interviews with simulated patients
is provided in subgroups of 4 participants (Favre
et al. 2006). One can easily imagine that this set-
ting allows for a much more secure and individu-
alized atmosphere than training programs with
larger groups. In studies evaluating CST in on-
cology, groups ranged from 3 to 40 participants
(Gysels et al. 2005). The literature still lacks data
on cost-effectiveness of CST with regard to the
number of participants.

Professional backgrounds of teachers and
teaching methods also differ. CST teachers in on-
cology are usually psychiatrists or psychologists.
While the above-mentioned systematic review
did not identify the professional background and
qualification of teachers, we firmly believe that
only experienced psychiatrists or psychologists
working in consultation-liaison psychiatry or
psycho-oncology should provide such training.
The key to success for many participants involves
being confronted with their communicational
difficulties in a way that respects their narcissis-
tic vulnerability. The credibility of the teachers
depends on their capacity to build a construc-
tive and safe atmosphere, to react adequately to
group phenomena, to manage “difficult” partici-
pants and their profound knowledge of the pro-
fessional environment of the participants.

Duration of CST is another factor influenc-
ing outcome. Training sessions evaluated scien-
tifically (Gysels et al. 2005) were either provided
in workshops of a few days duration or in ses-
sions spread over a period of a few weeks; there
is certainly a time limit below which the effect
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of a CST will not be satisfactory. The benefits of
booster sessions, for example, have been demon-
strated (Razavi et al. 2003).

The fact that there are various types of CST,
which differ with regard to objectives, duration,
number and professional background of par-
ticipants, and qualification of teachers, does not
facilitate their scientific evaluation. The level of
evidence of their evaluation varies, with only 13
studies (out of 47) meeting the inclusion criteria
of a systematic review (Gysels et al. 2005): Only
four were grade la randomized controlled trials;
most of the other studies were based on a single-
group pre/post test design.

11.3  CST: What Works?

Most CST in oncology utilizes an interactive ap-
proach focusing on role-play, feedback to video-
taped or audiotaped interviews with simulated
patients, and small-group discussions of case
presentations. The training usually lasts several
days, sometimes followed by individual supervi-
sion and booster sessions.

The heterogeneity of CST is problematic from
a scientific point of view. It is difficult to compare
the studies or include them in a meta-analysis.
From a clinical point of view, however, stan-
dardization is counterproductive and hampers
learner-centered methods, most effective in post-
graduate education. CST seems to be effective if
individualized and if the training corresponds to
the clinical reality. What is a difficulty from the
scientific point of view is therefore a necessity
from an educational point of view and should
not lead to the wrong conclusion that studies of
CST are less “scientific” or that only CST utiliz-
ing highly standardized, evidenced-based ap-
proaches should be implemented. On the con-
trary, such CST may be inappropriate, since they
neither reflect real world conditions, nor are they
participant-centered.

Another problem with the studies investigat-
ing CST concerns the fact that a CST session
has various effective elements. This may be il-
lustrated by a few examples based on views of
these training methods from different psycho-
logical perspectives. Participants learn new ways
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of communication by means of case discussions,
role-playing, and feedback to videotaped inter-
views. From a cognitive point of view, one may
argue that case discussions modify the mental
representation of how to interact with patients
and introduces a broader set of possible re-
sponses and thus a more patient-centered ap-
proach. From a behavioral point of view, one
may argue that role-playing enables participants
to experience new ways of communicating and
thus a more patient-centered approach. From
a psychodynamic point of view, one may argue
that feedback increases self-awareness of the
participants’ own communication style, identi-
fication with experienced teachers and peers, a
growing understanding of relational aspects, and
thus a more patient-centered approach.

While from a scientific point of view the co-
existence of different “active” elements makes it
difficult to understand how CST works, from an
educational point of view it is well known that
only training based on different didactic ap-
proaches combining theoretical knowledge with
practical exercises is effective. Methods based
on a unique didactic approach are condemned
to fail, since participants have different learning
styles and benefit from various educational com-
ponents. What seems problematic from a scien-
tific point of view is therefore a necessity from an
educational point of view.

11.4 CSTinOncology:
Outcomes

Different outcomes of CST have been identified:
(1) behavioral assessment, (2) patient outcomes,
and (3) participants’ self report. Behavioral as-
sessment is based on coding of various aspects
of communication, such as speaking time of the
simulated patient, interruptions by the physi-
cian, or number of open questions. The aim of
behavioral assessments is to evaluate if patient-
centered communication can be improved. Pa-
tient-outcome studies evaluate the impact of CST
on the patient; they are based on patients’ judg-
ment (e.g., satisfaction, comments, or feelings).
Self-report studies rate the perceived change of
participants (skills, ability to apply new skills, or
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confidence in communication). These three dif-
ferent outcome measurements have been utilized
alone or in combination. All of them have advan-
tages and disadvantages.

In behavioral assessment, video- or audio-
taped interviews with simulated or “real” patients
are coded and scored by trained and indepen-
dent raters using standardized methods (Booth
and Maguire 1991; Ford et al. 2000; Roter 2002;
Wilkinson 1991). While this method produces
statistically meaningful categories of desired and
undesired training effects, thus reflecting a cer-
tain objectivity, this approach may also be prob-
lematic. Some aspects of communication that are
not coded by these methods will not be analyzed;
for example, nuances and non-verbal signs,
which provide meaning and foster therapeutic
alliance, are omitted in the evaluation process.
In addition, even if a given behavior falls into a
“positive” category of the rating system, it may
not be adequate in specific medical situations:
For example, if a patient is anxious and over-
whelmed, it might not be adequate to challenge
him with open questions and to focus on his
emotions; instead, it would be more appropriate
to provide relevant information and guidance.

Patient outcomes, the second category of
measurements utilized (Faulkner et al. 1995;
Heaven and Maguire 1996), evaluate the direct
impact of training on the patient. This seems, at
first glance, the most elegant method to evaluate
CST, since their ultimate objective is to improve
communication with the patient. While this ap-
proach may be clinically meaningful, it is difficult
to realize from a methodological point of view.
In a pre/post design, different patients or dif-
ferent clinical situations have to be evaluated. If
different patients are included, the impact of the
training may be biased by patient selection. If the
same patients are included, the clinical situations
have evolved, presenting different challenges for
the patient and the clinician; in addition, a most
important variable of communication, the phy-
sician—patient relationship, has been fostered
and thus a beneficial outcome may be its direct
consequence. Randomized clinical trials, on the
other hand, include different clinicians, differ-
ent clinical situations, and different patients, all
of which represent important confounding vari-

F. Stiefel, N. Favre, J.N. Despland

ables and imply that a high number of subjects
have to be included in a study.

Finally, participants’ self reports on chang-
ing attitudes (Fallowfield et al. 1998; Jenkins
and Fallowfield 2002; Klein 1999) are measured.
However, increased awareness does not imply a
change in clinical practice. Participants’ self re-
ports may be influenced by the participants’ so-
cial desirability and their need to show that their
efforts were beneficial. One interesting approach
is based on the participants” capacity of self-criti-
cism when reviewing their interaction with a pa-
tient (Wilkinson et al. 1998, 1999, 2002), which
may reflect an increased awareness when inter-
acting with patients. Again, this approach does
not provide evidence that communication really
improves, and clinicians who are generally self-
critical may bias the results.

Another important question is whether a ben-
efit of CST is maintained over time. For example,
the Swiss model (Hiirny 2000) provides each
oncology clinician with individual supervision
4-6 times over 6 months after the initial CST of
2 days. These sessions are utilized by participants
in various ways. Some participants present re-
current difficulties with patients; others discuss
emotionally charged situations. A few elaborate
on their own psychological difficulties, which
sometimes lead them to initiate psychological
treatment. From our point of view, these indi-
vidual sessions certainly help to induce change.
There is a lack of studies evaluating the benefits
of follow-up and booster sessions and the long-
term effect of CST.

Taking into account the difficulties associated
with the scientific evaluation of CST, a systemic
review (Gysels et al. 2005) concluded that studies
based on behavioral assessment achieved posi-
tive outcomes for different parameters such as
open questions, empathy, responses to patients
cues, control of the interview, and exploration of
patients’ feelings. Studies assessing patient out-
comes failed to demonstrate an effect. Studies
based on physician’s self rating showed changes
of attitudes, an increased sense of responsibility
when telling bad news, improved confidence and
satisfaction, as well as enhanced self-criticism
when listening to audiotapes of consultations.
Some of these studies showed maintenance of
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improvement after several months, others only
reported post-training improvements but not
long-lasting effects.

115 CST:

How Does It Work?

One of the unanswered questions regarding CST
is how improvement is achieved. Up to now,
studies only addressed the question of whether
CST had an impact or not. However, as with any
other intervention, it is also important to under-
stand how such training induces change.

Probably one of the most powerful variables
of variance in outcome is the participant himself.
We observe that some participants show an im-
pressive increase in their communicational flex-
ibility, leading to skilled patient-centered con-
sultations, while others seem not to benefit from
CST.

An understanding of how CST works may
lead to the conceptualization of more specific
training sessions, focusing on elements of com-
municational progress. If one considers CST as
a psychological intervention with an educational
objective, one wonders why such training in-
cludes professionals without restrictions. For any
other psychological intervention, indication is an
important issue. For example, behavioral inter-
ventions may be most effective for some clinical
problems such as phobic behavior, but they are
not suitable for persons who wish to understand
how biographical circumstances influence their
ways of relating to others. Since CST sessions are
psychological interventions aimed at inducing
change in the interactions participants have with
their patients, inclusion criteria are important.

A brief case report from one of the communi-
cation skills seminars conducted in Switzerland
illustrates this point.

Upon reviewing his videotaped interview with
a simulated patient, a 38-year-old male physi-
cian suddenly cried out, “Its not me, it’s my dead
brother on the tape,” broke into tears and ran out
of the room. After a brief discussion with one of
the teachers, he returned back to the session and
was motivated and able to continue to review a
short part of the video without misinterpretations.
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The distress of the situation and the painful
remembrance of his brother’s death induced in
this vulnerable man a brief psychotic episode.
This example illustrates that CST can have nega-
tive impacts and that inclusion of participants
should be based on an indication, as with other
psychological interventions. Before defining in-
dications and inclusion criteria, we should un-
derstand how CST works.

11.6 Psychodynamic
Hypotheses
Concerning CST

None of the published studies has addressed the
question of how CST induces change. We will
therefore present some preliminary results of a
current study of our group addressing this issue.
The aim of this paragraph is not to discuss meth-
odological aspects of this project, but to illustrate
a possible scientific approach.

Our interest focuses on the question of how
oncology clinicians handle emotionally charged
consultations. According to the psychodynamic
approach, an individual faces distressing emo-
tions by mobilizing defense mechanisms, which
serve to protect him. We hypothesized that
emotionally charged consultations trigger clini-
cians defense mechanisms, which are more or
less adaptive; if not adapted, they may hamper
communication, empathy, and recognition of pa-
tients suffering. Our main hypothesis is that CST
modifies defense mechanisms of participants,
leading to a more adaptative, patient-centered
communication style. In a pilot study, verbatim
transcriptions of videotaped interviews with
simulated patients were evaluated before (n=10)
and after CST (n=10) with the Defense Mecha-
nism Rating Scales (DMRS) (Perry and Cooper
1989 ; Perry 1990). A wide variety of defense
mechanisms were observed (Favre et al. 2006).
The less adapted and immature defense mecha-
nisms, such as projection or denial, globally de-
creased after CST, while the general defensive
level improved. We concluded that a wide variety
of defense mechanisms are operant in oncology
clinicians facing challenging interviews, and that
defense mechanisms may be modified by CST
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(Favre et al. 2006). Since these results could par-
tially answer the question of how CST works, a
more comprehensive and controlled study is cur-
rently conducted.

11.7 Conclusions

A review of the scientific literature on CST in
oncology reveals a fascinating field of research,
most relevant for oncology practice. While evi-
dence exists that these training sessions induce
change toward more patient-centered communi-
cation, several methodological difficulties associ-
ated with these studies persist. Most important, a
variety of confounding variables exist, and there
is a lack of understanding of how CST induces
change. Despite the fact that the participant him-
self is probably the most important variable of
variance in outcome, none of the published stud-
ies has investigated this topic to date. Research
on medical communication and CST is only
emerging. Hopefully, the clinician caring for pa-
tients will increasingly become a topic of interest
and scientific investigation. Practicing medicine
implies the encounter between (at least) two per-
sons, namely the patient and the clinician; it is
rather curious that up to now the overwhelming
majority of scientific efforts of medical psychol-
ogy has only focused on the patient.
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Summary

Based on their experience as teachers of commu-
nication skills training for oncology clinicians,
the authors report their observations and reflect
on open questions and future challenges with re-
gard to communication in cancer care.

Both of us have been training oncologists and
oncology nurses in communication skills train-
ing (CST) for many years (Kiss 1999). This might
be the reason why the editor asked us to com-
ment on CST from a clinical point of view. We
will therefore share some observations we made
while doing such training and we will try to de-
fine future tasks.

12.1 The Gap Between

Research and Practice

At first glance, CST in oncology seems to be a
success story. The effectiveness of such training
has been demonstrated by a randomised trial
with UK oncologists (Fallowfield et al. 2002). Re-
search in patient-professional communication in
cancer is growing, as illustrated by the fact that a
special issue of the journal Psycho-Oncology has
been devoted to this subject (Hack 2005) and that
the results of communication skills training are
published in mainstream cancer journals (Del-
vaux et al. 2005). CST that focuses on specific
topics such as shared decision-making, detect-
ing psychosocial distress in cancer patients and
information about randomised clinical trials has
been developed and evaluated recently (Jenkins

et al. 2005). Finally, communication skills train-

ing has become mandatory in some curricula in

oncology and haematology.

However, some open questions remain con-
cerning how to translate the results of this re-
search into clinical practice:

1. Who will pay for the CST if it becomes part
of the training of oncologists and oncology
nurses? Effective training has to be conducted
in small groups, with an experienced trainer,
which is costly. Resources for continuing
medical education (CME) are limited, and
sponsorships from pharmaceutical compa-
nies have become difficult. Our experience
in Switzerland, Austria and Germany is that
physicians are able to pay themselves, but
nurses can hardly afford it. In recent years, the
support of hospitals for working leaves and
funding has diminished.

2. To the best of our knowledge almost all ran-
domised trials of CST in oncology were con-
ducted with participants who volunteered.
For example, in the study of Merckaert and
co-workers (2005), the final sample of 72 par-
ticipants was based on 214 invitations to par-
ticipate made by telephone, 163 individuals
were informed personally and 173 in groups.
This means that the participants were prob-
ably highly motivated and not representative.
If the aim of CST is not only to “preach to the
converted” but also to include a larger group,
we do not know if the effect of the training
will be the same. Our experience in Switzer-
land, where CST is mandatory for oncologists,
is that most physicians appreciate the train-
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ing, but some do not and the improvement of

their communication skills may therefore be

moderate.
3. Until now, most training has been provided
by very motivated and enthusiastic trainers
who have worked in this field for years. If CST
is to spread, more trainers will be needed. To
form these trainers, “train the trainer courses”
will be necessary. Whether or not these new
trainers will be as effective as the current ones
is unknown.
Outcome measurements such as analysis of
the communication of professionals interact-
ing with simulated or real patients before and
after training is costly and time consuming,
and experienced raters are needed. How can
quality of future training be assessed while
funding is restricted? It is unclear what kind of
measurement is appropriate to evaluate such
training. Maybe rating tools that assess com-
munication competence could serve to mea-
sure outcomes in a less costly way (Schirmer
et al. 2005).

&

12.2 Why Is CST a Major
Theme Only

in Oncology?

It is hard to find any scientific literature on CST
in other specialities, e.g. gastroenterology or car-
diology. In gastroenterology the most frequent
patients are those with functional disorders such
as irritable bowel syndrome. Until now, no trial
has been effectuated to demonstrate that a CST
enhances communication competence of gastro-
enterologists (Drossman 2005). To give another
example: Severe chronic heart failure has a worse
prognosis than many malignancies. However, we
are not aware of any CST of cardiologists, who
often have to give bad news to patients and in-
form them about their prognosis.

One major reason may be that oncology is still
linked with the image of incurable and suffering
patients, despite the fact that nowadays about
half of all cancer patients can be cured. There
seems to be a change in current attitude: The In-
stitute of Medicine in its 2004 report, “Improving
Medical Education: Enhancing the Behavioral
and Social Science Content of Medical School
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Curricula” identifies communication skills as
one of six curricular domains (Institute of Medi-
cine 2004). CST in oncology is a first step; other
specialities will follow.

Do We Contribute

to the Strain

of Healthcare Providers
in Palliative Care?

12.3

Poor communication with patients and their
relatives may be a consequence of unresolved
distress of healthcare providers, but it may also
constitute a source of major distress in physicians
and nurses providing palliative care (Simpson et
al. 1991). However, adequate communication
with the severely ill and the dying patient and his
loved ones may also cause distress and—if cop-
ing mechanisms fail—burnout. The desire to be
a good caregiver who not only provides efficient,
good medical treatment but also does her best
to adequately communicate and to emotionally
support the patient and his family may overbur-
den the clinician. Palliative care is characterised
by close and caring relationships and emotion-
ally intensive work on the one hand, and anxiety
and anger arising from the repeated confronta-
tion with death and dying, on the other. This re-
quires adequate coping strategies and balanced
relationship between proximity and distance
with the patient (Kash and Holland 1990). Dis-
tancing oneself from patients and their suffering
and concentrating on medically routine tasks are
self-protective behaviours. If confronted with
multiple stressors while lacking adequate cop-
ing strategies like seeking self-esteem in interests
other than caring for patients (work-life bal-
ance) or mobilising support from colleagues and
friends, distancing oneself from patients may last
and become a symptom of burnout (Lown 1996;
Lopez-Castillo et al. 1999; Maslach et al. 2001).
The demands of better understanding and
meeting the psychosocial needs of the severely ill
may further increase feelings of insufficiency and
failure in healthcare providers who fail to ad-
equately distance themselves from the suffering
of their patients. As a consequence, those who
provide CST—especially if it is mandatory—
should always take into account the trainees’ re-
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silience and their skills at coping with repeated
bereavements. In our opinion, training should
include small-group discussions of the trainees’
work-related emotional distress and their cop-
ing strategies. Rigid and straining demands on
oneself often arise from an unconscious wish
to “heal” severely ill patients rather than to ac-
company and care for them in their last period
of life. Such motivations should be addressed
and analysed. Trainees should not be confronted
with new demands like better communication
behaviour with patients and their loved ones
without reducing such overtaxing demands to
the self. Our experience in guiding CST led us to
combine such training with a limited and work-
related process of self-reflection and self-expe-
rience (Balint 1964). We learned by experience
that participation in theme-centred small-group
discussions or Balint groups opens a space of re-
flection and allows participants to decrease unre-
alistic self-demands and to improve self-protec-
tive behaviours. Often this is a prerequisite for an
effective CST.

12.4 Why s the Focus

Only on the Patient,
While Communication
Within the Healthcare
System Is Often

Neglected?

Severely and chronically ill patients often com-
plain about poor communication between medi-
cal specialists and between physicians and nurses
in the hospital, as well as poor communication
between specialists and family physicians. Poor
communication leads to unclear and often con-
flicting information on patients and their rela-
tives, and subsequent uncertainty, ambivalence
and sometimes difficulty in complying with
treatment. Quality management and organisa-
tional development activities can address hori-
zontal (inside the hospital) or vertical (between
hospital and ambulatory care) communication
problems within the healthcare system, can anal-
yse the reasons for them and develop solutions
(Schaufeli and Enzmann 1998).

Better communication within the hospital is
impeded by recent developments such as the re-
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ducing length of stay in hospitals without adjust-
ing the offer of ambulatory care, staff shortening
in oncological or palliative care units, cutting
reimbursement and “outsourcing” of psycho-so-
cial services. These factors prevent trainees who
successfully take part in a communication skills
course from putting their new knowledge and
skills into clinical practice. Such frustrating ex-
periences may lead to resignation and a relapse
to “old” communication patterns. CST on an in-
dividual level should be accompanied by efforts
on a systemic level to develop adequate condi-
tions for better communication. This includes
quality management activities as well as political
commitment.

What Does It Take
to Become a Good
Trainer for CST

in Oncology?
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CST will spread, since communication has been
recognised as a key element of cancer care; there-
fore, it is worth identify the qualifications of a
good trainer.

12.5.1 Personality

Trainers should be comfortable and enjoy com-
munication with other people. They should
have a talent for dealing with unexpected situa-
tions and the ability to focus more on persons’
resources than on their shortcomings. Trainers
should be reflective and open-minded about
processes of work-related self-experience. To de-
crease the risks of the development of pressure
towards perfectionism and of developing burn-
out in the trainees, trainers should acknowledge
their own limits and abstain from promoting
narcissistic feelings in the trainees (“becoming a
perfect physician/nurse”).

12.5.2 Professional Background
Most trainers are either healthcare professionals

or clinical psychologists. Both backgrounds have
their advantages and disadvantages: Healthcare
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professionals are more familiar with the medi-
cal environment but tend to underestimate that
changing human behaviour, i.e. communicat-
ing in a different way, is a very complex and
challenging task. Clinical psychologists on the
other hand tend to underestimate the specifics of
medicine because they are not familiar with this
work. In our experience, working in a psychiatric
or psychosomatic consultation-liaison service in
a palliative care or oncology unit and therefore
being familiar with the demands and problems
of this kind of work is a good prerequisite for be-
coming a trainer (Breitbart and Lintz 2002; Soll-
ner et al. 2004). Regardless of the professional
background, trainers should be familiar with
group dynamics. They should be able to provide
a protective and supportive environment in the
group that allows each trainee to openly address
his problems of communication with severely ill
and dying patients.

12.5.3 Framework

In order to teach communication skills, a mul-
tidimensional framework is needed. A learner-
centred approach is essential:

The essential characteristics are provision of a
cognitive component or evidence base for sug-
gested skills, a behavioural component allowing
participants to rehearse the actual communica-
tion skills required through role play with patient
actors playing patients, and an affective compo-
nent permitting participants to explore the feel-
ings that communicating about difficult issues
evoke (Fallowfield and Jenkins 2004).

12.5.4 Supervision

The first step should be that future trainers par-
ticipate themselves in a CST as a trainee. Then,
specific parts of the training should be done by
future trainers under supervision of experienced
trainers. The easiest part involves the lectures;
the most difficult involves the interactions such
as role-playing, giving feedback and dealing with
group dynamics. As it is currently demanded
from trainee doctors and nurses that they video-
tape interaction with simulated or real patients,
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it should be the same for future trainers to vid-
eotape themselves when they interact with par-
ticipants of CST.

Communication in cancer care has been
recognised as an important task in the daily clin-
ical oncology practice, and the first steps towards
improving the communication skills of oncol-
ogy clinicians have been undertaken. A wider
implementation of CST in oncology faces vari-
ous challenges and obstacles. As with any other
medical activity, progress in communication will
require a comprehensive reflection of the topic,
courageous and skillful trainers who are able to
“spread the message” and a rigorous scientific in-
vestigation to accompany these efforts.
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