Summary, Conclusions, and
Future Directions

his monograph provides a
Tframework for understanding

how patient-centered commu-
nication can further the National
Cancer Institute (NCI)’s mission to
improve survival and enhance
quality of life for those affected by
cancer. In particular, health-related
quality of life can be improved
when clinicians are attentive to
patients’ symptoms, functioning,
and well-being in the physical,
emotional, and social domains'
across the cancer care continuum.
However, improvements in sur-
vival and quality of life require
effective communication among
clinicians, patients, and family
members in a health care system
that fosters continuous healing
relationships and care that is cus-
tomized to meet patients’ needs.

Patient-clinician communication is
especially important in cancer set-
tings because of the levels of
stress, uncertainty, complex infor-
mation, and life-altering medical
decisions that exist in such set-
tings. Effective communication can
ameliorate suffering directly, by
enhancing the patient’s emotional
well-being, and indirectly, medi-
ated by factors such as social sup-
port and adherence. Thus, it is
important to understand how to
improve communication between
patients and their family members
and the health care delivery team.
The importance of communication
as a means of achieving the best

health outcomes for patients is fur-
ther underscored by the Institute of
Medicine (IOM) report, “Crossing
the Quality Chasm,” which identi-
fies “patient-centeredness” as one
of six key ways to improve health
care and notes that “continuous
healing relationships” are a means
for achieving that goal.’

This monograph has focused on
optimizing the communication
process between the patient/family
unit and the health care delivery
team. Because the family is central
to patient care and because patients
normally are seen by clinicians of
different disciplines at various
phases of the illness, we have used
the term patient-clinician communi-
cation throughout the monograph as
a proxy for communication between
the patient/family and the health care
team. By clinicians, we refer to all
professionals who provide care to
patients within the cancer context.
By family, we refer to people in the
patient’s social circle who are most
relevant to the patient, regardless of
whether they are biologically related.
Patient-clinician communication was
discussed within the context of the
phases of the cancer care continuum,
primarily the phases from screening
to survivorship and end of life.
Cancer prevention is important but is
beyond the scope of this monograph.

This chapter provides a brief sum-
mary of the overall monograph, a
discussion of the gaps in the litera-
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ture on patient-clinician communi-
cation, and an overview of the pri-
orities for future research.

6.1 Summary of Chapters 1
through 5: Basic Principles,
Functions, Mediators and
Moderators, and Methodological
Challenges

Chapter 1 presents the basic prin-
ciples of effective communication
in cancer care. These principles are
based on a philosophy of patient-
centered care that embraces three
core values: considering patients’
needs, perspectives, and individual
experiences; providing patients
with opportunities to participate in
their care; and enhancing the
patient-clinician relationship.*
Patient-centered communication is
characterized by verbal and non-
verbal behaviors that are intended
to accomplish the following:**

e Elicit, understand, and validate
the patient’s perspective (e.g.,
concerns, feelings, expecta-
tions)

 Understand the patient within
his or her own psychological
and social context

* Reach a shared understanding
of the patient’s problem and its
treatment

* Help a patient share power by
offering the patient meaningful
involvement in choices relat-
ing to his or her health

* Build strong patient-clinician
relationships characterized by
mutual trust, respect, and com-
mitment
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Table 6.1 Examples of Behaviors that Clinicians and
Patients/Family Must Engage in for Effective
Communication

Clinicians Patients/Family
Listen Disclose needs
Avoid interruptions Share information about

symptoms and concerns

Organize the visit Share information about family,
culture, and context

Solicit patient’s beliefs
and preferences Discuss expectations

Elicit and validate patient’s emotions Voice concerns

Provide clear and
jargon-free explanations Discuss options

Offer encouragement and support Ask questions

Table 6.2 Examples of Important Outcomes Related to Effective
Patient-Clinician Communication

Outcomes

Proximal Accurate transfer and understanding of
information

Recognition of and appropriate response
to emotional distress

Establishment of trust and respect
Mutual and cooperative participation in
the consultation

Intermediate Adherence to clinical guidelines
Patient satisfaction

Patient self-efficacy

Distal (Health) Improved survival
Enhanced quality of life
Reduction in health disparities
Improved quality of care

Decreased health care costs
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Table 6.3 Six Fundamental Functions of Patient-Clinician Communication

Function

Foster healing
relationships

Exchange information

Respond to patients’ emotions

Manage uncertainty

Make decisions

Enable patient self-management

Clinician’s Role

Establish mutual trust, rapport, understanding, See Appendix A
and commitment

Patient-clinician agreement about each others’
roles and expectations

Recognize patients’ information needs See Appendix B

Integrate clinical information with the patient’s
iliness representations (explanatory models)”®

Acknowledge both the content and process of
information exchange

Use Internet-based resources™

Communicate prognostic information accurately
while also providing hope

Overcome barriers related to low health
literacy and poor understanding of statistical
information

Elicit patients’ emotional distress See Appendix C

Communicate an understanding of the patient’s
emotions to him or her

Respond with legitimation, validation,
empathy, and support

Acknowledge uncertainty, to allow space
for hope™

Recognize that uncertainty often cannot be
eliminated

Help to manage uncertainty by providing
information, support, and cognitive strategies

Consider the active involvement of the See Appendix D
patient and family in the information-exchange

and deliberation stages of the decision-making

process

Identify who is responsible for the final decision

Advocate for the patient, including help in
navigating the health care system

Support patient autonomy

Provide guidance to patients about finding
information, developing coping skills, and
taking actions to improve their health
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To communicate effectively, both
clinicians and patients need knowl-
edge, skills, and motivation, as well
as a health care environment that
facilitates communication (Table
6.1). (See Figure 1.1, page 3.)

Individual communication skills
alone are not sufficient. Clinicians,
patients, and families must align
themselves toward common goals;
adapt their communication styles to
achieve mutual understanding; be
willing to reconcile differences due
to beliefs, language, or culture; and
deliberate together over difficult
decisions. Although individual
behaviors have been the subject of
communication research, the
process of alignment rarely has been
studied. Communication should be
oriented toward outcomes, espe-
cially health outcomes, such as
improved survival and meaningful
enhancements of health-related
quality of life (Table 6.2).

Chapter 2 sets forth a framework
for research on patient-centered
communication in cancer care,
with a discussion of six fundamen-
tal functions of communication.
These functions are not necessarily
hierarchical; rather, they overlap
and interact (Table 6.3). (See
Figure 2.1, page 19.)

Chapter 3 explores pathways by
which communication can lead to
improved outcomes, including
mediators and moderators. (See
Figures 3.1 [page 41], 3.2 [page
471, and 3.3 [page 52]; Tables 3.1
[page 40] and 3.4 [page 53].) Two
sets of pathways were discussed—
those that lead directly from com-
munication to health outcomes, and

102

Table 6.4 Some Moderators that Influence the Relationship
between Communication and Outcomes

Type of Moderator
Intrinsic
Age
Sex

Variables

Relatively immutable

Personality

Health beliefs
Potentially mutable
Iliness representations
Knowledge

Attitudes

Relationships among the patient,
family members and health care team

Extrinsic

Nature and phase of the illness

Cultural factors

Social support

Health care system

Medium of communication
(e.g., electronic, face-to-face)

Legal and regulatory factors

those that are mediated, i.e., path-
ways consisting of one or more
links between a communication act
and a given outcome of communi-
cation. Proximal outcomes form
the first link and might include
improvements in the following:

e Access to care

* Patient knowledge and shared
understanding

* Therapeutic alliances (i.e.,
patient and clinician commit-
ment to the relationship)

* Emotional self-management

* Family/social support and
advocacy

* Quality of medical decisions
(e.g., informed, clinically
sound, concordant with patient
values, and mutually endorsed)

* Patient agency" (self-efficacy,
empowerment, and
enablement’*")

These pathways link effective
communication to intermediate
outcomes such as improved adher-
ence, health habits, and self-care.

Chapter 3 also addresses modera-
tors, factors that influence the rela-
tionship of communication to
proximal, intermediate, and distal
(health) outcomes. (See Table 3.4,
page 53.) Moderators are either



intrinsic (variables intrinsic to cli-
nicians, patients/families, and their
relationships) or extrinsic (vari-
ables external to the individual
qualities of clinicians,
patients/families, and their rela-
tionship) (Table 6.4). Researchers
often identify fixed moderating
variables such as age and gender,
but little is known about why such
variables affect the relationship of
communication to patient health
outcomes. For example, age may
moderate the relationship between
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communication and health out-
comes because of cognitive
decline, low health literacy, lack of
shared health beliefs, or limited
access to the Internet.'

Chapter 4 places each of the func-
tions and pathways described in
Chapters 2 and 3 in the context of
each phase on the cancer care con-
tinuum and provides details about
the communication needs; media-
tors, moderators; and proximal,
intermediate, and distal (health)
outcomes at each phase (Table 6.5).

Table 6.5 Examples of Clinician Communication Behaviors that
Can Improve Survival and Enhance Quality of Life
during Each Phase of the Cancer Care Continuum

Foster health behaviors and promote

prevention interventions as appropriate

Promote efficacious cancer screening practices

Provide emotional support and information

Discuss areas of uncertainty and prognosis
Encourage patient participation in care

Phase Clinician Behavior
Prevention
Screening

and follow-up
Diagnosis
Treatment

Provide emotional support

Provide treatment-related information
Encourage patients to complete treatment

regimens

Enhance social support

Survivorship

Help patients manage uncertainty

Facilitate coping, functioning, and well-being
Watch for signs of recurrence

Help patients adhere to recommendations for
ongoing surveillance, prevention and treatment

End of life
(palliative care)

Help patients make decisions concordant with
their values

Involve and address the concerns of family

members

Provide optimal palliation to improve overall

quality of life

Also discussed are important fac-
tors that determine the content of
communication at each phase. For
example, although the type of can-
cer may shape the timing, content,
and process of communication to
an important degree at the diagno-
sis phase, it may be less crucial
during the end-of-life (palliative
care) phase.

Chapter 5 discusses methodologi-
cal challenges to studying commu-
nication in cancer settings. Most
descriptive studies have been cross-
sectional and have relied on survey
methods. Longitudinal studies,
mixed-method studies, and studies
involving multiple sources of data
are relatively uncommon but are
needed to establish causal links
between communication and out-
comes. Measuring communication
is challenging because of several
factors: the lack of theoretically
driven measures, discrepancies in
findings depending on how obser-
vational data are coded and ana-
lyzed, and relatively weak
correlations between ratings of
audio recorded encounters and
patients’ subsequent ratings of the
same encounter. The chapter also
discusses the need to develop more
robust measures of proximal, inter-
mediate, and distal (health) outcomes
and of the processes accounting for
the effects of moderators.
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6.2 Gaps in the Literature and
Important Areas for Future
Research

6.2.1 Theoretical issues: From
descriptive to prescriptive models
—Implementing theories of
patient-centered communication

From a theoretical standpoint,
three issues require further study:
the descriptive models of patient-
centered communication, commu-
nication improvement models, and
communication theories that incor-
porate and inform general theories
of health behavior and health
psychology.

Descriptive models of patient-cen-
tered communication must be
developed more fully. Although
there is general agreement about
the goals and components of
patient-centered communica-
tion,**"” defining it as a set of dis-
crete behaviors is difficult because
communication is always inter-
preted individually within its con-
text. Patient perceptions of care do
not completely characterize
patient-centered communication
either. Their perceptions may relate
more to overall impressions of
their care and the clinician than to
specific features of patient-cen-
tered communication.* In addition,
the elements of patient-centered
communication are not necessarily
correlated, suggesting that patient-
centeredness is a multidimensional
construct. For example, a clinician
expressing empathy and support is
practicing a form of patient-cen-
tered behavior. However, this
behavior may occur independently
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of other types of patient-centered
communication, such as providing
clear, understandable explanations
and working in partnership with
the patient.

There is a need for a communica-
tion improvement model that
defines specific measurable ele-
ments of communication empiri-
cally linked to outcomes. These
elements should then guide the
development of interventions.
Thus, the model should be evi-
dence-based as well as theory-
driven. To that end, effective
communication would be judged
on the basis of its ability to achieve
a particular intermediate outcome
or distal (health) outcome and pro-
vide a plausible explanation for
this effect. For example, decision-
making processes may be defined
as patient-centered if they result in
improved rapport, shared under-
standing, and appropriate follow-
through. Ingredients of a “good”
decision may include patient-clini-
cian discussions of values, goals,
clinical evidence, and illness repre-
sentations and risks and subse-
quent patient-clinician agreement
that the best possible decision

was reached.

Theories of communication that
incorporate and inform general
theories of health behavior and
health psychology’ are needed to
explain the relationship of commu-
nication to outcomes. Consider
examples of such integration.
Through their interactions with
family, friends, various media, and
clinicians, patients construct illness
representations,'® otherwise known
as explanatory models’ or “lay” or

“common sense” models of health
and illness.*"** They are an
attempt to develop a sensible nar-
rative reconstruction of the
patient’s life, disease, and illness
experience.'®*"** These representa-
tions are important in cancer care
because they influence health deci-
sions (e.g., whether to seek or fol-
low through on care) and coping
mechanisms. Communication is
linked inextricably to illness repre-
sentations because these lay mod-
els can be constructed, reinforced,
or modified during patient-clini-
cian encounters. Moreover, dis-
crepancies between clinicians’
views of the patient’s health and
the patient’s own health beliefs can
contribute to poor outcomes, such
as inappropriate decisions, poor
adherence to treatment plans, anxi-
ety and distress, and disparities in
care. These discrepancies are more
likely in cross-cultural settings,
further emphasizing the need to
incorporate cultural competency
into general communication

skills training.

Communication concepts also
should be integrated with theories
of self-efficacy,” self-determina-
tion,* enablement,"*"* and agency"
to show how communication might
transform patients from passive
recipients to active participants in
care and enable them to take a
more active role in managing their
own illnesses. Relationship-cen-
tered care is another construct that
may contribute to a theory of how
communication contributes to
health outcomes.”



Table 6.6 Recommendations
for Populations and
Settings to Be Studied

Patients and families
e Greater attention to
- Men
— Racial and ethnic
minorities
— Low-education and
low-literacy populations
— Older patients

— Gender concordance
between clinician and
patient

— Family members and
different family
structures

— Wider variety of cancers

Clinicians
e Continue to study
oncologists
e Greater attention to
— Surgeons
— Radiation oncologists

— Interventional
radiologists

— Primary care clinicians
— Nurses
— Hospice workers

Settings

e Continue to study settings
of outpatient oncology
offices and clinics

e Greater attention to studies in
— Hospitals
— Hospice settings
— Long-term care
facilities
— Patient homes
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6.2.2 Populations and settings
studied

Patients and families

Patients most commonly studied
are middle-age, middle-class,
white women, with at least a high
school education. Racial, ethnic,
and educational factors contribute
to significant disparities in access
to care, delayed diagnosis, and
completion of treatment,* yet
only a few studies in the literature
on cancer prevention and decision-
making have been designed to
evaluate communication factors
that may contribute to those dispar-
ities.” Although studies have
tended to focus on middle-age
adults, older patients have differ-
ent types of cancer and these can-
cers follow a different clinical
course. Younger and older patients
with cancer appear to have con-
trasting communication styles, yet
few studies compare their commu-
nication needs and behaviors."
Even fewer studies have examined
why the communication styles of
older patients differ from those of
their younger counterparts. As pre-
viously noted, reasons might
include educational, cognitive, atti-
tudinal, or disease-related factors.

Gender and gender concordance
have been studied in greater detail,
but reasons why these affect com-
munication and outcomes have not
been studied. Families are essential
sources of information, support,
and caregiving for patients with
cancer, yet communication
between family members and clini-
cians has been studied inade-
quately.” Little is known about
how different family structures

influence communication in cancer
settings. In summary, research is
insufficient to guide communica-
tion interventions involving
patients and families who are non-
white, members of ethnic minori-
ties, older than age 70, or have
lower educational levels and low
health literacy. By understanding
pathways that contribute to such
disparities as different illness rep-
resentations, literacy levels, and
health care system factors, inter-
ventions can be developed to reduce
or eliminate disparities in care.

Cancer communication studies in
clinical settings have primarily
focused on patients with specific
types of cancer, especially breast
cancer and, to a lesser extent,
prostate and colorectal cancer.
Fewer studies have involved
patients with more lethal cancers,
such as cancer of the lung, pancreas,
or ovary. The type of cancer is an
important element of context that
likely affects patient-clinician
communication and the relation-
ships between communication
and outcomes. Research should
include patients with a wider
variety of cancers.

Clinicians

The majority of cancer communi-
cation studies have involved med-
ical oncologists. Fewer studies
have included surgeons and fewer
still, radiation oncologists, inter-
ventional radiologists, primary
care clinicians who care for cancer
survivors, and hospice workers. A
substantial body of nursing litera-
ture on cancer communication
exists, but few of the studies
involve large enough samples to
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link communication to outcomes,
and few links have been made
between the nursing and physician
literatures. There is a clear need for
research that focuses on the health
care delivery team as a whole,
beyond the interactions of individ-
ual clinicians with patients and
their families. Clinician stress and
burnout appear to have a negative
effect on the quality of care.”™
Healthy approaches to stress theo-
retically can be developed through
clinician, patient, and system inter-
ventions,** but these have not
been studied in-depth.

Settings

Settings for communication research
generally have been outpatient
oncology offices and clinics.
However, hospitals can be even more
stressful for patients and families,
and research should be done with
patients in that setting. Studies
should also be done in other settings,
including homes, hospice settings,
or nursing homes to get a richer
understanding of communication.

6.2.3 Descriptive research
(Table 6.7)

More often than not, descriptive
research on cancer communication
has been cross-sectional, has been
conducted in outpatient settings,
has involved patients during the
diagnosis and treatment phases,
and has focused on a few specific
communication tasks, such as the
following:

« Patient self-assessed informa-
tion needs and availability of
and preference for different
information sources
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e Patient recall of information
discussed in outpatient consul-
tations

e Differences between clini-
cians’ actual methods of deliv-
ering bad news and patients’
preferences for delivery of
ad news

* Accuracy of physician state-
ments about prognosis and
patient preferences regarding
frank disclosure of prognostic
information

* Correlates of patient prefer-
ences for and achievement of
preferred roles in decision-
making and the effect of dif-

ferent decision-making styles
on proximal communication
outcomes

e Clinician elicitation of and
response to patient expressions
of emotional distress

Most descriptive studies of cancer
communication have involved
patients with breast cancer, fol-
lowed by patients with colorectal
and prostate cancer, with few stud-
ies involving patients with forms
of cancer that carry poorer prog-
noses. Cross-sectional communica-
tion studies have involved the use
of patient surveys and the analysis
of audio recordings of consulta-
tions with utterance-based coding

Table 6.7 Recommendations for Descriptive Research
e Characterize and study effects of continuous healing

relationships

e Analyze patient narratives of illness experiences

e Understand effects of family involvement in clinical
consultations in the interpretation of information, involvement

in decisions, and caretaking

e Characterize current use of electronic media as an adjunct to or

instead of face-to-face communication, including e-mail, shared
medical records, and the Internet

Understand how patients experience and deal with information
overload and associated confusion and anxiety

Understand how communication affects social support within
and outside the patient-clinician relationship

e Explore the process of decision-making, including the limits of

the concept of shared decision-making
Investigate the effect of decision aids on communication

Observe how health care systems currently foster or impede
patient/family-clinician communication

Characterize situations that require dealing with uncertainty
and how clinicians and patients discuss uncertainty

Explore how clinical communication affects patient agency,
enablement, and self-care

Understand the effects of clinician well-being, self-awareness,
and burnout on communication



schemes. Some longitudinal studies
have documented changes in
patients’ information needs and their
preferred role in decision-making
over time. The findings of a few
studies have suggested that effec-
tive communication about bad
news and treatment choices is
associated with improved quality
of life.

We suggest the following topics as
areas for future descriptive research:

* Continuous healing relation-
ships

e Communication environment

* Family involvement in clinical
consultations

* Use of electronic media
* Information overload

* Social support

* Decision-making

* Health care systems
 Uncertainty

* Agency, enablement, and
action

* Clinician well-being and
burnout

Continuous healing relationships
Patients focus on many aspects of
their relationships with clini-
cians—not just communication.
Qualitative studies suggest that
patients value physicians’ enduring
characteristics (e.g., caring, con-
nection, knowing the patient as a
person) more than specific com-
munication techniques (e.g.,
expressing empathy, partnership
building).”** Collectively, and over
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time, however, these specific tech-
niques likely contribute to patients’
perceptions of clinicians’ enduring
characteristics. One way in which
communication builds healing rela-
tionships, for example, is through
clinicians’ understanding of the
way patients make sense of their
illnesses (illness representa-
tions).**'82050 When clinicians
understand these illness represen-
tations, patients feel recognized,
accompanied, cared for, and
healed.”*" Qualitative reports can
further elucidate the way patients
understand their own illnesses and
feel understood by their clinicians.
In turn, such reports can inform
future research on ways of improv-
ing and monitoring the quality of
continuous healing relationships.

Although communication research
primarily addresses single discrete
clinical encounters, patients expe-
rience visits with clinicians in a
more “narrative” way. Over time, a
story unfolds, with each contact
framed by history, anticipation,
and retrospect. By taking a histori-
cal and longitudinal approach,
some of the paradoxes noted in
communication research—such as
the relatively low correlations
between observer-coded measures
and patient self-reports of commu-
nication—may be better under-
stood. The goals set out by the
IOM’s “Crossing the Quality
Chasm” report include continuous
healing relationships characterized
by trust and feeling understood.’
Longitudinal research enables the
study of these relationships as they
unfold over time.

Communication environment

Not only do patients have visits
over time, they also meet with vari-
ous clinicians and staff at different
phases of the illness. Yet, our
knowledge is limited about how
patients experience these different
personnel and what value they
place on these relationships.
Studies should examine all interac-
tions in cancer care and, at mini-
mum, assess patients’ perceptions
and evaluate how different patient-
clinician relationships relate to
proximal, intermediate, and distal
(health) outcomes.

Family involvement in clinical
consultations

Cancer has a major impact on fam-
ily life.** Family members attend
most cancer consultations in which
diagnostic, prognostic, and treat-
ment discussions occur®* and typi-
cally visit frequently when patients
are hospitalized. Yet, only a few in-
depth studies have considered the
essential role of family members in
remembering and interpreting
information, discussing treatment
options with and without the pres-
ence of clinicians, providing social
support, and providing “terror
management” to buffer the effect
of devastating news.***** Families
play a crucial role in improving
clinical communication in cancer
settings. Clinicians’ attitudes
toward family involvement
generally are positive,” but family
members can disrupt the patient
clinician relationship, lengthen vis-
its, interject their own values, and
lead clinicians to offer less emo-
tional support.” Clinicians cur-
rently make poor use of family
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members’ potential to improve care
and cancer outcomes.

Electronic media

Patients with cancer and their fam-
ily members often consult the
Internet before and between con-
tacts with health professionals."
Little is known about how this
information shapes patients’ illness
representations, makes its way into
clinical conversations, or influ-
ences subsequent patient behavior
and well-being. Another type of
electronic communication, e-mail,
is being used more often by clini-
cians and patients/families, and the
impact of such communication
likely will change important
processes of care. Although e-mail
communication can increase
patient access to clinicians, it also
may increase clinician workload
and lead to stress and burnout.
More research is needed on the
ways in which electronic resources
and e-mail can enhance the care of
patients with cancer.

Information overload
Communication research generally
has used an information-deficit
model, which focuses on patients’
expressed needs for more informa-
tion about an illness and its treat-
ment, prognosis, and psychological
impact. Paradoxically, a new gen-
eration of Internet-savvy patients
and families find themselves with
seemingly unlimited access to
information and now need help
judging its quality and relevance.
Information overload can also be a
source of anxiety. Often, contradic-
tory or ambiguous information
requires clarification by clinicians.
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Research may suggest areas for
improvement, interventions, and
the role of health care systems in
providing access to relevant,
understandable, high-quality
information.

Social support

Clinicians provide social support
during their interactions with
patients and also facilitate
patients’ access to social support.
How clinical communication can
result in increased social support
and how social support might
mediate the relationship between
improved communication and
improved health outcomes is
poorly studied. Likely factors
include neurohumoral and
immunological responses to (lack
of) social isolation, logistical and
financial support, emotional sup-
port, and promotion of healthy
behaviors through social norms
and encouragement. A large body
of literature documents the need
for and influence of social support,
but very few studies have specifi-
cally addressed the role of com-
munication.

Decision-making

Several studies on decision-making
address the balance of power
between patients and physicians in
making decisions under uncertain
circumstances.”** (See Appendix
D for a more extensive review.)
However, few of these studies have
addressed how decisions actually
are identified and made in clinical
practice. Future research should
describe the process by which
decisions are addressed, how
patients participate in discussions,

and the role of family members in
the decision-making process.
Determining whether a decision is
“shared” may be complex.
Observers of the interaction may
rate the level of sharing differently
than the protagonists,” perhaps
reflecting differing ability to dis-
tinguish acquiescence from agree-
ment. Further exploration of the
nature of clinical decisions is
needed to guide future interven-
tions. Decision aids, written or
video materials designed to enable
patients to make independent
choices among treatment options,
present opportunities to help
patients and families participate in
the clinical interaction and deliber-
ate when confronting difficult deci-
sions.* However, the role of
decision aids in facilitating com-
munication is not well studied.

Health care systems

The role of health care systems in
fostering communication has been
explored minimally, although their
role seems pivotal. In one way or
another, health care systems control
access, the flow of information,
use of time, financial incentives,
and the structure of health care
teams, all of which have an impact
on communication and quality of
care. Descriptive research on clini-
cal communication in health care
systems that have adopted struc-
tural changes to improve quality of
care would inform future commu-
nication efforts. These changes
might include implementing team
approaches to care, self-manage-
ment programs, Internet classes for
patients, and patient access to elec-
tronic medical records.



Uncertainty

From a theoretical and practical
standpoint, management of the
inevitable uncertainties in cancer
care is poorly understood.*>¢’
Recent neurobiological research
suggests that neurohumoral
responses are activated not only in
response to but also in anticipation
of imagined unpleasant events.*
These responses lead people to
make hasty choices to avoid the
imagined pain and anxiety of pro-
longed uncertainty. Further
research can explore how commu-
nication raises awareness of, frames,
reduces, and/or fosters acceptance
of uncertainty across the different
phases of the cancer care continuum.

Agency, enablement, and action
There is very little research on how
patient-clinician communication is
translated into patient action.
Descriptive research can elucidate
how patients are motivated to self-
manage aspects of the illness,
acquire information, garner social
support resources, and navigate the
health care system with and with-
out help from health professionals
and family members.

Clinician well-being and burnout
Clinician well-being has a direct
impact on the quality of care
patients receive.®®* Caring for
people with cancer is emotionally
taxing, burnout is not infrequent,
and personal wellness strategies
seem to have a positive effect on
reported quality of care for
patients.****¥7* However, clini-
cians’ emotional needs and their
feelings toward their patients are
often not addressed.”” Further
descriptive research can explore
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which self-care strategies and
institutional environments foster
well-being, reduce burnout, and
enable clinicians to deliver higher
quality care.

6.2.4 Intervention research
(Table 6.8)

Intervention research in cancer
communication largely has focused
on providing information, enhanc-
ing patient recall of information,
improving the delivery of bad
news, eliciting and responding to
emotional needs of patients,
advancing patients’ information-
seeking skills, and increasing
patient control of the decision-
making process. An overview of
intervention research is provided in
Appendix E.

A fresh look at improving commu-
nication in clinical cancer settings
may be needed to meet the goals of
improving patient survival and
quality of life. As described in
Section 6.3.1, the development of a
communication improvement
model, not just a descriptive model
of communication, is needed to
further intervention research.
Although descriptive models are
useful for research purposes,
health care system planners and
change agents need a model to
guide interventions; this model
should focus explicitly on elements
that are likely to make a difference.
The research framework should
take into account the desirable out-
comes and identify theoretical and
empirical links between communi-
cation and desired outcomes.
Planning of interventions should

take into account factors related to
health care systems—an interven-
tion should be designed and
deployed within an environment
that can sustain it. Interventions
should address several questions:

* Who should be the targets of
the intervention?

e What skills, attitudes, and con-
tent areas should be
addressed?

e When is the intervention most
likely to have an impact?

e Where should the intervention
take place?

e How should the intervention
be conducted?

The areas for descriptive research
listed in the previous section are
also areas for potential interven-
tions, but they will not be dis-
cussed again here. Four additional
considerations should guide future
interventions:

* Combining interventions
involving health care systems,
clinicians, and patients

* Focusing on improving patient
access and agency, not just
attitudes and knowledge

* Incorporating family and
social systems to optimize
patient care

* Using all possible communica-
tion media to foster continuous
healing relationships
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To whom interventions should be
directed and what behaviors and
skills should be targeted

Communication research should
test combined interventions that
include health care systems
changes in addition to targeting cli-
nicians, patients, and ancillary per-
sonnel. Research should also focus
on families and social systems, not
just individual patients.

Most cancer communication stud-
ies to date have focused primarily
on changing clinicians’ (especially
physicians’) communication
behavior.”*” Fewer studies have
involved patients, and studies
involving health care systems are
rare. To provide a rationale for
combined interventions involving
patients, clinicians, and the health
care system, we first present a brief
overview and explain the limita-
tions of interventions involving
only clinicians, patients, or ancil-
lary personnel.

Clinicians

Interventions generally consist of
seminars for clinicians that are of
three hours to three days in dura-
tion. Areas of focus include skills
for eliciting patient concerns,
expressing empathy, responding to
patient cues, handling psychologi-
cal distress, dealing with emotions,
breaking bad news, helping
patients manage pain, and working
with patients who have limited lit-
eracy. The most effective training
programs are long-term, involve
multiple pedagogical methods,
allow for rehearsal, provide timely
feedback, and allow clinicians to
work in groups with skilled facili-
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tators.”*' These interventions
result in better elicitation of and
response to patients’ fears and con-
cerns, as well as clearer delivery of
information. In addition, the find-
ings of some studies have indicated
that the patients of physicians who
have undergone such training con-
sequently felt better informed, less
depressed, and more in control.*>*’
However, many of these studies are
characterized by a small sample
size. Use of different measures of
communication and health out-
comes makes comparison across
studies difficult. Furthermore,
without incentives to participate,
only interested and motivated clini-
cians attend communication skills
courses, leaving the majority—and
often those who need it the most—
without training. Because experi-
enced clinicians have usually
developed rather stable routines for
interacting with patients, commu-
nication training interventions need
to be introduced early in the med-
ical school curriculum.

Changing the behavior of practic-
ing clinicians presents an impor-
tant challenge for two reasons.
First, patient-centered communica-
tion represents not only a new set
of behaviors and skills but also a
fundamental difference in outlook
on the patient-clinician relation-
ship, in which the clinician’s task
is to explore emotional aspects of
suffering, not just physical aspects,
and to empower—not just inform.
Second, it is likely that many clini-
cians believe that they are “patient
centered” because they are caring,
thorough, and involved. However,
a closer look at their communica-
tion patterns reveals otherwise.

It is clear that more intensive clini-
cian interventions yield more sub-
stantive and long-lasting results.”*
Technology and economy of scale
may make some of these interven-
tions more user-friendly, accessi-
ble, and affordable. Also, a better
understanding of the fundamental
skills that clinicians need will help
to focus interventions on those
skills and attitudes that will truly
affect patient outcomes. For exam-
ple, there is sufficient current evi-
dence to suggest that clinician
interventions should ensure that
clinicians at least learn to accom-
modate patients who wish to par-
ticipate in their own care.®
However, the effectiveness of these
interventions will be diminished if
patients are not prepared to partici-
pate in their visits or if health care
facilities do little to encourage or
sustain these training programs.
The cost of providing communica-
tion training to clinicians should be
considered in the context of the
suffering and expense incurred by
poor communication and the cost
of the use of unnecessary or inap-
propriate cancer treatments and
technologies.

Patients

Such interventions as in-person
coaching, interactive computer
programs, videos of role models,
and question prompt sheets pro-
vide patients with tools to learn
about the disease, ask questions,
and participate in decision-
making.*** The interventions can
improve information-gathering,*®
decrease anxiety, improve recall,*
and stimulate discussion.”
Decision aids are used increas-



ingly, but there have been virtually
no studies on the role of the aids
during clinical visits.** Audio
recordings of clinical consultations
can help improve patient recall and
assimilation of information.”**
They also raise patient satisfac-
tion™ and may increase patients’
participation at later consulta-
tions.” Patient interventions para-
doxically may decrease patient
satisfaction and not affect clini-
cians’ communication patterns if
the clinicians are not “in tune”
with the goals of the intervention,
suggesting that combined interven-
tions may have positive effects on
communication that clinician and
patient interventions alone cannot
demonstrate.

Ancillary personnel

Numerous interventions for
depression, diabetes, asthma, and
other chronic illnesses have
involved the use of care managers
and/or navigators to educate, moti-
vate, and activate patients to
improve their own self-care and to
help patients move through the
health care system. While some
research has examined the role of
lay health educators to help
patients with cancer manage pain,”
to date, none has specifically
examined how ancillary health
workers affect communication
between clinicians and patients
with cancer.” Clearly, if these
interventions are to have a future,
their incorporation into routine
clinical care is essential. It is not
clear if care management interven-
tions will work in the long-term as
stand-alone interventions in the
absence of interventions at the cli-
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nician, patient, or health care sys-
tem level. In addition to such spe-
cialists, the role of volunteers,
other patients, electronic informa-
tion systems, and members of the
health care team in improving
patient navigation should be
explored further. Perhaps care
managers and navigators may
become unnecessary if appropriate
changes to health care systems
are made.

Health care systems

System-wide interventions have
the potential to incorporate and
build on interventions for clini-
cians and patients by coordinating
approaches, a variety of health pro-
fessionals and staff, and financial
incentives. The chronic care model
provides one way of understanding
how health care systems can opti-
mize care, including communica-
tion.”*” The model includes
self-management support, decision
support, clinical information sys-
tems, delivery system design, and
community resources and policies,
all of which are aligned to opti-
mize care. Coupled with clinician
and/or patient training, improved
communication with patients is a
likely but unproved outcome of
such systems. System-wide inter-
ventions benefit from attention to
the following:

* Providing leadership to clarify
roles and set expectations for
good communication

* Setting incentives in the form
of compensation, recognition,
and job satisfaction

* Involving patients in the
redesign of health care systems

* Changing the physical envi-
ronment, especially in inpa-
tient and emergency room
settings, to foster better com-
munication

* Making sure time during a
clinical encounter is used to
focus on substantive issues
rather than administrative tasks

* Developing systems for
monitoring the quality of
communication

Potential interventions at the prac-
tice level include the following:

* Restructuring appointment
systems to improve access to
health care

* Providing telephone informa-
tion lines

* Implementing health informa-
tion systems that provide
patients with easy access to
health and disease-related
information (e.g., patient-
friendly websites);

* Implementing shared elec-
tronic health records

* Providing cultural competency
training for all clinical staff

* Providing interpreters

* Giving patients choices of
physicians and health care
team members

* Training patients to request
appropriate treatment

* Using family meetings
routinely
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Communication training for clini-
cians and patients will continue to
be essential, but some interven-
tions at the health care system level
are likely to change face-to-face
communication even without such
training. For example, the use of
question prompt sheets in the wait-
ing room or health-related websites
that can be accessed from patients’
homes in anticipation of a clinic or
hospital visit can jump-start impor-
tant clinical conversations. Health
care systems also can supplement
face-to-face communication by
adopting electronic communication
systems that support patient-clini-
cian interactions. Allowing patients
to write in their personal medical
charts also bolsters communication.

Parallel interventions for clinicians
and patients may improve the like-
lihood that clinicians will enthusi-
astically support patient efforts at
self-management. Interventions at
the health care system level can
improve communication among
multiple clinicians by providing a
common information system,
structural features that facilitate
communication, care teams, and
shared medical records. These
measures are not a remedy for lack
of clinician and patient communi-
cation skills, however. Combined
interventions may be synergistic
and should target more than just
one of the elements (clinicians,
patients, or health care systems).
No single element necessarily may
be effective alone, just as single-
agent chemotherapy often has min-
imal or short-lived responses.

In order to design and execute
communication interventions at the
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health care system level, programs
should involve multiple layers of
expertise on health care system
administration, health economics,
patient advocacy, information tech-
nology, and communication tech-
nology. Changes that are designed
to improve patient-centered care
also should measure the effect of
these interventions on the quality
and ease of communication.

Families and social systems

We noted in the section on descrip-
tive research that family members
are frequently present during inpa-
tient and outpatient consultations.
How family involvement and fam-
ily dynamics affect communication
and health outcomes is not known.
Intervention research can help
family members assist the patient
in gaining access to care, encour-
age healthy behaviors, and remem-
ber important details that might be
forgotten by a patient in distress.
Yet, in a recent review,*® no clinical
trials to improve family-clinician
communication were identified.
The nature of family interventions
could include the following: pro-
viding information to the family;
using prompt sheets and coaching
similar to those received by
patients; conducting group visits
that include patients, families, and
clinicians (similar to such visits
patients with diabetes);'* and
offering family members the
opportunity to write in the patient’s
medical record (while also ensur-
ing confidentiality). Family inter-
ventions may be especially
appropriate for patients who lack
functional or cognitive capacity,
patients who present language bar-

riers for clinicians, and patients
from more family-centric or socio-
centric cultures.'” Patients’ social
networks help improve communi-
cation, as well as lend instrumental
and emotional support, and should
be explored early in the illness.
Interventions to improve family-
clinician communication should
include skills for managing family
dynamics and conflict.”® Outcomes
of family interventions should
also include measures of family
functioning.

Which communication behaviors
and outcomes should be targeted

Communication research in the
cancer care setting should broaden
the focus on several behaviors:

* Establishing continuous heal-
ing relationships, not just sin-
gle encounters

* Helping patients be effective
consumers of knowledge, not
just passive recipients of infor-
mation

* Improving social support
within and extrinsic to the
patient-clinician relationship

* Managing uncertainty

 Process of deliberation for
treatment decisions, not just
who decides

* Partnership and agency, not
just self-efficacy or satisfaction

Fostering continuous healing
relationships

We discussed the importance of
narrative, history, and longitudinal
relationships in the section on



descriptive research. Patients
derive comfort and hope simply
knowing that a clinician and the
staff care about them and will be
there when times are difficult.
Intervention research to improve
communication should target the
strengthening of these relation-
ships. At the health care system
level, patients should have
improved access and continuity.
Research should study the mediat-
ing effects of the therapeutic
alliance on the relationship
between communication and
outcomes.

Continuous healing relationships
involve more than the patient-clini-
cian dyad. As noted previously,
interventions should include atten-
tion to family members and other
members of the health care team.
Structuring and evaluating such
complex interventions will require
qualitative as well as quantitative
approaches.

Continuous healing relationships
should involve optimal use of all
possible communication media.
Very little is known, however,
about how to incorporate even sim-
ple technology, such as e-mail,
seamlessly into clinical practice.
As information technology contin-
ues to change and is incorporated
more often into practice settings, it
becomes an opportune time for
large-scale longitudinal research
on the impact of information tech-
nology on healing relationships.

Longitudinal studies of relation-
ships will require innovative data
collection techniques to reduce the
burden on study participants and to
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obtain high-quality data. In addi-
tion to traditional survey and
observational methods, data collec-
tion can include use of e-mail,
Web-based diaries and surveys,
text messaging, and mobile tele-
phones. Follow-up intervals must
account for the effects of interven-
tions as relationships evolve over
time. Also, interventions may have
to occur over time. Patients’ needs,
wishes, preferences, and emotions
vary during the course of the can-
cer experience, and this could limit
the effect of any single training
intervention.

Helping patients be effective con-
sumers of knowledge

With increased access to the
Internet, shared medical records,
and other resources, clinicians will
have to help patients sort through
information and put it into the con-
text of their own illness. Clinicians
and patients can be trained to
engage in more productive sharing
of information, but training would
be optimized in a health care sys-
tem that provides access to high-
quality health-related information.

Improving social support within
and extrinsic to the patient-
clinician relationship

Social support has powerful effects
on health, yet the potential of
patient-clinician communication to
broaden social support has not
been explored in-depth. The medi-
ating effect of social support on the
relationship between communica-
tion and outcomes may be best
explored in intervention studies
that include components that
enable patients to better use their
social networks and form new ones.

Managing uncertainty

By moving beyond a model that
attempts to minimize uncertainty,
interventions may be able to help
patients and clinicians tolerate and
work with uncertainty. These inter-
ventions should have both affective
and cognitive elements.
Particularly important is the avoid-
ance of anxiety-driven premature
closure of decisions that would
otherwise benefit from more dis-
cussion and deliberation.
Realistically framing uncertainty
as providing both threat and hope
can lower anxiety over the long
run. In contrast, reassurance often
leads to a transient reduction in
anxiety, followed by a quick
rebound to previous or higher lev-
els.'” Very few studies have been
done on eliciting the patient values
that would influence the outcome
of decisions made under uncer-
tainty. Presenting clinical evidence
to patients in ways that can be eas-
ily understood and incorporated
into decisions is also crucial to
managing uncertainty.'” For exam-
ple, recent studies demonstrate that
the use of graphical displays can
enhance patient understanding and
reduce reliance on anecdotal infor-
mation during discussions of
risk.'™!” Further studies might
explore how the use of graphics
influences oral communication and
whether electronic and paper
media for displaying graphics are
equally effective.

Four types of uncertainty have
been proposed by Saunders:'*®

* Interpersonal uncertainty or
uncertainty in communication
occurs when people do not say
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what they mean or the
intended message is under-
stood by the receiver in more
than one way.

Uncertainty arising from lack
of knowledge occurs when the
clinician or patient is unsure,
but there is an answer available
that can reduce uncertainty.

Uncertainty in application
occurs when the available sci-
entific evidence is known, but
there is still doubt about what
to do because the populations
studied differ from the patient
in important ways, the find-
ings are conflicting, or there
are no data on outcomes of
importance.

Moral uncertainty occurs when
the goal of the clinical inter-
vention is unclear, such as
whether the patient wants
aggressive treatment with a
known probability of effective-
ness even if it might involve
greater discomfort.

Each of these types of uncertainty
requires a different approach to
communication.

Improving the process of delibera-
tion for treatment decisions

As noted previously, most decision
research in cancer has focused on
who makes the decision, presum-
ing that there is conflict between,
or mutual ignorance of, patients’
and clinicians’ values. However,
optimal decision-making is a
process that achieves mutual
understanding by revealing the cli-
nicians’ and patients’ respective
thoughts and reconciling differ-
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ences between the two. Although
there have been calls to study
deliberations during decision-mak-
ing,”” few studies have been done
in cancer settings, and no interven-
tions have been directed at both
clinicians and patients.

Enhancing partnership and agency
Self-management programs for
patients with chronic disease focus
on several features that may opti-
mize outcomes in cancer settings.
(See Tables 4.1 [page 68] and 4.2
[page 70]). Although empowered
patients have a sense of self-effi-
cacy, they also need the means to
identify problems, set goals,
actively access resources, solve
problems, and use physicians and a
variety of other health profession-
als as partners in care. It remains
unclear, however, which clinician
communication behaviors promote
self-care and self-management,
and what combination of patient,
clinician, and health care system
interventions is necessary to trans-
form fundamentally clinician-
directed care to partnerships.
Further research should identify
the phases of cancer self-manage-
ment during which interventions
are most appropriate and most
likely to influence health outcomes.

Which phases of the cancer care
continuum should be targeted

Most cancer communication stud-
ies involve patients making deci-
sions about screening or patients
with newly diagnosed cancer con-
sidering treatment choices.
Additional intervention research is
needed at these phases, but perhaps

more important is the strikingly
low number of studies that have
explored communication issues for
cancer survivors experiencing anx-
iety about recurrence and func-
tional disabilities as a result of the
disease or its treatment. When
patients are dealing with recur-
rence and treatment failure, they
frequently must decide between
third-line treatments with limited
or unproved effectiveness and
comfort care. But clinicians have
very little research to guide them
in presenting information and help-
ing with these difficult decisions.
In addition, few interventions
address patients’ needs for infor-
mation and emotional support,
decision-making, and managing
uncertainty from diagnosis through
survivorship.

Longitudinal interventions with
reinforcement and accommodation
to changing clinical realities may
provide patients and families with
needed continuous healing rela-
tionships. Just as cancer treatment
involves different modalities
offered sequentially—some of
which are intensive and some of
which take years—sequential lon-
gitudinal communication interven-
tions may yield the best outcomes.

How and when interventions
should occur

Drawing from complexity theory
articulated in the IOM’s “Crossing
the Quality Chasm” report,'” the
timing and context of interventions
may be as important as the inter-
ventions themselves. As mentioned
previously, clinicians develop rela-
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Table 6.8 Recommendations for Intervention Research

Whom and what to target

Develop inexpensive, user-friendly, accessible, and affordable
clinician interventions

Study patient interventions in a wider range of clinical settings,
with use of electronic media, and in combination with clinician
interventions

Study the effects of care managers, navigators, and other
personnel on the quality of care and patient outcomes

Focus on families and social systems, not just individuals

Focus on health care systems, not just clinicians, patients, care
managers, and navigators

Develop system-wide interventions to incorporate and build on
interventions for clinicians and patients

Consider self-management support, decision support, clinical
information systems, delivery system design, and community resources

Study combined interventions rather than single elements

Which communication behaviors and outcomes to target

Focus on continuous healing relationships, not just encounters

Focus on helping patients be effective consumers of knowledge,
not just passive recipients of information

Focus on improving social support within and extrinsic to the
patient-clinician relationship

Focus on managing uncertainty

Focus on the process of deliberation when making important
treatment decisions, not just who decides

Focus on partnership and agency, not just self-efficacy or satisfaction

Which phases of the cancer care continuum to target

Continue current research topics
— Screening decisions

— Treatment choices for patients with newly diagnosed cancer
facing treatment choices

— Palliative care decisions
Future research topics
— Communication during the treatment phase

— Survivorship, including the experiences of cancer survivors
who have recurrence

— End-of-life care
— Longitudinal interventions across phases

tively stable communication styles
during training, and it may be
more difficult to change in later
years. Thus, early intervention at
the medical school or residency
level is likely to have a greater
impact on overall communication
style. Patients, on the other hand,
generally have little experience
with physicians, and training may
be more effective when they are
confronting a serious illness later
in life. Although this concept
appears logical, communication
improvement models would
depend on knowing when these
interventions actually have the
greatest effect.

6.3 Methodological Issues in
Communication Research in
Cancer Settings (Table 6.9)

6.3.1 Study design

Most descriptive research in cancer
settings is cross-sectional.
Longitudinal studies illuminate the
development of patient-centered
behaviors over time and facilitate
causal inferences linking commu-
nication processes with patient
health outcomes. Despite calls for
longitudinal studies for more than
20 years,'” these studies are rare,
probably because of their expense
and complexity. Randomized con-
trolled trials of communication
interventions are challenging
because of the complexity of inter-
ventions that involve patients, cli-
nicians, and health care systems. A
considerable number of random-
ized trials have proximal endpoints
that measure only communication
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behaviors and immediate out-
comes, not intermediate or health
outcomes.

Because patients with cancer meet
with multiple health professionals,
studies of patients’ experiences
over time may require designs of
clinicians nested within patients,
the opposite of the traditional
patient-nested-within-clinician
design using a convenience sam-
ple. Also, health care system inter-
ventions ideally would use the
system as the unit of analysis.
Patients’ experiences are, by defi-
nition, incompletely captured using
rating scales. Hence, a qualitative
component of intervention studies
can provide valuable information
about how the intervention is
received. There exists a consider-
able body of knowledge involving
design of mixed-method studies in
primary care that can be applied to
cancer settings,"" including ran-
domized controlled trials of health
care system interventions. There
are limitations to the use of real
patients, including differences in
clinician case-mix and self-selec-
tion of clinicians and patients.
Observational studies and random-
ized trials can be conducted with
use of standardized patients to
overcome some of these chal-
lenges, and this topic is discussed
in Section 6.4.7.

In some cases, randomized con-
trolled trials are impossible for eth-
ical reasons, are impractical, or are
prohibitively expensive. In those
cases, it is possible to carry out
carefully designed cohort or
descriptive studies using qualita-
tive and mixed-method methodol-
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Table 6.9 Recommendations for Methodological Issues

Study design
e Randomized trials

e Mixed qualitative-quantitative studies

e Longitudinal design

e Intermediate and distal outcomes
e Nesting clinicians within patients and nesting patients within

clinicians

e Evaluation of educational programs

Theoretically informed choice of pathways and intermediate

and health outcomes

e Improved patient knowledge and shared understanding

e Improved access to care

e Improved therapeutic alliances

e Improved emotional self-management
e Stronger family/social support and advocacy
e Improved quality of medical decisions

e Improved patient agency

Data sources

e Current
— Patient surveys
— Interviews
— Focus groups

— Observations (direct or audiotaped) of practice

e New methods

— Patient or clinician diaries

— Entries into shared medical records

— E-mail text
— Critical incident reports

— Unannounced standardized patients

ogy borrowed from educational
program evaluation.'"

6.3.2 Interventions

As noted previously, multicompo-
nent interventions are more likely
to be successful than a molar

approach of testing individual ele-
ments. Although each individual
element may have a small effect on
communication and outcomes,
synergistic approaches at multiple
levels of the health care system
may be more effective.



6.3.3 Defining relevant
pathways and intermediate
and health outcomes

There is a need to explore which
intermediate outcomes best reflect
(and are most sensitive to) changes
in communication and which are
most closely associated with health
outcomes. These intermediate out-
comes then can be used as indica-
tors of future changes in health
outcomes or as proxies for the
moment-to-moment behavior that
occurs in clinical settings, which
can otherwise be difficult to meas-
ure. For example, consider the case
of a man with prostate cancer who
stops hormone therapy after treat-
ment with radiation has ended
because he thought his continued
need to urinate frequently at night
indicated that the treatment was
ineffective (an illness representa-
tion). In this case, poor adherence,
which also leads to poorer out-
comes, is a result of communica-
tion failure because the patient is
making false assumptions about
the treatment.

Another question to explore is
which intermediate outcomes are
most closely associated with
improvements in quality of life and
survival. Different intermediate
outcomes may link various com-
munication functions with various
aspects of health-related quality of
life. Also, some links may be
immediate and others, delayed. For
example, communication interven-
tions that improve adherence to
long-term hormone therapy for
breast cancer will likely improve
survival but may increase symp-
toms and thus decrease quality of
life in the short-term.
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Research should explore the fol-
lowing hypothesized pathways
between communication and
health outcomes:

* Improved patient knowledge
and shared understanding

This pathway encompasses the
translation of information into use-
ful knowledge, the effect of useful
knowledge on anxiety and well-
being, and the attainment of a
shared understanding when clini-
cian and patient understand and
align illness representations.

* Improved access to care

This pathway encompasses societal
and health care system issues, nav-
igational resources, and patient
empowerment and enablement.

* Improved therapeutic alliances

As stated previously, one of the
functions of communication is to
foster continuous healing relation-
ships. Once formed, the therapeu-
tic alliance may also have a
mediating effect on the pathways
from communication to health out-
comes. Studying this pathway
should incorporate mixed-method
research, given the discrepancies
noted between what patients report
in unstructured qualitative inter-
views and the content of com-
monly used survey instruments.
(See Appendix A for a more exten-
sive discussion of healing relation-
ships.)

* Improved emotional self-man-

agement

Emotions have an important effect
on well-being; however, only a few
of the many possible mechanisms

that help patients make sense of the
terrifying events surrounding the
diagnosis and treatment of cancer
have been explored. Enhanced
social support is one of those
mechanisms. Equally important
may be provision of timely infor-
mation, a continuous relationship
with a health care team, and assis-
tance in navigating the health care
system. Also, the ability to manage
uncertainty depends on and also
affects the patient’s emotional state.

* Stronger family/social support
and advocacy

There is a large body of literature
linking social support to health.'"
However, of the four mechanisms
described in Chapter 3 (and Figure
3.3), it is not clear which of these
is most appropriate at each phase
of the cancer care continuum or
with different types of patients and
settings. Social networks can
improve health outcomes by set-
ting social norms for and facilitat-
ing healthy behaviors, offering
financial assistance, providing a
sense of connectedness, lowering
physiological arousal, and increas-
ing self-efficacy. However, there is
a need to understand how commu-
nication affects social support and
which communication-related
changes in social support, in turn,
affect health outcomes.

 Improved quality of medical
decisions

Criteria for high-quality decisions
should include evidence that the
decisions are clinically informed,
concordant with the patient’s val-
ues, and mutually endorsed.
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 Improved patient agency

The links between self-efficacy,
empowerment, and enablement are
poorly understood. Measures of
the latter two constructs have been
developed only recently, yet are
important in understanding how
communication might lead to
improved adherence, health habits,
and self-care.

6.3.4 Defining and describing
important moderators of the
relationship between
communication and health
outcomes

Space limits our ability to discuss
all of the potential moderators of
the relationship between communi-
cation and outcomes. (See Table
3.4, page 52.) However, we con-
sider three moderators to be partic-
ularly important and in need of
future research: social distance,
health literacy, and social networks.

Social distance

Social distance is the discordance
between clinicians and patients
with regard to interests, values,
beliefs, and assumptions. This
moderator may provide an expla-
nation for effects related to differ-
ences in educational background,
social class, race, ethnicity, and
gender. The general communica-
tion literature suggests that patient
reports of lower satisfaction with
greater social distance may not be
supported by direct observations of
communication behavior."* This
raises two questions: Are we look-
ing at the right elements of com-
munication? Is social distance the
moderator of the observed effects,
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or are there other factors more
proximal to the communication
behaviors that might be more
relevant?

Social distance can be seen as a
combination of several demo-
graphic characteristics that may not
occur independently; that is, differ-
ences between two ethnic groups
may also include differences in
skin color, language or dialect, eco-
nomics, and educational back-
ground. Also, social distance is
associated with other moderators
that have a more direct theoretical
relationship to communication,
such as increased anxiety in the
presence of someone who seems
different, lack of a common illness
representation, and misunderstand-
ings due to different word usage.'”
Supporting that view is the obser-
vation that disparities in communi-
cation related to social distance
may be the result of a patient’s
prior impressions based on stereo-
typing, which change only gradu-
ally as he or she gets to know a
clinician better."® As another exam-
ple, although age has been associ-
ated with a more passive
decision-making style and fewer
requests for information,'® age-
related differences may be far less
or even disappear when highly edu-
cated, literate, nondepressed, cog-
nitively intact seniors who use the
Internet are compared with similar
younger counterparts. By framing
the moderators as behavioral vari-
ables, they may be perceived as
amenable to change, in contrast to
demographic characteristics, which
are not. Thus, it is not unreasonable
to propose that bias related to the

initial perception of social distance
can be attenuated through patient-
centered communication. Greater
cultural competency may manifest
as a reduction in the moderating
effect of social distance on the rela-
tionship between communication
and outcomes.

Health literacy

The effectiveness of interventions
to improve patients’ communica-
tion skills, agency, and self-care
may be moderated by health liter-
acy.'” Similarly, a balanced presen-
tation of treatment options may
also increase patient participation
in decision-making more for liter-
ate patients who have sufficient
background knowledge to under-
stand the health issues involved.

Social networks

Social networks may moderate as
well as mediate the relationship
between communication and out-
comes.'”* For example, the degree
to which a patient follows through
with a treatment plan may be mod-
erated by the degree of others’ sup-
port for the plan. Although
identification of moderating vari-
ables is important, it is equally
important to understand why these
variables have a moderating effect.

6.3.5 Study populations

Most patients enrolled in cancer
communication studies represent a
narrow spectrum of patients and
families affected by cancer. Men
and family members of patients
with cancer are studied less fre-
quently than women. Members of
linguistic, ethnic, and racial
minorities, and patients with low



literacy and educational levels are
under-represented in cancer com-
munication research; these patients
typically have worse prognoses
with similar illness burdens. Also,
more studies are needed involving
patients with cancers associated
with poor prognosis. These studies
should address the survivorship
phase, time of relapse, process of
considering experimental thera-
pies, and palliative care.

6.3.6 Data sources

Currently, patient surveys and
audio recordings of clinical consul-
tations constitute the majority of
communication data in quantitative
studies, and interviews, focus
groups, and audio recordings or
direct observations of practice
dominate qualitative studies.
However, the use of other sources,
such as patient or clinician diaries,
entries into shared medical
records, e-mail text, standardized
patient encounters, and critical
incident reports, is now more feasi-
ble, given advances in information
technology. Diaries allow for
moment-to-moment assessments of
“life as it is lived”""® by sampling
patients’ emotional states, physical
symptoms, or critical experiences
shortly after they happen.
Longitudinal data obtained from
studies involving diaries often
reveal patterns not seen in retro-
spective reports. Unannounced
standardized patients—actors who
present covertly in clinical prac-
tices with clinicians’ prior con-
sent—have been used in health
services research to document
important differences in prescrib-
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ing, history-taking, and communi-
cation behavior."*'* Standardized
patients offer the advantage of pre-
senting clinicians with nearly iden-
tical patient presentations, thus
eliminating variability due to case
mix, patient and clinician self-
selection and accommodation, and
other sources of unexplained
patient variance. Standardized
patients can be deployed in a vari-
ety of settings and are detected less
than 15% of the time. Other data
sources, such as shared medical
records, are still relatively undevel-
oped. The utility of these different
data collection methods and
sources needs to be examined in
future research on communication
in cancer settings.

6.3.7 Measurement tools

General principles

Measures should be based on the-
ory and theoretical relationships
among communication functions,
pathways, and outcomes.
Obviously, richer qualitative
description of some elements will
always be necessary.

Measurement of communication:
directly observed and patient-
reported

Communication measures can be
general, applying to all communi-
cation situations in health care, or
specific to particular contexts, such
as delivery of bad news or deci-
sion-making. They also can be
process-oriented, categorizing the
type of linguistic event (e.g., ask-
ing questions, social talk), or con-
tent-oriented (e.g., providing
prognostic information). We have

identified six key communication
functions in this monograph, and
psychometrically sound measures
of all six functions are lacking.
Oftentimes, existing measures use
similar nomenclature to measure
distinct behaviors and/or use dif-
ferent nomenclature for similar
behaviors.* Measures based on
audio or video recorded coding
schemes of the actual interaction
often do not correlate strongly with
measures that are based on patient
perceptions of the same encounter
noted in surveys.” In order to suc-
cessfully monitor and improve the
delivery and impact of communi-
cation in clinical practice, meas-
ures of the key functions must
capture, over time, in a reliable and
valid manner, the interactions of
patients and their families with
multiple members of the health
care delivery team.

Following are some considerations
drawn from a recent set of pub-
lished recommendations:*

* Communication measures
should be theory based and
empirically validated.
Particular attention should be
focused on correlations
between the specific measure
and future intermediate and
distal (health) outcomes. The
aspects of communication
being measured should be clar-
ified; “patient-centered com-
munication” currently has so
many connotations that meas-
ures of it are likely to represent
very different aspects of a mul-
tifaceted construct.
Components of a measure
should be described, and the
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theoretical links between those
components should be made
explicit. Also, theoretical and
empirically derived pathways
from communication to out-
comes should include a theo-
retically plausible link as well
as measures of proposed medi-
ators along the pathway.

Communication measures
should reflect what is impor-
tant to patients and families.
Researchers have noted differ-
ences between the way
patients describe their experi-
ence of care in qualitative
studies and the findings of sur-
veys or observational coding
of clinical encounters. Thus,
there is an important role for
focus groups, cognitive inter-
views, and ethnography in the
development of measures.

Measures should account for
all relevant participants in the
interaction. When family
members are present or there
is more than one clinician
involved in the patient’s care,
their contributions to the con-
versation should be recorded
and analyzed. Also, patient’s
perceptions of communication
should include observations of
their interactions with other
relevant health professionals.
Surprisingly, even though fam-
ily members are present in
most interactions in which
diagnosis and treatment
options are discussed, their
contributions rarely are
acknowledged and thus,
important data and interactions
are missed.
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* A balance between general and
disease-specific or function-
specific communication meas-
ures should be sought.
Communication measures
should be individualized for
the purpose studied. Attempts
to create single measures
encompassing all relevant ele-
ments of communication have
not been sufficient and have
often yielded paradoxical
results that cannot be explored
in greater depth. However,
general measures can allow for
comparison across settings. A
similar set of principles also
applies to the measurement of
outcomes, mediators, and
moderators.

Outcomes measures should be
standardized. There are numer-
ous measures of health-related
quality of life, both general
and disease-specific or situa-
tion-specific.'”'* Different
measures will likely be sensi-
tive to various communication
interventions for different dis-
eases at distinct phases on the
cancer care continuum.
However, this creates difficul-
ties extrapolating results from
one study to another in differ-
ent contexts. The Functional
Assessment of Cancer Therapy
(FACT) scales offers a partial
solution by providing a “fam-
ily” of scales, each of which
incorporates common general
outcomes measures as well as
disease-specific or situation-
specific outcomes."**'*

e Measures of relevant media-
tors and moderators should be

standardized. Standardized
measures of social support or
agency/enablement may allow
for comparisons across studies.
Measures of the structure and
functioning of health care sys-
tems are needed to monitor the
effects of interventions at the
system level. Although instru-
ments to capture patients’ sub-
jective experience of care are
available,"* they do not iden-
tify structural elements, such
as availability of multidiscipli-
nary teams and shared medical
records.

6.4 A Timeline for Future
Research

A solid framework of interaction-
based descriptive research and ran-
domized trials indicates that
communication is a central feature
of high-quality care for patients
and families affected by cancer.
The field is ripe for interventions
to improve the survival and quality
of life of people affected by can-
cer, including patients, their fami-
lies, and clinicians. However,
several elements need to be better
developed to improve the likeli-
hood of success of large-scale
interventions and further descrip-
tive research. These elements
include the following:

Defining pathways from communi-
cation to health. Research design
should be informed by an under-
standing of which factors mediate
and moderate the relationship of
communication to subsequent
health care and health outcomes.
Some of these factors could be



studied in naturalistic descriptive
investigations. Others require pilot
trials of interventions, particularly
to study innovations such as the
use of electronic communication
media or rarely encountered
behaviors such as use of empathy.
These likely would be single-insti-
tution endeavors initially.
Understanding these pathways will
then inform what types of meas-
ures should be developed to
describe relevant communication
behaviors, intermediate outcomes,
and health outcomes.

Creating better infrastructures for
data management. Longitudinal
studies involve ongoing interven-
tions, continuous data collection,
and long-term surveillance of out-
comes and communication behav-
iors. Data from current and past
communication research tends to
remain where it was collected and
does not include standardized
measures, limiting the usefulness
of the data to other researchers. In
the future, data should be suffi-
ciently standardized and easily
accessible so that multiple out-
comes can be studied over time.
Surveillance can be applied to
communication (e.g., What per-
centage of patients with cancer are
being told accurate prognoses? To
what extent do clinicians assess
patients’ understanding of these
estimates?) in the same way it is
applied to other clinical variables.

Creating research networks and
consortia. Interventions at the
health care system level likely will
require large numbers of partici-
pants. Thus, consortia of clinicians,
clinical practices, and health care

Chapter 6: Summary, Conclusions, and Future Directions

systems will improve the chances
for success. These consortia can be
at two levels. First, networks of can-
cer clinicians, including surgeons,
interventional radiologists, oncolo-
gists, radiation oncologists, nurses,
and technicians, can facilitate clini-
cian and patient interventions across
institutions. Because only the
largest health care systems in the
United States would have sufficient
patients, resources, and clinicians to
conduct large longitudinal trials,
consortia of health care systems
will be necessary to study systems
interventions in most settings.

Creating programs of research.
Communication research should
graduate from the cottage industry
of individual studies to linked pro-
grams of research. Currently, fund-
ing for communication research
that involves studying interactions
between clinicians and patients is
supported by grant mechanisms,
which, by nature, have a three-to-
five-year horizon. Cancer, however,
can be a disease that affects people
for many years or decades, taking
into account long-term sequelae of
the disease, its treatment, and the
uncertainty of a cure. Programs
could be positioned to create longi-
tudinal data warehouses accessible
to investigators nationwide and to
tackle some of the difficult issues
in the long-term care of patients
and families affected by cancer.

6.5 Conclusion

Cancer will affect 40% of individ-
uals in the United States at some
point in their lifetime if current
trends continue, and 64% of them
will survive five years or more

after diagnosis. Currently, 10 mil-
lion Americans are living with can-
cer or are survivors of cancer,
accounting for 3.5% of the popula-
tion."”” Reducing mortality and
relieving suffering associated with
cancer requires effective communi-
cation between clinicians and their
patients and family members in the
context of a health care system that
supports these efforts. Communi-
cation is ubiquitous during all
phases of the cancer care contin-
uum, from prevention through
survival and end-of-life care.
Currently, patient-clinician com-
munication occurs most commonly
in face-to-face outpatient and inpa-
tient settings. However, this is
changing, and electronic communi-
cation will play a greater role in
the future. When effective, com-
munication creates shared knowl-
edge and understanding, reduces
clinical errors, leads to medically
sound decisions concordant with
patients’ values, facilitates partici-
pation in care and follow-through,
and helps patients cope and find
meaning. Communication is a

sine qua non of cancer care.

This monograph has provided a
preliminary roadmap for under-
standing how communication can
improve health and health care for
all Americans facing cancer. The
field of cancer communication
research has provided important
insights into how effective
communication can meet patients’
information needs, assist with
decision-making, and provide
emotional support. Historically,
research has been hindered by
several factors:
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e Lack of coherent theoretical
and conceptual frameworks:
we have attempted to provide
the latter and have suggested
the means for developing
the former.

* Lack of common measures: we
have suggested principles for
developing measures of com-
munication.

* Lack of agreement on relevant
outcomes: we have provided a
framework of proximal, inter-
mediate, and distal (health)
outcomes that can guide future
research,

* Focus on only a few patient
populations, types of cancer,
and phases of the cancer care
continuum: we have suggested
expanding research to include
all types of cancer and phases
of the continuum.

Interventions that concentrate
on either patients or clinicians
and not both: we have sug-
gested mixed and synergistic
interventions involving clini-
cians, patients, and families.

Lack of considering factors
related to health care systems
that may improve communica-
tion: we have suggested some
organizing principles for
involving health care systems
factors in communication
research.

Researchers also should turn their
attention to communication chal-
lenges faced by minority and dis-
advantaged populations, patients in
the survivorship or end-of-life
phase of the cancer care contin-
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uum, and family members and
friends. Communication interven-
tions should focus on creating con-
tinuous healing relationships,
helping patients and family mem-
bers to be effective consumers of
health-related information, improv-
ing social support, managing
uncertainty, activating patients to
take a greater role in clinical con-
sultations and their own self-man-
agement, and preventing caregiver
and clinician burnout. Interventions
must also target or take into
account health care systems factors
that can support or undermine
efforts to improve clinicians’ and
patients’ communication skills.

References

(1) Wilson IB, Cleary PD. Linking
clinical variables with health-related qual-
ity of life. A conceptual model of patient
outcomes. JAMA. 1995;273:59-65.

(2) Berwick DM. A user’s manual for
the IOM’s ‘Quality Chasm’ report. Health
Aff (Millwood ). 2002;21:80-90.

(3) Committee on Quality of Health
Care in America, Institute of Medicine.
Crossing the Quality Chasm: A New
Health System for the 21st Century.
Washington, DC: National Academies
Press; 2001.

(4) Epstein RM, Franks P, Fiscella K,
et al. Measuring patient-centered commu-
nication in patient-physician consultations:
theoretical and practical issues. Soc Sci
Med. 2005;61:1516-1528.

(5) Mead N, Bower P. Patient-centred
consultations and outcomes in primary
care: a review of the literature. Patient
Educ Couns. 2002;48:51-61.

(6) Stewart M. Towards a global defi-
nition of patient centred care: the patient
should be the judge of patient centred care.
BMJ. 2001;322:444-445.

(7) Leventhal H, Carr S. Speculations
on the relationship of behavioral theory to
psychosocial research on cancer. In: Baum
A, Andersen BL, eds. Psychosocial
Interventions for Cancer. Washington, DC:
American Psychological Association;
2001:375-400.

(8) Leventhal H, Diefenbach M,
Leventhal EA. Illness cognition: using
common sense to understand treatment
adherence and affect cognition interac-
tions. Cogn Ther Res. 1992:16:143-163.

(9) Kleinman A. Patients and Healers
in the Context of Culture. Berkeley, CA:
University of California Press; 1980.

(10) Hesse BW, Nelson DE, Kreps GL,
et al. Trust and sources of health informa-
tion: the impact of the Internet and its
implications for health care providers:
findings from the first Health Information
National Trends Survey. Arch Intern Med.
2005;165:2618-2624.

(11) Babrow AS. Uncertainty, value,
communication, and problematic integra-
tion. J Communication. 2001;51:553-573.

(12) O’Hair D, Villagran MM,
Wittenberg E, et al. Cancer survivorship
and agency model: implications for patient
choice, decision making, and influence.
Health Communication. 2003;15:193-202.

(13) Howie JG, Heaney DJ, Maxwell
M. Measuring Quality in General
Practice. London: Royal College of
General Practitioners; 1997. (Occasional
paper 75)

(14) Howie JG, Heaney DJ, Maxwell
M, Walker JJ. A comparison of a Patient
Enablement Instrument (PEI) against two



established satisfaction scales as an out-
come measure of primary care consulta-
tions. Fam Pract. 1998;15:165-171.

(15) Howie JG, Heaney DJ, Maxwell
M, et al. Quality at general practice con-
sultations: cross sectional survey. BMJ.
1999;319:738-743.

(16) Pinquart M, Duberstein PR.
Information needs and decision-making
processes in older cancer patients. Crit Rev
Oncol Hematol. 2004;51:69-80.

(17) Mead N, Bower P. Patient-centred-
ness: a conceptual framework and review
of the empirical literature. Soc Sci Med.
2000;51:1087-1110.

(18) Williams GH, Wood PH. Common-
sense beliefs about illness: a mediating
role for the doctor. Lancet. 1986;2:1435-
1437.

(19) Leventhal H. The role of theory in
the study of adherence to treatment and
doctor-patient interactions. Med Care.
1985;23:556-563.

(20) Meyer D, Leventhal H, Gutmann
M. Common-sense models of illness: the
example of hypertension. Health Psychol.
1985;4:115-135.

(21) Kleinman AM. The Iliness
Narratives: Suffering, Healing, and the
Human Condition. New York, NY: Basic
Books; 1988.

(22) Charon R. Narrative medicine:
form, function, and ethics. Ann Intern
Med. 2001;134:83-87.

(23) Bandura A. Self-efficacy: toward a
unifying theory of behavioral change.
Psychol Rev. 1977;84:191-215.

(24) Deci EL, Ryan RM. Intrinsic
Motivation and Self-Determination in
Human Behavior. New York, NY: Plenum
Press; 1985.

Chapter 6: Summary, Conclusions, and Future Directions

(25) Beach MC, Inui T, Relationship-
Centered Care Research Network.
Relationship-centered care. A constructive
reframing. J Gen Intern Med. 2006;21:S3-
S8.

(26) Wingo PA, Ries LA, Rosenberg
HM, Miller DS, Edwards BK. Cancer inci-
dence and mortality, 1973-1995: a report
card for the U.S. Cancer. 1998;82:1197-
1207.

(27) Wong MD, Shapiro MF, Boscardin
W1, Ettner SL. Contribution of major dis-
eases to disparities in mortality. N Engl J
Med. 2002;347:1585-1592.

(28) McCarthy EP, Burns RB, Coughlin
SS, et al. Mammography use helps to
explain differences in breast cancer stage
at diagnosis between older black and white
women. Ann Intern Med. 1998;128:729-
736.

(29) Swan J, Breen N, Coates RJ, Rimer
BK, Lee NC. Progress in cancer screening
practices in the United States: results from
the 2000 National Health Interview
Survey. Cancer. 2003;97:1528-1540.

(30) Chang SW, Kerlikowske K,
Napoles-Springer A, et al. Racial differ-
ences in timeliness of follow-up after
abnormal screening mammography.
Cancer. 1996;78:1395-1402.

(31) Gwyn K, Bondy ML, Cohen DS, et
al. Racial differences in diagnosis, treat-
ment, and clinical delays in a population-
based study of patients with newly
diagnosed breast carcinoma. Cancer.
2004;100:1595-1604.

(32) Shavers VL, Brown ML. Racial
and ethnic disparities in the receipt of can-
cer treatment. J Natl Cancer Inst.
2002;94:334-357.

(33) Gornick ME, Eggers PW, Riley
GF. Associations of race, education, and
patterns of preventive service use with
stage of cancer at time of diagnosis. Health
Serv Res. 2004;39:1403-1428.

(34) Strzelezyk JJ, Dignan MB.
Disparities in adherence to recommended
followup on screening mammography:
interaction of sociodemographic factors.
Ethnic Dis. 2002;12:77-86.

(35) Aziz NM, Rowland JH. Cancer
survivorship research among ethnic minor-
ity and medically underserved groups.
Oncol Nurs Forum. 2002;29:789-801.

(36) Burkhalter JE, Bromberg SR.
Family-oncologist communication in can-
cer patient care. Cancer Invest.
2003;21:915-923.

(37) DiMatteo MR, Sherbourne CD,
Hays RD, et al. Physicians’ characteristics
influence patients’ adherence to medical
treatment: results from the Medical
Outcomes Study. Health Psychol.
1993;12:93-102.

(38) Shanafelt TD, Bradley KA, Wipf
JE, Back AL. Burnout and self-reported
patient care in an internal medicine resi-
dency program. Ann Intern Med. 2002;136:
358-367.

(39) Shanafelt TD, West C, Zhao X, et
al. Relationship between increased per-
sonal well-being and enhanced empathy
among internal medicine residents. J Gen
Intern Med. 2005;20:559-564.

(40) Shanafelt TD, Sloan JA,
Habermann TM. The well-being of physi-
cians. Am J Med. 2003;114:513-519.

(41) Shanafelt TD, Novotny P, Johnson
ME, et al. The well-being and personal
wellness promotion strategies of medical
oncologists in the North Central Cancer
Treatment Group. Oncology. 2005;68:23-32.

123



Patient-Centered Communication in Cancer Care

(42) Quill TE, Williamson PR. Healthy
approaches to physician stress. Arch Intern
Med. 1990;150:1857-1861.

(43) Rose JH. Social support and can-
cer: adult patients’ desire for support from
family, friends, and health professionals.
Am J Community Psychol. 1990;18:439-
464.

(44) Takayama T, Yamazaki Y,
Katsumata N. Relationship between outpa-
tients’ perceptions of physicians’ commu-
nication styles and patients’ anxiety levels
in a Japanese oncology setting. Soc Sci
Med. 2001;53:1335-1350.

(45) McWilliam CL, Brown JB, Stewart
M. Breast cancer patients’ experiences of
patient-doctor communication: a working
relationship. Patient Educ Couns.
2000;39:191-204.

(46) Wright EB, Holcombe C, Salmon
P. Doctors’ communication of trust, care,
and respect in breast cancer: qualitative
study. BMJ. 2004;328:864.

(47) Bakker DA, Fitch MI, Gray R,
Reed E, Bennett J. Patient-health care
provider communication during
chemotherapy treatment: the perspectives
of women with breast cancer. Patient Educ
Couns. 2001;43:61-71.

(48) Butow PN, Hiller JE, Price MA, et
al. Epidemiological evidence for a rela-
tionship between life events, coping style,
and personality factors in the development
of breast cancer. J Psychosom Res.
2000;49:169-181.

(49) Salander P, Henriksson R. Severely
diseased lung cancer patients narrate the
importance of being included in a helping
relationship. Lung Cancer. 2005;50:155-
162.

124

(50) Baumann LJ, Cameron LD,
Zimmerman RS, Leventhal H. Illness rep-
resentations and matching labels with
symptoms. Health Psychol. 1989;8:449-
469.

(51) Frank AW. The Wounded
Storyteller. Chicago, IL: University of
Chicago Press; 1995.

(52) Zhang AY, Siminoff LA. Silence
and cancer: why do families and patients
fail to communicate? Health
Communication. 2003;15:415-429.

(53) Speice J, Harkness J, Laneri H, et
al. Involving family members in cancer
care: Focus group considerations of
patients and oncological providers.
Psychooncology. 2000;9:-101-112.

(54) Shields CG, Epstein RM, Fiscella
K, et al. Influence of accompanied encoun-
ters on patient-centeredness with older
patients. J Am Board Fam Pract.
2005;18:344-354.

(55) Labrecque MS, Blanchard CG,
Ruckdeschel JC, Blanchard EB. The
impact of family presence on the physi-
cian-cancer patient interaction. Soc Sci
Med. 1991;33:1253-1261.

(56) Charles CA, Whelan T, Gafni A,
Willan A, Farrell S. Shared treatment deci-
sion making: what does it mean to physi-
cians? J Clin Oncol. 2003;21:932-936.

(57) Charles C, Gafni A, Whelan T.
Decision-making in the physician-patient
encounter: revisiting the shared treatment
decision-making model. Soc Sci Med.
1999;49:651-661.

(58) Charles C, Whelan T, Gafni A.
What do we mean by partnership in mak-
ing decisions about treatment? BM.J.
1999;319:780-782.

(59) Edwards A, Unigwe S, Elwyn G,
Hood K. Personalised risk communication
for informed decision making about enter-
ing screening programs. Cochrane

Database of Systematic Reviews. 2005.

(60) Edwards A, Unigwe S, Elwyn G,
Hood K. Effects of communicating indi-
vidual risks in screening programmes:
Cochrane systematic review. BMJ.
2003;327:703-709.

(61) Edwards A, Evans R, Elwyn G.
Manufactured but not imported: new direc-
tions for research in shared decision mak-
ing support and skills. Patient Educ Couns.
2003;50:33-38.

(62) Elwyn G, Edwards A, Mowle S, et
al. Measuring the involvement of patients
in shared decision-making: a systematic
review of instruments. Patient Educ
Couns. 2001;43:5-22.

(63) Saba GW, Wong ST, Schillinger D,
et al. Shared decision making and the
experience of partnership in primary care.
Ann Fam Med. 2006;4:54-62.

(64) O’Connor AM, Stacey D, Entwistle
V, et al. Decision aids for people facing
health treatment or screening decisions.
Cochrane Database of Systematic Reviews.
2005.

(65) Bailey DE, Mishel MH, Belyea M,
Stewart JL, Mohler J. Uncertainty inter-
vention for watchful waiting in prostate
cancer. Cancer Nurs. 2004;27:339-346.

(66) Mishel MH. Uncertainty in chronic
illness. Ann Rev Nurs Res. 1999;17:269-
294.

(67) Mishel MH. Reconceptualization
of the uncertainty in illness theory. Image J
Nurs Sch. 1990;22:256-262.



(68) Porter LS, Mishel M, Neelon V, et
al. Cortisol levels and responses to mam-
mography screening in breast cancer sur-
vivors: a pilot study. Psychosom Med.
2003;65:842-848.

(69) Shanafelt T, Adjei A, Meyskens
FL. When your favorite patient relapses:
physician grief and well-being in the prac-
tice of oncology. J Clin Oncol. 2003;21:
2616-2619.

(70) Back AL, Arnold RM, Baile WF,
Tulsky JA, Fryer-Edwards K. Approaching
difficult communication tasks in oncology.
CA Cancer J Clin. 2005;55:164-177.

(71) Kash KM, Holland JC, Breitbart
W, et al. Stress and burnout in oncology.
Oncology (Williston Park). 2000;14:1621-
1633.

(72) Linzer M, Visser MR, Oort FJ, et
al. Predicting and preventing physician
burnout: results from the United States and
the Netherlands. Am J Med. 2001;111:170-
175.

(73) Meier DE, Back AL, Morrison RS.
The inner life of physicians and care of the
seriously ill. JAMA. 2001;286:3007-3014.

(74) Novack DH, Suchman AL, Clark
W, et al. Calibrating the physician.
Personal awareness and effective patient
care. JAMA. 1997;278:502-509.

(75) Epstein RM. Mindful practice.
JAMA. 1999;282:833-839.

(76) Lewin SA, Skea ZC, Entwistle V,
Zwarenstein M, Dick J. Interventions for
providers to promote a patient-centred
approach in clinical consultations.
Cochrane Database of Systematic Reviews.
2005.

(77) Arora NK. Interacting with cancer
patients: the significance of physicians’
communication behavior. Soc Sci Med.
2003;57:791-806.

Chapter 6: Summary, Conclusions, and Future Directions

(78) Butow P. Developing communica-
tion competency in the context of cancer: a
critical interpretive analysis of provider
training programs. Psychooncology.
2005;14:873-874.

(79) Gysels M, Richardson A,
Higginson 1J. Communication training for
health professionals who care for patients
with cancer: a systematic review of effec-
tiveness. Support Care Cancer.
2004;12:692-700.

(80) Merckaert I, Libert Y, Razavi D.
Communication skills training in cancer
care: where are we and where are we
going? Curr Opin Oncol. 2005;17:319-
330.

(81) Rath D, Poldre P, Fisher BJ, et al.
Commitment of a cancer organization to a
program for training in communication
skills. J Cancer Educ. 1998;13:203-206.

(82) Maguire P, Faulkner A, Booth K,
Elliott C, Hillier V. Helping cancer patients
disclose their concerns. Eur J Cancer.
1996;32A:78-81.

(83) Jenkins V, Fallowfield L. Can com-
munication skills training alter physicians’
beliefs and behavior in clinics? J Clin
Oncol. 2002;20:765-769.

(84) Fallowfield L, Jenkins V, Farewell
V, Solis-Trapala I. Enduring impact of
communication skills training: results of a
12-month follow-up. Br J Cancer.
2003;89:1445-1449.

(85) Butow P, Devine R, Boyer M, et al.
Cancer consultation preparation package:
changing patients but not physicians is not
enough. J Clin Oncol. 2004;22:4401-4409.

(86) Cegala DJ. Patient communication
skills training: a review with implications
for cancer patients. Patient Educ Couns.
2003;50:91-94.

(87) Street RL Jr. Communication in
medical encounters: an ecological perspec-
tive. In Thompson T, Dorsey A, Miller K,
Parrott R, eds. The Handbook of Health
Communication. Mahwah, NJ: Lawrence
Erlbaum; 2003:63-89.

(88) Wells T, Falk S, Dieppe P. The
patients’ written word: a simple communi-
cation aid. Patient Educ Couns. 2004;54:
197-200.

(89) Brown RF, Butow PN, Dunn SM,
Tattersall MH. Promoting patient participa-
tion and shortening cancer consultations: a
randomised trial. Br J Cancer. 2001;85:
1273-1279.

(90) Jones R, Pearson J, McGregor S, et
al. Does writing a list help cancer patients
ask relevant questions? Patient Educ
Couns. 2002;47:369-371.

(91) Bruera E, Pituskin E, Calder K,
Neumann CM, Hanson J. The addition of
an audiocassette recording of a consulta-
tion to written recommendations for
patients with advanced cancer: a random-
ized, controlled trial. Cancer. 1999;86:
2420-2425.

(92) Knox R, Butow PN, Devine R,
Tattersall MH. Audiotapes of oncology
consultations: only for the first consulta-
tion? Ann Oncol. 2002;13:622-627.

(93) Scott JT, Harmsen M, Prictor MJ,
Entwistle VA, Sowden AJ, Watt 1.
Recordings or summaries of consultations
for people with cancer. Cochrane
Database of Systematic Reviews. 2005.

(94) Ong LM, Visser MR, Lammes FB,
et al. Effect of providing cancer patients
with the audiotaped initial consultation on
satisfaction, recall, and quality of life: a
randomized, double-blind study. J Clin
Oncol. 2000;18:3052-3060.

125



Patient-Centered Communication in Cancer Care

(95) Ford S, Fallowfield L, Hall A,
Lewis S. The influence of audiotapes on
patient participation in the cancer consulta-
tion. Eur J Cancer. 1995;31A:2264-2269.

(96) Oliver JW, Kravitz RL, Kaplan SH,
Meyers FJ. Individualized patient educa-
tion and coaching to improve pain control
among cancer outpatients. J Clin Oncol.
2001;19:2206-2212.

(97) Dohan D, Schrag D. Using naviga-
tors to improve care of underserved
patients: current practices and approaches.
Cancer. 2005;104:848-855.

(98) Bodenheimer TM, Wagner EHM,
Grumbach KM. Improving primary care
for patients with chronic illness: the
chronic care model, part 2. JAMA.
2002;288:1909-1914.

(99) Bodenheimer TM, Lorig KR,
Holman HM, Grumbach KM. Patient self-
management of chronic disease in primary
care. JAMA. 2002;288:2469-2475.

(100) Wagner EH, Grothaus LC, Sandhu
N, et al. Chronic care clinics for diabetes
in primary care: a system-wide random-
ized trial. Diabetes Care. 2001;24:695-
700.

(101) Culhane-Pera K, Peterson KA,
Crain AL, et al. Group visits for Hmong
adults with type 2 diabetes mellitus: a pre-
post analysis. J Health Care Poor
Underserved. 2005;16:315-327.

(102) Stark D, Kiely M, Smith A, et al.
Reassurance and the anxious cancer
patient. Br J Cancer. 2004;91:893-899.

(103) Epstein RM, Alper BS, Quill TE.
Communicating evidence for participatory
decision making. JAMA. 2004;291:2359-
2366.

(104) Fagerlin A, Wang C, Ubel PA.
Reducing the influence of anecdotal rea-
soning on people’s health care decisions: is

126

a picture worth a thousand statistics? Med
Decis Making. 2005;25:398-405.

(105) Timmermans D, Molewijk B,
Stiggelbout A, Kievit J. Different formats
for communicating surgical risks to
patients and the effect on choice of treat-
ment. Patient Educ Couns. 2004;54:255-
263.

(106) Fuller R, Dudley N, Blacktop J.
How informed is consent? Understanding
of pictorial and verbal probability informa-
tion by medical inpatients. Postgrad Med
J. 2002;78:543-544.

(107) Fuller R, Dudley N, Blacktop J.
Risk communication and older people-
understanding of probability and risk
information by medical inpatients aged 75
years and older. Age Ageing. 2001;30:473-
476.

(108) Saunders J. Uncertainty in medi-
cine. In: Evans M, Louihiala P, Puustinen
R, eds. Philosophy for Medicine:
Applications in a Clinical Context. San
Francisco, CA: Radcliffe Medical Press;
2004:97-112.

(109) Plsek P. Appendix B. Redesigning
health care with insights from the science
of complex adaptive systems. In:
Committee on Quality of Health Care in
America, Institute of Medicine. Crossing
the Quality Chasm: A New Health Care
System for the 21st Century. Washington,
DC: National Academies Press; 2001:322-
335.

(110) Inui TS, Carter WB. Problems and
prospects for health services research on
provider-patient communication. Med
Care. 1985;23:521-538.

(111) Stange KC. One size doesn’t fit all.
Multimethod research yields new insights
into interventions to increase prevention in
family practice. J Fam Pract. 1996;43:358-
360.

(112) Goldie J. Evaluating educational
programmes. Med Teacher. 2006;28:210-
224,

(113) Berkman LF, Glass T. Social inte-
gration, social networks, social support,
and health. In: Berkman LF, Kawachi I,
eds. Social Epidemiology. New York, NY:
Oxford University Press; 2000:137-173.

(114) Cooper LA, Roter DL, Johnson
RL, et al. Patient-centered communication,
ratings of care, and concordance of patient
and physician race. Ann Intern Med.
2003;139:907-915.

(115) Balsa Al, McGuire TG. Prejudice,
clinical uncertainty and stereotyping as
sources of health disparities. J Health
Econ. 2003;22:89-116.

(116) Duberstein P, Meldrum S, Fiscella
K, Shields CG, Epstein RM. Influences on
patients’ ratings of physicians: Physicians
demographics and personality. Patient
Educ Couns. 2007,65:270-274.

(117) Davis TC, Williams MV, Marin E,
Parker RM, Glass J. Health literacy and
cancer communication. CA Cancer J Clin.
2002;52:134-149.

(118) Bolger N, Davis A, Rafaeli E.
Diary methods: capturing life as it is lived.
Annu Rev Psychol. 2003;54:579-616.

(119) Franz CE, Epstein RM, Miller KN,
et al. Caught in the act? Prevalence, pre-
dictors, and consequences of physician
detection of unannounced standardized
patients. Health Serv Res. 2006;41:2290-
2302.

(120) Srinivasan M, Franks P, Meredith
LS, et al. Connoisseurs of care?
Unannounced standardized patients’ rat-
ings of physicians. Med Care. 2006;44:
1092-1098.



(121) Epstein RM, Franks P, Shields CG,
et al. Patient-centered communication and
diagnostic testing. Ann Fam Med. 2005;3:

415-421.

(122) Tamblyn RM. Use of standardized
patients in the assessment of medical prac-
tice. CMAJ. 1998;158:205-207.

(123) Kravitz RL, Epstein RM, Feldman
MD, et al. Influence of patients’ requests
for direct-to-consumer advertised antide-
pressants: a randomized controlled trial.
JAMA. 2005;293:1995-2002.

(124) Carney PA, Eliassen MS, Wolford
GL, et al. How physician communication
influences recognition of depression in pri-
mary care. J Fam Pract. 1999;48:958-964.

(125) Luck J, Peabody JW. Using stan-
dardised patients to measure physicians’
practice: validation study using audio
recordings. BMJ. 2002;325:679.

(126) Fayers P, Hays R. Assessing
Quality of Life in Clinical Trials: Methods
and Practice. 2nd ed. Oxford: Oxford
University Press; 2005.

(127) Hays RD. Generic versus disease-
targeted instruments. In: Fayers P, Hays R,
eds. Assessing Quality of Life in Clnical
Trials: Methods and Practice. 2nd ed.
Oxford: Oxford University Press; 2005:3-
8.

(128) Wilson IB, Cleary PD. Linking
clinical variables with health-related qual-
ity of life. A conceptual model of patient
outcomes. JAMA. 1995;273:59-65.

(129) Lipscomb J, Gotay CC, Snyder C,
eds. Outcomes Assessment in Cancer:
Measures, Methods, and Applications.
Cambridge, MA: Cambridge University
Press; 2006.

(130) Lipscomb J, Gotay CC, Snyder C.

Introduction to outcomes assessment in

Chapter 6: Summary, Conclusions, and Future Directions

cancer. In: Lipscomb J, Gotay CC, Snyder
C, eds. OQutcomes Assessment in Cancer:
Measures, Methods and Applications.
Cambridge, MA: Cambridge University
Press; 2006:16-51.

(131) Ferrans CE. Definitions and con-
ceptual models of quality of life. In:
Lipscomb J, Gotay CC, Snyder C, eds.
Outcomes Assessment in Cancer:
Measures, Methods and Applications.
Cambridge, MA: Cambridge University
Press; 2006:52-91.

(132) Earle CC, Weeks JC. The science
of quality-of-life measurement in lung can-
cer. In: Lipscomb J, Gotay CC, Snyder C,
eds. Outcomes Assessment in Cancer:
Measures, Methods and Applications.
Cambridge, MA: Cambridge University
Press; 2006:377-421.

(133) Lipscomb J, Donaldson MS, Arora
NK, et al. Cancer outcomes research. J
Natl Cancer Inst Monogr. 2004;178-197.

(134) Erickson P. Assessing health status
and quality of life in cancer patients: the
use of general instructions. In: Lipscomb J,
Gotay CC, Snyder C, eds. Outcomes
Assessment in Cancer: Measures, Methods
and Applications. Cambridge, MA:
Cambridge University Press; 2006:97-162.

(135) Ganz PA, Goodwin PJ. Quality of
life in breast cancer—what have we
learned and where do we go from here? In:
Lipscomb J, Gotay CC, Snyder C, eds.
Outcomes Assessment in Cancer:
Measures, Methods and Applications.
Cambridge, MA: Cambridge University
Press; 2006:224-301.

(136) Darby C. Measuring the patient’s
perspective on the interpersonal aspects of
cancer care. In: Lipscomb J, Gotay CC,
Snyder C, eds. Outcomes Assessment in

Cancer: Measures, Methods and

Applications. Cambridge, MA: Cambridge
University Press; 2006:685-721.

(137) Committee on Cancer
Survivorship, Institute of Medicine. From
Cancer Patient to Cancer Survivor: Lost in
Transition. Washington, DC: National
Academies Press; 2006:23-65.

127



