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Overview

One of the most important skills in medicine is communication.
It lies at the heart of the doctor-patient relationship and is
particularly important when one has been diagnosed with a
potentially life-threatening condition. Words are powerful and too
often can be interpreted in ways not intended. This is a discussion
on the concept of shared decision making, and how it can be used
when there is uncertainty in what treatments may (or may not)
accomplish. Finally, the discussion on the skills that constitute
a toolkit for communication, which hopefully can be tailored to
meet the variable needs of those we are caring for and by doing
so, can be of help to clinicians in their own practices. In the era of
personalized medicine, treatments may become more complex,
and more options may be available. A hope to encourage providers
to welcome patients as active participants in their care by sharing
information, requesting their input, and by engaging them in
important processes such as advance care planning to ensure their
needs and wishes are respected in the present and for whatever
may come in the future. Clinical education has made significant
progress addressing the challenges that clinicians face when
communicating with patients and their loved ones [1]. Certain
specific skills have been identified that can help us when giving bad
news or discussing therapeutic options or end-of-life care. These
conversations can be organized and broken down into steps, much
as is done with medical procedures [2,3]. A second development has
been the appreciation for empathy and the benefit patients derive
from feeling that their clinician cares about their concerns and their
experience [4]. As more information about cancer survival becomes
available, oncologists must face ways to discuss this information
with patients. The article reviews some of the key evidence about
what patients want to hear and outlines an approach for oncologists
to use in talking to patients and their families.

Introduction

The amount of information an oncologist should give to a
patient with a bad prognosis is a common dilemma. Many accounts
written by patients living with cancer emphasize the need for hope
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that they will beat the odds, and many oncologists worry that
talking about statistics could damage a patient’s hope. However,
most oncologists have had personal experiences with patients who
have avoided talking about their prognosis. This article reviews
how oncologists can handle this critical topic. At the Cochin Cancer
Research Centre interviews with patients indicate that patients are
interested in prognostic information. In a survey of 371 patients
with cancer at the Medical Oncology outpatient clinic, 99%
indicated that they wished to have “all information “ about their
cancer. A systematic review found that patients or relatives who
want more detailed information are younger and more educated
and believe that they have less time to live. However, studies that
asked more detailed queries about prognosis find more variability
in what patients want [1]. In a study of 126 patients with metastatic
cancer in Australia, more than 95% of patients wanted information
about treatment options, 85% wanted to know the longest survival
time with treatment, 59% wanted to discuss survival when first
diagnosed, and 38% wanted to negotiate when survival would
be discussed. This study found that lower depression levels were
significantly associated with patients who never wanted to discuss
expected survival [2]. Patients tend to want less information as the
illness progresses, whereas their caregivers want more information
[3]- A minority of patients are cautious about the kind of prognostic
information they want. In the previously mentioned Australian
survey, 5.4% of patients said they wanted “only good news.” Some
of this variability is related to coping style, although this notion has
not been studied specifically. Another source of variability that has
been studied is cultural diversity. In a survey of 350 senior citizens
i.e, patients with cancer at the Medical Oncology outpatient
clinic at the Cochin Cancer Research Centre, 87% of native
malayalee population believed that a patient should be informed
of a diagnosis of metastatic cancer, compared with only 35% of
migrants from different parts of the country who believed the same.
A systematic review that included cancer and other life-limiting
diagnosis concluded that existing studies show a large discrepancy
between the amount of prognostic information given as reported
by patients and caregivers compared with health professionals [4].
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The uncertainty and difficulty of making accurate predictions about
survival still exist. In a prospective cohort study of 313 patients who
underwent autologous and allogeneic stem cell transplantation,
physicians tended to overestimate survival, especially for patients
with poor prognosis, whereas patient expectations remained
high regardless of disease stage [5]. At the other end of the illness
trajectory, physicians are similarly inaccurate. In a study of patients
who were entering hospice, only 20% of physicians’ predictions
were accurate, and 63% were overoptimistic [6].

Physicians sometimes provide information selectively because
they are concerned about allowing patients to preserve hope.
Physicians who treat life-limited cancers tend to be optimistic, and
this bias is not limited to physician speciality [6]. In one study of
patients who were referred to hospice , oncologists reported that
they would not provide any survival stimate 22% of the time, their
own survival estimate 37% of the time and a different survival
estimate (usually optimistic) 40% of the time[7]. In a survey of 194
parents of children with cancer, parents were asked about the type
of prognostic information they had received and about their hope.
No evidence was found that prognostic disclosure made parents
less hopeful. Physicians can support hope even when prognosis is
poor [8]. Parents who found the prognostic information upsetting
were no less likely to confirm that knowing the prognosis was
important and that it helped in the desision-making process [9]. In
a different longitudinal qualitative study of patients and physicians
with advanced cancer, patients also reported that how physicians
relayed information supported hope in a variety of ways, not strictly
limited to survival estimates [10].

Common Strategies for Dealing with Prognosis:
Realism, Optimism, and Avoidance

Realism, optimism, and avoidance are the most common
strategies physicians use in discussing prognosis. None of these
strategies are completely satisfactory, but each has useful features.
Realism helps patients and physicians make sound decisions. Both
bioethical reasoning and epirical evidence support the importance
of accurate patient understanding of a prognosis; however,
patients also report that realistic prognostic discussions are blunt
and sometimes brutal. A physician who presents a prognosis
realistically, but without structuring the conversation before the
information is given or responding empathetically afterward, can be
perceived as uncaring. Moreover, a subset of patients, particularly
those with advanced, metastatic disease, does not want complete
information about their prognosis. Giving patients in that subset
realistic information may cause psychologic harm, although there
are no known studies that address this question. Optimism can be
useful in supporting a patient’s hopes because many patients report
that they want a doctor who is hopeful [11,12]. In discussions about
prognosis, however, physicians who deliberately exaggerate or
overemphasize optimistic information may risk losing the trust of
patients who later discover that the information they received was
only partially true [13]. Patients who are overly optimistic about
their chances of survival are more likely to choose life-sustaining
therapiesin the last 6 months oflife [14], often when these therapies

are least effective. These patients may lose opportunities to plan
their lives to maximize their remaining time, plan their financial
affairs, and work toward life closure [15]. A third strategy is to
avoid prognostication altogether, often by emphasizing individual
differences, unpredictability of disease course, or exceptional
outliers. Collusion is a variation of this strategy, in which
physicians avoid discussing prognosis altogether by creating a tacit
understanding that neither patient nor physician will bring up the
topic [16,17]. Avoidance is based on reasonable concerns. First,
physicians realize that they are often inaccurate when predicting
survival for a patient [6]. Second, physicians worry that discussing
survival communicates a subtle psychologic message that a patient
will die [11]. Third, physicians find that some patients do not want
prognostic information. Finally, physicians find that bad news often
distresses patients [18]. Yet physicians who avoid prognostication
may seem evasive and, consequently, untrustworthy, especially
when studies indicate that many patients want to talk about life
expectancy [19]. Although discussing a prognosis can be stressful,
unpleasant news is not a sufficient reason to avoid it.

A Better Alternative: How Much Patients Want to
Know

The proposed approach for discussing prognosis is based
on negotiation and patient-centred communication as well as
the available research on what patients want to know [20,21].
Discussing prognosis is more complex than other communication,
such as relaying bad news, because it requires a synthesis of
communication skills and biomedical content knowledge [22,
23]. This approach assumes that physicians are comfortable with
fundamental communication skills, such as detecting emotions,
responding empathetically, and eliciting patient understanding [24,
25]. The approach also assumes that the physician is prepared to
discuss relevant biomedical literature that describes prognosis [26,
27].

A Roadmap for Conversations: the Opening Ques-
tion

Because studies show that a majority of patients want to discuss
their prognosis, physicians should ask explicitly how much patients
want to know. A physician could even normalize a range of patient
interest by stating that “although some patients prefer detalils,
some want the big picture”, and others prefer that the physician
to talk to their family. Patients who want explicit information are
more likely to try to understand and retain information they want.
Physicians can negotiate information by establishing a patient’s
needs and proposing ways to meet those needs. These negotiations
enable patients to indicate their interests and readiness to hear
information. The physician can explain that there are a few ways
to answer a patient’s question, including providing statistics or
mentioning the worst-case scenario and the best-case scenario [28].
At this point, the physician will know that the patient is interested
in hearing the information and should be clear about the type of
information the patient wants. Many patients may not understand
how to use statistical information, such as median intervals, and a
substantial number of patients may have difficulty comprehending
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and retaining numerical data (i.e., explicitly name both the chance
of cure and the chance of relapse and discuss absolute survival
benefits, rather than relative risk reduction). The physician
should acknowledge the patient’s and families’ reactions because
they are likely to respond emotionally, particularly if it is bad
news. Physicians often withdraw from these emotional reactions,
although verbal acknowledgement of the reaction can facilitate a
deeper conversation. It is best to use empathetic statements that
demonstrate that the physician perceives the emotion, understands
the patient’s situation, respects the emotion, supports the patient,
or is willing to explore the reaction [29]. Although an empathetic
silence can be powerful, it can leave patients unsure as to whether
they can talk to their physician about their emotional reactions [30].
Patients and family members often misinterpret complex medical
information because they hear either the bad or good aspects of
the message; therefore, physicians should make sure the patient
heard the intended message. Some patients will indicate that they
do not want to discuss prognostic information, which may leave the
physician in an awkward place. The physician will want to respect
the patient’s wishes but may be worried that hopes rather than
facts may cloud patient decision making [31].

Two general principles that are useful in these situations include
understanding why a patient doesn’t want to know and realizing
that decision making does not always require that the patient
understand detailed prognostic information. Confronting patients
with information they do not want is a waste of time and can be
counterproductive because it makes patients feel that the physician
is not “on their side”. Although many physicians simply step back
after hearing that a patient does not want to talk about prognosis,
understanding the patient’s view can provide insight into reasoning
and coping [32]. The reason the patient doesn’t want to talk can be
a useful and trust-building step. A patient may reveal that he or she
is sad and worried that discussion will deepen sorrow, is concerned
about how the information will affect a spouse, or wants a family
member to make the medical decisions - all issues with practical
consequences for the physician [33]. As previously indicated,
physicians should explicitly acknowledge the patient’s concern,
which demonstrates that the physician understands the patient’s
reasoning and emotions. In some situations, physicians may feel
that a patient has a misunderstanding of the prognosis, which
may contribute to poor decision making. Physicians may consider
negotiating for limited disclosure or clarifying whether another
person (i.e., designated proxy) should receive the information [34].

If the physician cannot identify a compelling reason to discuss
prognostic information, then he or she should follow the patient’s
wishes. In this case, the physician should ask for permission to
revisit the topic. The patient may want another person to receive the
information; although some patients do not want details regarding
their prognosis, another family member may want the information
(with the patient’s permission) and, in our experience at the Cochin
Cancer Research Centre, may use the information to help families
avoid decisions based on unrealistic expectations. If the physician
believes there is compelling reason for discussing prognostic
information and the patient does not identify another person

with whom to discuss the information, a physician may negotiate
for limited disclosure by informing the patient that the prognosis
is important for discussion and that prognostic information may
influence the patient’s decision making. A substantial number of
patients may have mixed feelings about knowing their prognosis.
This can be frustrating for physicians because patients may be open
to receiving information, but they may want the opposite of what
the physician proposes. More subtle ambivalence involves a patient
who indicates that he or she wants to talk about the prognosis, but
simultaneously gives other signals, like changing the topic or looking
away. The principle for dealing with ambivalence is to discuss
it explicitly and allow patients to talk about the pros and cons.
Physicians should acknowledge that the patient has good reasons
for wanting or not wanting the information. This demonstrates a
physician’s understanding of the patient’s individual complexity
and prevents a premature end to the discussion [35].

Rather than trying to push the patient into either category,
the physician may ask the patient to explain both sides of their
dilemma. As the patient discusses these feelings, a decision may
become clear. A great deal of ambivalence around discussing
prognostic information is based on tension between wanting to
know the information for pragmatic reasons and being fearful of
the emotional effects on the self and loved ones. This tension is
not something that a simple communication technique can relieve.
Physicians should demonstrate that they understand the difficulty
of the patient’s situation. The physician should empathize with
the patient’s difficult situation, which provides support, and wait
for the patient to initiate the next step in determining how much
information is needed. Empathy remains the single most useful
communication practice. Although empathy enables physicians
to address most patients with ambivalence, physicians also can
outline the options for discussion (which are usually different
levels of disclosure) and the ways in which these options will meet
the patient’s concerns. Making the consequences more concrete
from the patient’s perspective may enable the patient to come to a
decision. In many instances, patients will want to think about these
options in private.

Assessing Communication Effectiveness

Physicians often rely on the “feel” of a conversation to know
whether they have communicated effectively, yet studies indicate
that self-evaluation is not always accurate. A more effective way to
judge the effectiveness of a discussion about prognosis is to ask the
patientifthey feel thatthe appropriate information was relayed. This
is meant to focus on the process of the conversation rather than the
accuracy of information delivery. A successful prognosis discussion
involves engaging the patientin a process of growing understanding
of the situation, understanding evolving information needs, and
providing the information in a way that the patient can absorb.
The American Society of Clinical Oncology (ASCO) communication
guideline is grounded in the relationship with the patient, which we
at the Cochin Cancer Research Centre view as the cornerstone of
comprehensive health care. Relationship-centered care involves a
greater focus on listening skills in the service of understanding who
our patients are, what their experience of illness has been, and what
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matters to them. It involves prioritizing the establishment of trust
and a willingness to partner with patients and personalize their
care by being responsive to their individuality. In September 2017,
ASCO published its first ever communication. Better communication
results in better medical outcomes, better patient experience, and
improved patient safety. And yet communication skills have often
been regarded as something that one can simply “pick up” through
observation and practice. Sometimes, communication skills have
been confused with basic relational skills, as if being good in social
conversations sufficed for clinicians discussing complex medical
issues and emotionally fraught diagnoses with patients and their
loved ones.

The ASCO specific
recommendations for accomplishing these goals. One of the greatest

communication guideline provides

challenge’s oncologists face is to present accurate information
while sustaining and supporting hope in the face of a devastating
diagnosis. It can be tempting to provide false reassurance. We
can do a better job of sustaining hope honestly if we know who
our patients are as individuals, if we have developed a trusting
relationship, and if their experience with us confirms to them that
we care. Communication represents a large portion of our work
caring for patients with cancer and our skill at communicating has
a substantial impact on patient experience and patient outcomes.
Our effectiveness as communicators also has a large impact on
us. When we communicate better, our relationships improve. Our
days are better when we are able to establish strong, trusting and
resilient relationships; when we feel that we have meaningful and
rewarding connections with the people around us.

Areas Addressed in Asco Patient-Clinician Com-
munication Guideline

a) Core Communication Skills

b)  Discussing Goals of Care and Prognosis

c¢) Discussing Treatment Options and Clinical Trials
d) Discussing End-of-Life Care

e) Using Communication to Facilitate Family Involvement in
Care

f)  Communicating Effectively When There Are Barriers to
Communication

g) Discussing Cost of Care
h)  Meeting the Needs of Underserved Populations

i) Clinician Training in Communication Skills
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