A Patient-Centered Approach
to Cancer Communication

Research

Ithough cancer communi-
z & cation has much in com-

mon with communication
in other health contexts, several
unique elements of cancer care
make cancer communication
research important. Among the
distinct features of cancer care
that affect communication are that
few other illnesses are both life-
threatening and potentially cur-
able, that care involves numerous
clinicians and multiple treatment
modalities (such as oral and intra-
venous medications, radiation,
and surgery); that there is often a
long period of uncertainty after
treatment, and that the patient’s
health care team often changes
over time. In particular, communi-
cation in the cancer care setting
must help patients:

¢ Receive bad news

* Handle the emotional impact
of a life-threatening illness

¢ Understand and remember
complex information

* Communicate with multiple
health professionals

* Understand statistics related to
prognosis

* Deal with uncertainty while
maintaining hope

* Build trust that will sustain
long-term clinical relationships

* Make decisions about treat-
ment, possibly including par-
ticipation in clinical trials

* Adopt health-promoting
behaviors

As acknowledged by the American
Society of Clinical Oncology' and
Institute of Medicine (IOM)
reports,” communication is a key
clinical skill. Unfortunately, few
guidelines exist to help clinicians
and health care systems communi-
cate effectively with patients who
have cancer.

This monograph addresses com-
munication between patients and
clinicians that embraces three core
attributes of “patient-centered”
care: consideration of patients’
needs, perspectives, and individual
experiences; provision of opportu-
nities to patients to participate in
their care; and enhancement of the
patient-clinician relationship.’ In a
2001 IOM report, patient-centered-
ness is noted to be a quality that
relates not only to individual clini-
cians but also to the health care
system (Figure 1.1).* That is,
patient-centered care depends col-
lectively on clinicians, patients,
relationships (clinical and social),
and health services. The interac-
tions among these elements are
complex, and the shortcomings of
any one element can significantly
decrease the quality of care a
patient receives.
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Figure 1.1 Clinicians, patients, relationships (clinical and social), and health
services are all integral to patient-centered care. The interactions
among these elements are complex’ and deficits in any one area
can significantly decrease the quality of patient care.
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We define patient-centered com-
munication in terms of processes
and outcomes of the patient-clini-
cian interaction:’

* Eliciting, understanding,
and validating the patient’s
perspective (e.g., concerns,
feelings, expectations)

* Understanding the patient
within his or her own psycho-
logical and social context

* Reaching a shared understand-
ing of the patient’s problem
and its treatment

* Helping a patient share power
by offering him or her mean-
ingful involvement in choices
relating to his or her health

Patient-centered communication
also builds a stronger patient-clini-
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cian relationship characterized by
mutual trust, respect, and commit-
ment. However, the outcomes of
patient-clinician communication
must extend beyond the interac-
tion; ideally, communication must
also contribute to enhancing the
patient’s well-being and to reduc-
ing suffering after the patient
leaves the consultation. For exam-
ple, a patient-clinician encounter
that meets the four criteria noted
here may do little to enhance the
patient’s well-being if a medical
error occurred, if treatment was
unacceptably delayed, if access to
needed services was not available,
or if subsequent family decisions
undermined the intentions and
decisions reached in the consulta-
tion. A model of patient-centered
communication in cancer care not

only must describe the process of
effective communication between
clinicians and patients but also
must identify, account for, and/or
control for contextual factors
mediating and moderating the link
between communication and
health outcomes.

1.1 Process of Communication.
I: Capacity for Effective Patient-
Clinician Communication

For communication to contribute
to healing and reduced suffering,
clinicians, patients, and their fami-
lies must have the capacity to
engage in communication behav-
iors that contribute to the objec-
tives of patient-centered care. As
individuals, clinicians and patients
will communicate competently
when each is motivated; has suffi-
cient knowledge, understanding,
and self-awareness of what is
required to communicate effec-
tively; and has suitable perceptual
and linguistic skills to produce
effective communication behaviors
and adapt them appropriately.®’

1.1.1 Role of motivation

Simply put, competent communi-
cators want to be so. Although it is
reasonable to believe that clini-
cians typically have a strong moti-
vation to provide high-quality
health care, several factors can
interfere with this desire. As with
many types of skills, an individ-
ual’s effort often wanes when
experiencing fatigue, a factor that
may contribute to medical errors.
Some clinicians may set priority
for their own needs over those of
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patients; for example, rushing
through a consultation to get back
on schedule or avoiding a discus-
sion about uncomfortable or emo-
tionally laden topics. The
commitment to patient-centered
communication appears to be
stronger for clinicians who value
caring and sharing in the patient-
clinician relationship® and
approach communication as not
simply the transfer of information
but also as the formation of rela-
tionships.'*"

Patients, too, must be motivated to
talk openly and honestly about
their concerns, fears, expectations,
and preferences. Some patients
may deliberately avoid topics they
find embarrassing or uncomfort-
able to discuss (such as sexual
activity), that they think the clini-
cian would disapprove of (such as
disagreement with the clinician’s
recommendation), or that they
believe are not pertinent to the
interaction or the clinician’s role
(such as family relationships)."”

1.1.2 Role of knowledge

Effective communication in health
care settings requires that the clini-
cian and patient have sufficient
understanding of one another’s
perspectives, the health condition,
and the purpose of the interaction.
They also should share conversa-
tional norms and an understanding
of each other’s role in the interac-
tion. With respect to knowledge, a
significant challenge for clinicians
is having an accurate understand-
ing of the patient’s perspective,
including his or her concerns, feel-

ings, preferences, beliefs, and val-
ues. With such an understanding,
clinicians are better positioned to
personalize treatment recommen-
dations, use language the patient
understands, provide clear expla-
nations, and validate or address the
patient’s emotional state.”*"> Some
research indicates that problems of
misunderstanding may contribute
to bias, especially when the race or
ethnicity of the clinician and
patient differs.'"

Although such knowledge can be
learned through direct experience
or vicariously through observation
or experiential training, research
indicates that clinicians often mis-
judge patients’ perspectives,
including their preferences,'*" like-
lihood to follow treatment, satis-
faction with care' understandings
and beliefs about health,"' or
emotional states.”

With respect to patients, perhaps
the greatest knowledge barriers are
related to health literacy. This
includes having an accurate under-
standing of health in general, as
well as of disease states, the care
process, and health-related termi-
nology.” For example, with some
understanding of health concepts
and terminology, patients are better
able to understand and talk about
various topics that arise in cancer
consultations.* This, in turn,
increases the likelihood that
patients can contribute to decision-
making to the degree they wish
and more capably provide
informed consent.?*? Thus,
patient education interventions
aimed at increasing patient
involvement not only should

encourage patients to be more
active communicators (i.e., the
motivational aspect of capacity)
but should also provide patients
with cognitive resources (e.g., con-
cepts, terminology) related to their
health concerns.*

1.1.3 Role of skill: clinicians

The capacity to produce patient-
centered communication also
depends on two types of skills:
behavioral and perceptual. Several
clinician behaviors can be consid-
ered “patient-centered,” given
research that shows them to fre-
quently correlate with patient satis-
faction, adherence, and improved
health outcomes (Table 1.1).77%

Some behaviors, especially those in
the nonverbal domain, are directly
a function of one’s motivational
state and orientation toward the
patient. For example, a clinician
who cares about the patient and is
genuinely interested in what the
patient has to say will naturally
have eye contact, be nonverbally
attentive, and talk about topics
raised by the patient. Other behav-
iors may require more cognitive
effort, especially if they are not part
of the clinician’s communication
style, such as avoiding interrupting
the patient early in the consultation.
Still other behaviors may be quite
novel for clinicians—such as
explaining disease processes in
everyday language—and consider-
able training and practice may be
necessary before these behaviors
can be carried out effectively.

From a communication perspec-
tive, the most effective clinicians
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Table 1.1 Examples of
Patient-Centered Clinician
Behaviors

Nonverbal Behaviors
e Maintaining eye contact

e Forward lean to indicate
attentiveness

¢ Nodding to indicate
understanding

¢ Absence of distracting
movements (e.g., fidgeting)

Verbal Behaviors

e Avoiding interruptions

e Establishing purpose of
the visit

e Encouraging patient
participation

¢ Soliciting the patient’s
beliefs, values, and
preferences

e Eliciting and validating the
patient’s emotions

e Asking about family and
social context

¢ Providing sufficient
information

e Providing clear, jargon-free
explanations

e Checking for patient
understanding

e Offering reassurance

e Offering encouragement
and support

are those who have a patient-cen-
tered communication “style” that
they use across their consultations
and in multiple contexts.*® For
example, research shows that some
clinicians routinely provide more
information; engage in partnership

building; use supportive communi-
cation, including reassurance and
encouragement; and are more will-
ing than other clinicians to talk
about psychosocial topics.** A
clinician’s style of communicating
emerges from a variety of sources,
including socialization (e.g., as
related to gender*** or culture®);
repeated experience with certain
kinds of patients, such as children
or individuals older than 65 years;
medical training;***” and philoso-
phy of care.?

Clinicians also must have observa-
tional skills and an appropriate
level of self-awareness. Few stud-
ies have focused on clinicians’
mindfulness and self-monitoring,
but the lack of these skills may
lead to unexamined biases, careless
errors in clinical practice,” and
confusion between the emotional
needs of the patient and those of
the clinician.**' Patient-centered
clinicians presumably would be
more successful when monitoring
the dynamics of the interaction,
including their role in the
encounter, the patient’s role, and
the way in which the encounter is
unfolding. These clinicians also are
aware of differences between the
patient’s and their own explanatory
model of the patient’s health and
will explore the patient’s model in
order to identify potentially prob-
lematic incongruities.”** Because
they have a more general orienta-
tion to the patient’s perspective, as
well as an awareness of their own
feelings, patient-centered clini-
cians should be able to accurately
assess the patient’s needs and be
less likely to act on the basis of

perceptual bias and stereotyping.
Perceptual and self-awareness
skills that recognize and prevent
bias are particularly important in
light of research indicating that
physicians perceive some patients
less favorably than others** and
that these attitudes may affect the
quality of care patients receive.”*

The principles of self-monitoring,
self-calibration, and self-awareness
during clinical practice have been
formalized in discussions of mind-
ful practice—practice character-
ized by the capacity for
attentiveness to one’s own internal
processes, curiosity in the face of
disconfirming data, informed flexi-
bility, and presence.”* Some train-
ing programs for cancer clinicians
have incorporated self-awareness
activities.”*>* However, few empiri-
cal studies have explored how self-
awareness enhances clinical practice.

Admittedly, there may be some sit-
uations—such as a medical emer-
gency or a self-destructive
patient—that call for clinicians to
use a communication style in
which they strictly control the con-
tent of the interaction, focus on
biomedical issues, interrupt, use
closed-ended questions, and make
decisions for patients. However, as
a general rule, “clinician-centered”
communication does little to
enhance care or bring the patient’s
perspective into the encounter.

1.1.4 Role of skill: patients

To achieve patient-centered care,
patients with cancer must commu-
nicate in a way that reveals their
needs, preferences, expectations,
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concerns, and perspectives.
Particularly important are active
communication behaviors such as
asking questions, expressing con-
cerns, being assertive in stating
opinions and preferences, introduc-
ing topics for discussion, and telling
their “health stories” (Table 1.2).%

These behaviors are “active” forms
of communication because they
interject the patient’s perspective
into the interaction and have the
potential to influence the clini-
cian’s behavior and decision-mak-
ing.****%3¢ By contrast, a patient
who remains passive during the
interaction does little to convey his
or her needs, fears, expectations,
beliefs, and preferences. Health
outcomes may be at risk in these
situations, and the encounter will
not satisfy the patient’s need to feel
known, understood, or heard or
satisfy the clinician’s moral obliga-
tion to address the patient’s under-
lying concerns in order to
maximize healing.

Patients vary in their abilities to be
active communicators. Although
we are aware of no studies that
have examined the communication
of a particular patient across inter-
actions with different clinicians,
research indicates that patients’
communicative styles are associ-
ated with social, cultural, and
personality factors. For example,
the degree to which patients with
cancer are active participants in
consultations has been linked to
their level of education**** and
ethnicity.” In other clinical set-
tings, more active patient participa-
tion is associated with orientations
to the patient-clinician relation-

Table 1.2 Examples of
Active Patient Communica-
tion Behaviors

Asking questions

Communicating assertively

e Offering opinions

e Stating preferences

e Interrupting, if necessary

e Sharing beliefs about health

e Introducing topics for
discussion

Expressing concerns and
feelings

e Expressing emotions
e Disclosing fears and worries
e Noting frustration

Telling one’s health “story” in
the context of everyday life

ships (e.g., shared control vs.
physician control),” gender,”
and personality.®

1.1.5 Implications for improving
patient-clinician communication

Future research should focus on
the most effective and efficient
ways to expand clinician and
patient capacity for patient-cen-
tered communication, particularly
in the skill domain. Because per-
sonality and socialization are rela-
tively stable attributes of
individuals after age 30,% skill-
building in communication style
and observation is particularly
important early in a clinician’s

medical training, before these
behaviors become more habitual
and intractable with age and
repeated performance. More
research needs to be done on the
pedagogical methods that can help
clinicians acquire and efficiently
deploy patient-centered behaviors,
develop the perceptual acuity to
assess the patient’s situation accu-
rately, maintain a sense of self-
awareness, and monitor the course
of the encounter. To be effective,
the instruction will need to use
multiple techniques, such as role-
playing, group discussion, testimo-
nials, patient or expert feedback,
self-assessment, and practice.***
Given that misunderstanding and
subconscious bias are particularly
problematic when the clinician and
patient are from different cultural
backgrounds, research is especially
needed to develop models for cul-
tural competency training involv-
ing patient-centered care. An
individual patient, on the other
hand, has fewer encounters with
clinicians than an individual clini-
cian will have with patients. Thus,
patients’ communication behaviors
are conceivably more modifiable.
Patient “activation” interventions
are most successful when patients®

* Believe in the legitimacy of
their participation in care

e Have some information about
their health condition and
treatment options

* Learn specific communication
strategies and behaviors to use
in their interactions with
clinicians
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* Receive the intervention in a
timely fashion so that they
have an opportunity to imple-
ment the suggestions

Culturally appropriate resources are
important for patient interventions
as well, as research has shown that
patients in minority groups and
with lower socioeconomic back-
grounds are often less participatory
than their counterparts®* and that
some patient education interven-
tions are less effective for such
individuals.®” Clinician and
patient interventions are reviewed
in greater detail in Appendix E.

1.2 Process of Communication.
ll: Aligning Patient and Clinician
Perspectives

Although the behaviors listed in
Tables 1.1 and 1.2 often character-
ize patient-centered communication
at the level of the individual com-
municator, effective (or ineffective)
communication is fundamentally
an outcome of the interaction
between the clinician and the patient
and family members. Thus, patient-
centered communication occurs
when both parties communicate in
a way to reveal, understand, and,
ideally, align their respective per-
spectives on the patient’s health.
We use the term “alignment” to
capture the fact that effective com-
munication is a process that
requires cooperation, coordination,
discovery, negotiation, and recon-
ciliation in order to achieve mutual
understanding, an accurate diagno-
sis, shared goals, an appropriate
treatment plan, and a stronger
patient-clinician relationship.

Three issues are most relevant to
the alignment process: communi-
cation is a process of mutual influ-
ence, clinicians and patients need
to have common goals for the
encounter, and clinicians must
make appropriate adaptations to
meet the patient’s needs. Although
individual behaviors have been the
subject of communication
research, the process of alignment
rarely has been studied.

1.2.1 Communication as a
process of mutual influence

As with all communication encoun-
ters, the clinical consultation is
jointly constructed by the partici-
pants as they weave together com-
municative actions to create the
conversation. How one participant
communicates will affect the com-
munication of the other.” The fact
that interpersonal communication is
a process of mutual influence has
important implications for patient-
centered communication. If a
patient believes that his or her per-
spective is not being addressed, he
or she can use active communica-
tion tactics such as asking ques-
tions, interrupting, and expressing
worries that may elicit more interest
and inquiry from the clinician. For
example, by asking a question, stat-
ing an opinion, or expressing con-
cerns, the patient explicitly provides
information that the clinician can
use to meet the patient’s needs more
effectively. This approach also
serves to introduce conversational
content the clinician is expected to
address. Indeed, clinicians often are
more informative, accommodative,
and supportive with patients who

are forthcoming with questions,
concerns, opinions, and prefer-
ences.*>****% Similarly, if a patient
with cancer is passive, a clinician
could use partnering and other facil-
itative behavior such as asking for
the patient’s opinion or concerns, or
offering encouragement. Such
behaviors generally elicit greater
patient involvement because the
clinician’s communication both
legitimizes and specifically asks for
the patient’s views.***7'" [n short,
many of the behaviors listed in
Table 1.1 can elicit those in Table
1.2, and vice versa.

1.2.2 Aligning communication
goals

Within any clinical encounter, both
the clinician and patient have goals
for the interaction. These goals are
related to each person’s expecta-
tions, preferences, and perceived
purposes of the consultation.
Sometimes these goals may be
quite specific and explicit, such as
deciding on cancer treatment, or
discussing the side effects of radia-
tion. Other goals may be more gen-
eral and vague; for example, a
patient may want to avoid dis-
cussing sexual dysfunction as a side
effect of prostate cancer treatment,
or a clinician may hope that the
patient does not get “‘emotional.”

Communication goals can be prob-
lematic in consultations for several
reasons. First, clinicians and
patients often assume that the other
shares the same goals, an assump-
tion that may be erroneous because
clinicians and patients may have
different expectations, preferences,
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and needs during the encounter. A
large body of research demon-
strates that concordance between
patients’ and physicians’ goals is
generally poor unless these goals
are made explicit, preferably early
in the interview.'”’® Patient and
clinician concordance on shared
understanding of goals and expec-
tations is important, as research
links the lack of concordance to
lower patient satisfaction and
adherence.'®’ Also, not all patients
may have the same goals. For
example, some patients want to
talk to their clinicians about family
and work relationships; others
think these topics are not pertinent
to the consultation.” Physicians
may assume that a patient wants
diagnostic testing for reassurance,
but the patient may not necessarily
want more tests.” Without verify-
ing that the clinician and patient
share the same goals, the consulta-
tion may unfold with the clinician
accomplishing his or her agenda,
believing it is the patient’s agenda
as well. The patient may appear to
be listening cooperatively, while in
reality he or she may be frustrated
by the course of the consultation
but does little to communicate that
frustration to the clinician.

In a particular series of consulta-
tions, an individual patient may
seek many different things:

e Care for routine surveillance
e Test results

¢ Discussion of treatment
options

e Evaluation of the effectiveness
of treatment

* Relief of symptoms

* Causal explanation about the
disease or symptoms

* Dispelling of fears (the
patient’s or the family’s) that
serious disease is present

¢ Consideration of decisions
about current and future care

* Administrative purposes (work
excuse, prescription refill)

In addition, a patient may simply
want to be understood. On the
other hand, clinicians make
choices about what to discuss. As
mentioned previously, they may
avoid some topics in an attempt to
stay on schedule. They also may
consider some issues, such as mak-
ing sure that the patient under-
stands the treatment options, more
appropriate than others, such as
discussing the patient’s family
problems.

On an individual level, a clinician
or patient may have multiple,
sometimes conflicting goals. As an
example, a patient with cancer may
want to talk about his or her feel-
ings of losing hope, yet want to be
perceived as strong and a fighter; a
clinician may want to be support-
ive but feels a need to scold a self-
destructive patient. Moreover,
these goals and preferences may
change during the course of the
consultation (e.g., a patient ini-
tially wants to make a treatment
decision but then wants the clini-
cian to decide; a patient does not
want chemotherapy but decides to
schedule it after hearing the clini-
cian’s reasoning). Patients with
multiple and conflicting goals may

communicate with some degree of
inconsistency or vagueness, thus
highlighting the need for the clini-
cian and the patient to make
explicit the goals relevant to the
consultation. More research is
needed to understand the impact of
incongruity and malleability of cli-
nician and patient goals on the
communication in the consultation,
the decisions reached, and the sub-
sequent follow through.

1.2.3 Adapting to meet the
patient’s needs

While communication is character-
ized by mutual influence, these
influences are often below the level
of awareness. One key defining ele-
ment of effective patient-centered
communication is the clinician’s
ability to monitor and consciously
adapt communication to meet the
patient’s needs. The observational
and perceptual skills described ear-
lier provide guidance for how clini-
cians can appropriately adapt their
communication. An obvious, but
important, form of adaptation is
presenting information in a way the
patient understands. For example,
when discussing diagnostic infor-
mation, an observant clinician will
detect subtle, nonverbal cues of
patient confusion and either
rephrase or restate the information.
Also, periodically checking for
patient understanding will help the
clinician determine whether com-
municative adaptations are needed.
A clinician may approach the dis-
cussion of cancer treatment options
in a cognitive, rational way but
notice that the patient is emotion-
ally distraught. In this circum-
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stance, a patient-centered clinician
would validate and explore the
patient’s emotions before continu-
ing the discussion of treatment
options and may decide to spend
more time at that particular visit
offering reassurance or support.

A second area important for align-
ment is discovering the way in
which patients want to be involved
in decision-making. Clinicians are
not particularly good judges of
patients’ preferences for involve-
ment in decision-making in the
cancer setting.'®'"” Thus, it is
important to identify these prefer-
ences and make appropriate adapta-
tions. An oncologist who routinely
solicits and encourages patient
involvement in decision-making
may take more responsibility if he
or she senses that the patient wants
this. This clinician may still
actively encourage the patient to
talk about his or her concerns, how-
ever. Conversely, clinicians who
have limited perceptiveness or a
fixed communication style will
have less adaptability and will find
they interact with some patients
effectively but have considerable
difficulty with others.

Lastly, communication errors and
misinterpretations are quite com-
mon in conversation and even more
likely in cancer settings, where
cognitive complexity and emo-
tional intensity are particularly
common. Thus, conversation repair
is a normal and expected form of
communication adaptation.
Conversation repair is needed when
there is a difference between how
the clinician and the patient define
or interpret words or concepts. For
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example, a clinician may describe a
potential side effect of a medication
as “rare,” considering it to mean a
5% chance of occurrence; however,
most patients would consider
“rare” to indicate a probability of
24% (standard deviation, 30%).”
Similarly, in discussions of advance
directives and resuscitation, the
question of “doing everything”
often arises;* yet, families and
patients may not have the same
understanding as the clinician
about the extent of “everything.”
These kinds of miscommunications
are even more likely when clini-
cians and patients are not of the
same race, ethnicity, or socioeco-
nomic status.'*'**' On discovering
these misinterpretations, clinicians
can adapt their communication by
simply rephrasing the information
or perhaps engaging in a detailed
discussion to unravel the miscom-
munication about therapeutic goals
or actions.”®* The key skills for
clinicians are to recognize these
miscommunications and make
appropriate conversational repair.

1.2.4 Implications for improving
patient-clinician communication

Clinicians vary their communica-
tion with different types of
patients. Studies have shown that
clinicians often talk more about
relationships and feelings with
female patients® and give more
information to better educated
patients,”* and white patients.* In
addition, clinicians sometimes talk
in more simplistic terms to older
patients® and vary the tone and
length of their consultations
depending on the nature of the

patient’s illness.*”*® An important
direction for future research is to
evaluate whether these adaptations
are appropriate responses to the
patient’s needs or inappropriate
responses that are driven by clini-
cian bias or prejudicial attitudes.

Lastly, little is known about how
patients monitor, adapt, and respond
to specific situations. Apter’s rever-
sal theory® suggests that in situa-
tions of low emotional distress,
patients make communicative adap-
tations to meet their information
needs, emotional needs, or treat-
ment preferences. For example, a
patient who has accepted the fact of
a cancer diagnosis might bring con-
cerns about the side effects of
chemotherapy to the clinician and
discuss different management
options with few emotional over-
tones. This patient might be able to
interject his or her perspective when
given the explicit opportunity in
response to a question or a clini-
cian’s partnering behavior. More
assertive patients may introduce a
new topic of discussion even with-
out the clinician’s invitation.
However, in situations characterized
by high levels of physical discom-
fort, anxiety, cognitive complexity,
and/or ambiguity, the same patient
may become overwhelmed because
the cognitive and emotional burden
exceeds his or her capacity to adapt
to the requirements of the situa-
tion.” In those cases, clinicians may
need to adopt a different communi-
cation style than would ordinarily
work well for that patient.
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Similarly, clinicians can become
overwhelmed, and as a result, dis-
tance themselves from the patient
and fail to elicit and respond to the
patient’s needs. Of particular con-
cern are communicative adjust-
ments clinicians make in response
to ambiguous symptoms or poor
prognoses. Recent findings suggest
that when patients present symp-
toms that do not conform to typical
disease patterns (‘“medically unex-
plained symptoms”), physicians
tend toward premature closure,
explore those concerns less thor-
oughly, and offer less validation and
empathy.”’ When encountering a
patient with an incurable cancer, a
sympathetic clinician may attempt
to reduce his or her own anxiety or
the patient’s anxiety by inflating
estimates of a favorable prognosis.”
The clinician’s task, then, is to
restore sufficient comfort and order
so that the patient can participate to
the degree that he or she is capable.

1.3 Communication and
Outcomes of Care

Patient-clinician communication
may contribute directly or indi-
rectly to a number of outcomes, a
partial list of which is presented in
Table 1.3. From a patient-centered
care perspective, patient-clinician
communication should contribute
positively to at least one of three
sets of outcomes; the first two,
quality of the encounter and inter-
mediate outcomes (e.g., adherence,
self-care efficacy), may contribute
to the third, health outcomes
(improved survival, subjective
well-being, and functioning).

1.3.1 Quality of the encounter

Judgments of effective patient-cli-
nician communication and quality
of care can come from multiple
perspectives—the patient, the clini-
cian, and third parties. These per-
ceptions are not necessarily
congruent and often are highly

subjective. For example, an oncol-
ogist may believe that his or her
performance was effective because
he or she provided the patient with
extensive treatment information
and was optimistic about the prog-
nosis. However, the patient may
have been dissatisfied because the
oncologist dominated the conver-

Table 1.3 Outcomes of Effective Communication

Communication outcomes

e Strong patient/family-
clinician relationships (trust,
rapport, respect, involvement
of family and caregivers)

e Effective information
exchange (recall of
information, feeling known
and understood)

e Validation of emotions (e.g.,
empathy)

e Acknowledgment,
understanding, and tolerance
of uncertainty

e Patient participation in
decision-making

e Coordination of care

Intermediate outcomes
e Strong therapeutic alliances

e Patient knowledge and
understanding

e Emotional self-management

e High-quality medical
decisions (informed by
clinical evidence, concordant
with patient values, and
mutually endorsed)

e Family/social support and
advocacy

e Patient self-efficacy,

empowerment, and
enablement

e Improved adherence, health
habits, and self-care

e Access to care and effective
use of the health care system

Health outcomes

e Survival and disease-free
survival

— Prevention and early
detection of cancer

— Accurate diagnosis and
completion of evidence-
based treatment

— Maintenance of
remission

¢ Health-related quality of life
— Functioning: cognitive,
physical, mental, social,
and role

— Well-being: physical,
emotional
— Health perceptions

Societal outcomes

e Cost-effective utilization of
health services

e Reduction in disparities in
health and health care

e Ethical practice (e.g.,
informed consent)
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sational floor and did not let the
patient fully discuss his or her
fears. Both clinician and patient
may believe they had engaged in
collaborative decision- making
even though there may be no
behavioral evidence of such when
a video recording of the encounter
is evaluated.” Lastly, the clinician
and patient may believe they had a
high-quality encounter although a
chart audit finds evidence of inade-
quate care. Although a patient-cen-
tered care perspective might
emphasize the patient’s judgment
of quality, our contention for can-
cer care is that the perspectives of
all stakeholders—patients, clini-
cians, relevant third parties (e.g.,
family members, clinic administra-
tors)—must be recognized and,
when discrepant, aligned.

From the patient’s perspective,
effective cancer communication
should promote overall satisfaction
with care as well as satisfaction
with the clinician’s technical skills,
the clinician’s communication,

and the decision reached. Other
indicators of high-quality care
from the patient’s viewpoint might
be considered proximal outcomes
of communication, such as the
following:

* Feeling understood by his or
her clinician

* Actively participating in the
interaction

* Gaining an improved under-
standing of the diagnosis and
treatment options

* Obtaining help in coping with
uncertainty
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* Establishing trust in his or her
clinicians and the health care
system

These outcomes are tied directly to
the quality of patient-clinician
communication, both past and cur-
rent. In other words, positive or
negative experiences in the past
may influence how the patient per-
ceives the quality of the current
encounter.

Although much less studied, the
clinician’s perceptions of effective
communication are also important.
These outcomes include the fol-
lowing:

e Satisfaction with the encounter

* Sufficient understanding of the
patient’s perspective (beliefs,
values, concerns, preferences)
to guide further medical care

* Sense of having provided high-
quality health care (e.g., the
patient is satisfied, is committed
to a treatment plan, and leaves
the interaction with a sense of
purpose, hope, and optimism)

* Rapport with the patient (trust,
cooperation)

While the patient’s judgment of
quality of care may be related to
intermediate patient outcomes such
as self-care skills and adherence to
a treatment plan, the clinician’s
judgment of quality relate to job
satisfaction and a lower level of
burnout,” both of which may affect
the quality of future interactions
with patients,” attitudes toward
patients (including bias), patient
adherence,” and even quality of
care delivered.”*®

Quality of the encounter also can
be assessed from the viewpoint of
other stakeholders. Family mem-
bers’ perceptions of quality of care
are important because their views
may reinforce or contradict the
patient’s judgments. When a fam-
ily member’s views differ from
those of the patient, family rela-
tionships may be strained, perhaps
lowering the patient’s quality of
life or becoming a barrier to the
patient’s commitment to treatment.
Administrators and insurers have a
perspective on the patient-clinician
encounter (e.g., guideline adher-
ence, evidence of medical errors),
especially as it relates to assessing
quality of care, efficient and appro-
priate use of resources, and reduc-
ing risk of litigation. These
perspectives are often not aligned,
yet there is little research on how
the alignment might be improved.
More studies are needed to com-
pare the patient’s, family’s, clini-
cian’s, and other stakeholders’
assessments of quality of care, and,
importantly, to evaluate the com-
munication factors that affect their
respective judgments and the
degree of congruence among them.

1.3.2 Communication and
intermediate outcomes

For patient-clinician communica-
tion to contribute to healing and
reduced suffering in cancer care, it
must activate mechanisms that
directly affect health. In this mono-
graph, we propose that most of the
health benefits of effective patient-
clinician communication are from
its role in accomplishing intermedi-
ate outcomes (Table 1.3). These
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intermediate outcomes include
appropriate medical decisions and
patients with a stronger sense of
agency, self-care skills, and com-
mitment to treatment. For example,
a patient-clinician encounter that
produces greater patient under-
standing of the benefits of tamox-
ifen should lead, in turn, to better
adherence to a therapy that has
proven effectiveness in preventing
breast cancer recurrence. If a patient
with prostate cancer leaves a con-
sultation with an accurate under-
standing of the risks and benefits of
brachytherapy and feels involved
and satisfied with a decision to
undergo this treatment, he may be
better prepared to cope with the
potential side effects and thus have
better emotional well-being. If, dur-
ing a consultation, a patient with
colon cancer learns sufficient self-
care skills for managing a
colostomy, he or she may be better
able to cope with the day-to-day
management of fecal discharge in a
way that did not interfere with
social functioning. These potential
pathways that link communication
to improved health are discussed in
more detail in Chapter 3.

Clinician and patient perceptions of
effective communication can con-
tribute to, but do not guarantee,
actual improvement in patient’s
health or health behavior. Kinmonth
et al.” found that patients more sat-
isfied with their diabetes care (an
indicator of quality of care) actually
gained more weight following the
visit (an indicator of poorer diabetes
management) than did less satisfied
patients. Perhaps satisfied patients
were less vigilant of their own self-

care responsibilities. In most cases,
active patient participation is a posi-
tive feature of patient-clinician
interactions, but some negative con-
sequences may emerge. For exam-
ple, when patients made explicit
requests for antidepressant medica-
tions they saw advertised on televi-
sion, physician prescribing
increased not only for patients with
major depression but also for
patients with questionable clinical
indications.*

1.3.3 Communication and health
outcomes

The two primary outcomes of
effective communication should be
improved survival and improved
quality of life, particularly health-
related quality of life.

Even though, theoretically, better
communication can lead to better
treatment choices, the evidence is
scant for direct links between spe-
cific patient-clinician communica-
tions and measurable changes in
survival or the biological course of
disease. However, there is growing
evidence that communication can
directly affect the patient’s emo-
tional well-being and psychologi-
cal symptoms. For example, adults
with cancer have reported more
hope,'™'" and children with cancer
have experienced less anxiety and
depression'” when physicians were
open about the diagnosis and prog-
nosis. According to Schofield et
al.,'” communication that may
lower anxiety included preparing
the patient for diagnosis, giving the
patient clear information, provid-
ing written information, discussing

questions and feelings, and being
reassuring. Additionally, empathy
reduces patient anxiety and emo-
tional distress.'*'” However, the
relationship between patient-clini-
cian communication and patient’s
emotional states can be quite com-
plex. For example, patients with
cancer are often very anxious
about common physical symptoms
(i.e., the fear these symptoms
might be related to the cancer) and
the clinicians’ use of reassurance
can reduce this anxiety. In some
cases, however, providing reassur-
ance may worsen outcomes if it
appears to avoid the focus of the
patient’s anxiety or is offered
before the patient can express his
or her concerns.'”

Little is known about how the
patient’s communication during a
consultation affects emotional
well-being. Some studies indicate
that a patient’s participation in
decision-making may result in
greater levels of anxiety,'” perhaps
due to a greater sense of responsi-
bility for treatment outcome. On
the other hand, patient involvement
may lead to greater satisfaction,
which, in turn, is associated with
less emotional distress.'*>!071%8

In short, much more research is
needed on how patient-clinician
communication and clinician-fam-
ily communication affect health
outcomes directly and through var-
ious mediators. We will address
some of these issues in Chapters 3
and 6.

1M1



Patient-Centered Communication in Cancer Care

1.4 Understanding the
Importance of Context

As with all forms of communica-
tion, patient/family-clinician inter-
actions are situated within multiple
layers of context, including the fol-
lowing:

* Disease factors (e.g., type of
cancer, stage of disease)

* Family and social environment
e Cultural context

* Media environments (e.g.,
coverage of health topics,
access to information through
the Internet)

* Health care system

* Societal factors (e.g., laws,
socioeconomic status)

Obviously, an attempt to account
simultaneously for all elements of
context that potentially affect all
aspects of communication and can-
cer outcomes would be futile.
Hence, in this monograph, we
adopted the following as a way to
make the role of context manage-
able.

First, context is important for can-
cer communication because it is a
source of potentially powerful
mediators and moderators of
patient-centered communication
processes and outcomes (discussed
in Chapter 3).

Second, we hold that the primary
context for the processes of
patient-centered communication is
the interpersonal context—the
actual encounter among clinicians,
patients, and families. In other
words, what unfolds in these
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encounters is a function of the par-
ticipants’ goals, perceptions, and
communication capabilities, as
well as the communicative actions
of the other participant(s) in the
encounter.” The type of health care
system; media coverage of a can-
cer issue; cultural aspects, such as
the degree of fatalism and spiritu-
ality; and insurance coverage can
influence whether clinician and
patient even have a consultation at
all. However, once the patient and
clinician interact, these contextual
factors influence communication
through their effect on the interac-
tants’ goals, perceptions, and
behaviors. For example, a clinician
and patient may discuss experi-
mental treatment as one option
only if the patient lives in a loca-
tion where phase 3 clinical trials
are being conducted. Family mem-
bers may pressure a patient toward
unconventional therapies which, in
turn, may affect how the patient
discusses treatment options with
the clinician.

Third, as will be discussed in
Chapter 3, context is a source of
moderators that reinforce or con-
strain the various pathways linking
communication to improved
health. Examples of such effects
include a patient’s stronger intent
to follow through on a treatment
decision when family members
support such a decision; a patient’s
decision to stop chemotherapy
because of news stories of miracu-
lous recoveries from herbal treat-
ments; or a patient’s decreased
sense of personal control because
of a spiritual belief that his or her
fate rests in God’s hands.

Lastly, the communication issues
of importance and the relevance of
certain outcomes depend heavily
on whether the patient is at a par-
ticular phase of the cancer care
continuum: prevention, screening,
diagnosis, treatment, survivorship,
or end of life. In Chapter 4, we will
examine cancer communication
processes and outcomes within
each of these phases.

1.5 Conclusion

This chapter provides an overview
of patient-centered communication
with a specific focus on how effec-
tive communication depends not
only on clinicians’ and patients’
individual capacity for competent
communication but also on their
abilities to adapt behavior and
align their perspectives to accom-
plish shared goals. We identified
several levels of outcomes that can
be linked to effective communica-
tion, ranging from quality of care
within the encounter itself to
health improvement long after the
consultation is over. However, it is
also important to recognize that
patient-clinician communication is
embedded within multiple layers
of context that can moderate and
mediate the relationships between
communication processes and out-
comes. Future research must lead
to an understanding of the ecology
of cancer communication to pro-
vide insight into how best to
design interventions to improve
cancer care.
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