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Communication and Healing 
Relationships in Cancer Settings 

The literature on how patient-
clinician relationships affect 
patient-clinician communica

tion (and vice versa) is sparse, and 
even less is known about the 
patient/family-clinician interac
tions in cancer care. What follows 
is a review of selected relevant 
articles from the cancer literature 
as well as the general communica
tion literature. 

A.1 Understanding the Patient-
Clinician Relationship 

Most quantitative studies of com
munication focus on the accom
plishment of specific communica
tion tasks (e.g., delivering bad 
news, sharing information, or mak
ing decisions), but qualitative stud
ies of patients and families dealing 
with cancer have tended to charac
terize the ways that these behav
iors occur within relationships 
with clinicians. Clinicians are 
more than sources of information 
and expertise; they provide emo
tional support, guidance, and 
understanding.1-3 The findings of 
several studies have suggested that 
patients with cancer value clini
cians’ enduring characteristics 
more than specific communication 
techniques.4-6 For example, Butow 
et al.7 reported that the most 
important factors in communica
tion of prognosis to patients with 
metastatic cancer was that the 
communication be within a caring, 

trusting, long-term relationship 
and that there be open and repeat
ed negotiations for patient prefer
ences. Salander and Henriksson8 

found that patients reported that 
being “connected to health care” 
and “acknowledged as a person” 
by their clinicians’ as the most 
important features of their care, 
more so than the provision of 
information. Patients’ perceptions 
of their clinicians’ overall interper
sonal style can be quite nuanced. 
Some patients, for example, distin
guished among “inexperienced 
messengers,” “emotionally bur
dened,” “rough-and-ready experts,” 
“benevolent but tactless experts,” 
“distanced doctors,” and “empathic 
professionals” when discussing 
transitions to palliative care.9 

These perceptions may partially 
account for patients’ tendency to 
rate clinicians according to an 
underlying global sense of the cli
nician rather than according to 
specific behaviors, even when 
those behaviors are explicitly list
ed as items on a survey.10 

Therapeutic relationships with cli
nicians can help patients adjust 
better to their illnesses.3,5,11,12 

However, the mechanisms by 
which an enduring, strong relation
ship is formed and how a trusting 
relationship facilitates communica
tion and helps patients adjust to 
their illnesses, is poorly under
stood. Some clues to the interac
tions between communication and 

A 
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relationships have been explored 
qualitatively. For example, com
munication may lead to a patient’s 
greater sense of “being known”13 

by his or her clinician. Warmth, 
caring, and confidence may be 
communicated more through non
verbal channels than through ver
bal ones Physicians’ tone of voice 
may affect patients’ confidence in 
them and has even been correlated 
with the likelihood that a physi
cian was sued.14 Effective commu
nication presumably is a key to 
strengthening relationships and 
providing patients with a greater 
sense of support.1 Conversely, a 
global sense of trust, warmth, and 
caring also may allow for forgive
ness for, and repair of miscommu
nications and medical errors. 

A.2 Patient Participation in Care 

Regardless of their preferred roles 
in making medical decisions, 
patients generally want to be 
involved in the process of care, be 
informed of all their treatment 
options, feel as if they were lis
tened to, and feel as if their physi
cians know them as people not 
simply diseases.15-17 In order to be 
involved and feel understood, 
patients must be able to effectively 
and actively communicate their 
needs, concerns, and perspectives. 

From a communication perspec
tive, active patient participation 
may be defined as the extent to 
which patients produce verbal 
responses that have the potential to 
significantly influence the content 
and structure of the interaction, as 
well as the clinicians’ beliefs and 

behaviors.18,19 Particularly powerful 
linguistic behaviors include asking 
questions, being assertive (e.g., 
offering opinions, introducing top
ics, making requests), expressing 
concerns and feelings, and telling 
one’s health story (i.e., discussing 
health within the context of daily 
living). In general, compared with 
less assertive (passive) patients, 
patients who use these behaviors 
more often20-24 

• Have increased satisfaction 
with care 

• Receive more information and 
support from clinicians 

• Are more committed to treat
ment plans 

• Have a better understanding of 
treatment options 

• Experience greater improve
ment in health 

Although clinicians sometimes 
complain about overly talkative 
and controlling patients, many cli
nicians believe patients’ commu
nicative openness is desirable.25 

Clinicians report that active com
munication reveals valuable infor
mation about patients’ health 
needs and beliefs26,27 and con
tributes to treatment recommenda
tions better suited to an individual 
patient’s life circumstances.28 

In order to be more active commu
nicators, patients need to have suf
ficient cognitive and linguistic 
resources and skills, believe in the 
legitimacy of their participation, 
and interact with clinicians who 
support their involvement.18 In 
studies that have included use of 

observational and self-report meas
ures, cancer care and cancer pre
vention settings, patients are more 
active participants when their cli
nicians use more partnership-
building and supportive talk (e.g., 
reassurance, encouragement).29-32 

Other communication strategies of 
clinicians that encourage greater 
patient involvement include explic
it agenda-setting, active listening, 
checking of understanding, and 
nonverbal behaviors conveying 
empathy and warmth.33 Even if 
they wish to be actively involved, 
patients with low health literacy 
may lack sufficient knowledge to 
adequately understand treatment 
information34 and lack the linguis
tic repertoire to produce elaborat
ed, fluent conversational contribu
tions.35 This fact may explain why 
the findings of one study indicated 
that educated patients with breast 
cancer were more actively commu
nicative in their cancer consulta
tions than were less educated 
patients.30 Patients’ communicative 
self-efficacy is also related to their 
perceptions of greater participation 
in cancer care consultations.29 

Some patients, especially older 
patients36 and patients from 
Mediterranean and Asian cul
tures,37 are more likely to prefer 
passive roles and paternalistic rela
tionships with clinicians. However, 
there is substantial variability 
among members of these groups, 
and it is not clear how fixed their 
preferences actually are. 

The quality of the patient-clinician 
relationship and the degree of 
patient participation in cancer con
sultations are inter-related. As an 
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example, a patient’s greater trust 
and rapport with his or her clini
cian lead to more openness and a 
willingness to discuss personal and 
sensitive topics.38 This assertion is 
supported by observations that 
black patients often have less trust 
in physicians and the health care 
system, which in turn, may be one 
reason black patients may be more 
cautious and less engaged in their 
interactions with clinicians com
pared with white patients.39 On the 
other hand, trust may create less of 
a need for information.4 

A.3 Clinician Self-Awareness and 
Well-Being 

Communication requires clini
cians’ ongoing capacity for self
monitoring.40,41 Identification of 
patients’ concerns,42 recognition of 
changes in clinical status, explo
ration of patients’ emotions43 and 
early recognition of errors44,45 in 
care all likely depend on clini
cians’ ability to be attentive, curi
ous, and perceptive. 

Clinicians’ ability to be attentive 
and perceptive is related to their 
own well-being. Clinicians who 
report burnout or job dissatisfac
tion also report lower quality of 
clinical care and demonstrate 
decreased capacity for empathy.46-55 

Correspondingly, clinicians’ ability 
to self-monitor, their availability of 
means to improve personal well
being and job satisfaction, and 
their ability to derive greater satis
faction from the patient-clinician 
relationship have all been noted as 
possible avenues for improving the 
quality of care, including commu

nication with patients. A 1990 sur
vey of physicians identified several 
means to reduce stress and 
improve well-being: 56 

• Self-awareness 

• Sharing of feelings and
 
responsibilities 


• Self-care 

• Development of a personal 
philosophy 

• Balancing of work and home 
life 

However, few of these approaches 
have been studied formally. 

Some studies have shown benefit 
of education and training in self-
awareness, communication skills, 
and ways to promote well-being. 
Multiday workshops for oncolo
gists that included self-awareness 
sessions and communication train
ing had a positive impact on 
burnout and self-rated communica
tion skills.57,58 A descriptive study 
of workshops for residents sug
gested that previously unrecog
nized negative attitudes interfered 
with learning communication 
skills, and consciously addressing 
those attitudes facilitated future 
learning of communication skills.59 

A before-and-after study of an 
eight-week workshop on stress 
reduction through the use of medi
tation techniques showed increase 
in the capacity for empathy in a 
group of nursing trainees.52 In 
qualitative studies, mindfulness 
and self-monitoring were linked to 
better conflict-resolution skills60 

and more compassionate hospice 
care.61 Personal wellness strategies 

among oncologists were associated 
with better job satisfaction and a 
lower rate of burnout.47 In the only 
study of patients’ reports of physi
cians’ mindful actions, a survey of 
5,000 patients suggested that 
patient-perceived physician mind
fulness is highly correlated with 
satisfaction, patient trust in their 
physicians, and physicians’ respect 
for patients’ autonomy.62 It is clear 
that research in this area is quite 
preliminary and in need of further 
attention. 

A.4 Implications for Future Study 

Qualitative data have pointed the 
way to future quantitative and epi
demiological studies of the 
patient-clinician relationship. 
Effective communication and rela
tionships are generally mutually 
reinforcing. Nevertheless, a strong 
relationship does not ensure that 
difficult and emotionally charged 
issues are managed effectively. 
The effects of conversation on 
control of chronic diseases 63,64 

have not been studied in cancer 
settings. In some cases, the per
ceived qualities of that relationship 
may be more important to out
comes than the specific communi
cation techniques used. Conversely, 
communication may serve to 
strengthen the patient-clinician 
relationship, which, in turn, may 
have a direct effect on quality of 
life, adherence to treatment, and 
control of disease. These mediat
ing and recursive influences of 
patient-clinician relationships on 
communication warrant further 
study. 
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Information Exchange in
 
Cancer Care*
 

Information exchange accounts 
for a large percentage of the 
time in clinical consultations. 

The first part of this appendix is a 
review of selected recent litera
ture regarding the way informa
tion is managed in general, cen
tering on four themes: patients’ 
information needs, patients’ 
sources of information, informa
tion exchange, and patient recall 
and understanding. The second 
part of the appendix addresses 
two specific areas in which there 
has been more intense research: 
communicating bad news and dis
cussing prognosis. 

B.1 Patients’ Information Needs 

Patients with cancer seek infor
mation about the cause, diagnosis, 
treatment, prognosis, and psy
chosocial aspects of their illness, 
but these needs vary among 
patients and change over time.1,2 

Although most research has 
focused on delivery of informa
tion at or shortly after initial diag
nosis, patients’ information and 
education needs persist through
out the cancer care continuum.3 

Attending to patients’ information 
needs is important not only in 
conveying the facts of the illness 
to the patient but also in develop
ing a strong patient-clinician rela
tionship and improving patients’ 
psychosocial well-being and cop
ing abilities.4,5 Information given 

to patients with cancer should be 
tailored to the type and stage of 
cancer that they have and should 
also consider personal character
istics such as age, sex, and cultur
al identification.6 The availability 
of information has increased over 
the past decades, but many 
patients and family members 
remain dissatisfied with the infor
mation they are given and when 
they are given it.7 

Researchers have measured the 
information needs of patients with 
cancer through the use of self-
report surveys, individual inter
views, and descriptive narratives 
in qualitative studies. Specific 
instruments have been developed 
to identify the general and diagno
sis-specific information needs of 
patients with cancer. Some, but 
not all, of the instruments have 
been validated. The information 
needs of patients with breast and 
prostate cancer have been well 
described, whereas the informa
tion needs of patients with head 
and neck, lung, colorectal, gyne
cological, and testicular cancers 
have been less well described. In 
particular, the information needs 
of patients with breast cancer have 
been high.8,9 

Younger patients and those with 
breast, prostate, gynecological, or 
testicular cancer reported needing 
more information regarding sexu
ality, sexual functioning, fertility, 

B 

*This appendix was also coauthored 
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and Instructor of Pediatrics, 
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and self-esteem than patients with 
primary cancers at other sites.8,10-14 

Many patients report that sexuali
ty has not been adequately 
addressed15 and cannot recall any 
information regarding sexuality 
given to them by clinicians.16 

About two-thirds of patients with 
prostate cancer surveyed desired 
more information pertaining to 
the effects of brachytherapy on 
sexual function and on treatment 
options for erectile dysfunction.17 

Younger patients with prostate 
cancer have had greater general 
information needs than their older 
counterparts.18 In general, sexuali
ty was often addressed later in the 
course of the illness than patients 
would have preferred. 

During the treatment phase, 
patients have valued detailed infor
mation about their treatment plan, 
potential side effects, and the 
potential impact of these on their 
quality of life.19-22 Patients with 
cancer frequently arrive at the con
sultation with expectations of side 
effects from treatment,23,24 and such 
expectations actually increase the 
likelihood of experiencing those side 
effects.24 Accurate information may 
help to decrease patients’ negative 
experiences and increase their 
participation in consultations.23,25 

Information on pain management 
also is often lacking from discus
sions with patients,26,27 as is infor
mation regarding possible emo
tional reactions, alternative treat
ments, and the long-term effects of 
cancer treatment.16 

Patients with cancer have used 
information not only to address 
their physical needs but to their 

psychological needs as well.28 

Patients have indicated that their 
psychosocial information needs 
are not always adequately 
addressed by clinicians; if these 
needs were met, patients may be 
better able to cope with their ill
nesses.29-33 

In general, the benefits of provid
ing patients with information 
include increased satisfaction 
with and participation in the con
sultation, decreased anxiety, and 
increased ability to cope.34 

Patients with cancer often use 
their information resources not 
only to understand their disease 
but to find hope as well.35,36 When 
surveyed, more than 80% of 
patients with cancer said they 
wanted as much information as 
possible regarding their cancer 
diagnosis and treatment 
options.16,37 The more information 
patients received, the more satis
fied they were.38,39 However, some 
patients with cancer avoid infor
mation as a coping mechanism.40 

Although information-seekers 
should be given larger amounts of 
information, doing the same may 
overwhelm information-avoiding 
patients.41 Interestingly, the 
greater the information needs of 
patients with cancer, the more 
anxiety, depression, and psy
chosocial concerns that they tend
ed to have.42 Patients who were 
more dissatisfied with the infor
mation they received tended to 
have more information-avoiding 
behaviors.43 

Information needs change over 
time.44 At the time of diagnosis, 
patients may want full disclosure 

but they may need some time to 
absorb the details and implica
tions. During the period between 
diagnosis and treatment, patients 
often want more detailed informa
tion in discussions of their prog
nosis, treatment options, side 
effects, and changes to their daily 
living. After patients have had 
treatment, the amount of informa
tion they need may be less but the 
topics—psychosocial issues, reha
bilitation, recovery, and recur
rence—are no less important to 
them. 

Barriers to information-gathering 
have been the source of some frus
tration for patients with cancer.45 

Patients with breast cancer who 
experienced barriers to accessing 
information had decreased sense of 
functional, emotional, social, and 
family well-being.46 Patients 
encountered problems if they were 
unable to access the information, if 
they had communication difficulties 
with their clinicians, if they experi
enced information overload, if they 
had difficulties with information 
retention, or if the information they 
were given was inaccurate. 

Patients’ recall of information is 
variable. Patients especially may 
not recall discussing psychosocial 
issues, sexuality, or sexual dysfunc
tion.16 Patients’ ability to understand 
and retain information may vary 
depending on the format of the 
information and how easy it is for 
them to extract it.47 Written materi
als and audio recordings of consul
tations tend to improve recall and 
are discussed in detail later.48-51 
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B.2 Patients’ Information 
Sources 

The findings of recent reviews and 
studies suggest that patients most 
often used information they 
received from their clinician and 
preferred information from this 
source.52,53 Generally speaking, 
patients with cancer continue to 
believe that their physician is the 
most highly trusted information 
source, even though 48% consult
ed the Internet before seeing their 
physician.53 Print resources are 
also commonly used,54 but use of 
this type of material has decreased 
since the availability of online 
access to health information. 
Although information-seeking 
behavior in general decreases with 
age,55 most patients with cancer are 
particularly interested in informa
tion regarding treatment and side 
effects.21,56,57 

Whether or not patients are satis
fied with the information that has 
been presented to them by clini
cians, they often use the Internet to 
confirm or expand on that infor
mation.58,59 Some cancer centers 
have created their own educational 
programs to instruct patients and 
their family members on how to 
use the Internet.60 Although there is 
concern about the quality of infor
mation found on the Internet,61,62 

there is little evidence of adverse 
outcomes related to inaccurate 
information from the Internet. 
Patients with cancer use the 
Internet not only to obtain general 
information on a cancer diagnosis 
and its treatment but to also gain 
access to other patients with can
cer and support groups where they 

can share their experiences 
through electronic mail, blogs, and 
chat rooms.63,64 Mass media have 
played a role in influencing infor
mation-gathering, patient-clinician 
interactions, and decision-making 
roles of patients.65,66 Also, adver
tisements have increased the use of 
the National Cancer Institute 
Cancer Information Service by 
patients with cancer, their families, 
and the general public.67,68 

Until recently, print information 
resources have been second only 
to information obtained from clini
cians. Although the findings of 
some studies suggest that print 
materials can have a positive effect 
on patient recall and satisfaction,47 

others have found that patients 
with cancer may be satisfied with 
this information source but it does 
not appear to have a significant 
impact on recall.69 The format of 
information sheets may affect the 
usefulness of these materials for 
patients.70 Literacy limits the use
fulness of written materials for 
large portions of the population.71-73 

Low-literacy print materials or 
videos help increase patients’ 
knowledge.74 

Telephone help lines can be a use
ful source of information and 
emotional support for patients 
with cancer.75,76 The National 
Cancer Institute Cancer 
Information Service (CIS) tele
phone help line has provided can
cer information support servic
es68,77,78 and outreach services for 
patients with cancer and their 
families.79,80 Individuals with a 
recent cancer diagnosis often use 
the service to obtain treatment 

information to prepare for speak
ing with their clinician.81,82 

B.3 Information Exchange 

The goal of information exchange 
is for patients to understand and to 
be understood. Clinicians often 
have a flawed understanding of 
patients’ information needs and 
consequently do not provide 
enough information or the kind of 
information patients find useful.83-90 

Correspondingly, patients do not 
always immediately disclose sub
stantive information about their 
symptoms or concerns; clinicians 
play a key role in helping patients 
to self-disclose.1 Clinicians do not 
always appreciate the complexity 
of concerns that patients have91,92 

and thus may not explore areas 
important to their patients.93 

Clinicians overestimate their own 
informativeness94 as well as the 
level of understanding of their 
patients with cancer.94,95 While 
imparting information, clinicians 
often use medical terms that 
patients do not understand, and 
they do not check patient under
standing.96,97 Clinicians also may 
not be aware of their patients’ 
information-seeking and informa
tion-avoiding coping styles and 
thus may not tailor the manner of 
information delivery accordingly. 

The breast cancer literature, in par
ticular, includes descriptions of the 
importance of the flow of informa
tion among clinicians, patients,98-101 

and patients’ spouses.102 Patients 
have viewed sharing information 
as an attempt to share power and 
control in the interaction.103 The 
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literature is sparse about informa
tion-sharing in the setting of other 
types of cancer. Patients with 
prostate cancer have appreciated 
obtaining as many facts as they 
could from their clinicians.104 

Among patients with lung cancer, 
many did not understand their situ
ation well enough to make inde
pendent decisions and physicians 
were not aware of the information 
gap.105 Not only do patients with 
lung cancer express greater satis
faction with physicians who are 
informative, they also trust these 
physicians more than do patients 
who perceive their physicians as 
less informative.106 

Given that patients with cancer 
with more concerns are also more 
likely to have poorer quality of 
life,107,108 clinicians need to engage 
in behaviors that encourage 
patients’ disclosure of these con
cerns. Patient-centered communi
cation is characterized by effective 
efforts by clinicians to elicit 
patients’ fears and concerns109 and 
encourage more active patient par
ticipation in the consultation.110 

Patient-centered communication 
has been associated with higher 
patient satisfaction with the clini
cian, and better coping, adherence 
to treatment, and quality of life in 
populations with and without can
cer.111-113 Poor patient-clinician 
communication has sometimes led 
to patients’ poor understanding of 
their disease and the process and 
intent of staging and treatment; as 
such, they may lose confidence in 
their medical care team.114 In one 
study, patients and family mem
bers generally preferred a patient-

centered approach when presented 
with recordings of different con
sultation styles.115 

B.4 Patient Recall and 
Understanding 

Interventions to improve communi
cation are discussed in Appendix 
E, but mentioned here are prompt 
sheets, audio recorded consulta
tions, and patient-held records. 
Prompt sheets used by patients 
with cancer can improve their abil
ity to gather information during the 
consultation.116-119 When physicians 
addressed concerns on patients’ 
prompt sheets, patients’ anxiety 
decreased and their recall 
improved.120 Physicians also said 
that they thought that prompt 
sheets stimulated useful 
discussion.121 

Audio recordings of clinical con
sultations have been helpful for 
patients’ recall and assimilation of 
information.48,122,123 Such recordings 
also increase patient satisfaction51 

and may increase their participa
tion at later consultations.124 

Recordings, however, have had 
inconsistent effects on anxiety and 
psychological distress in 
patients.50,125 Most of the studies on 
audio recordings were done with 
initial consultations only; the find
ings of some studies have suggest
ed that using audio recordings 
would be beneficial for all consult 
visits.122 Physicians have become 
more accepting of audio recorded 
consults,126,127 and although it is 
unclear if audio recordings can 
improve physician-patient relation
ships,128 one study demonstrated 

that they led to increased patient 
participation in the clinical 
encounter.124 

Giving patients access to their own 
medical information (in the form 
of patient-held records, patient 
information files, or log books) 
has helped patients and clinicians 
communicate more efficiently with 
one another.129-131 

B.5 Implications for Future Study 

Information needs, information 
resources, patient recall, and 
patient-clinician information 
exchange are all areas that require 
further study. The limitations of 
many of the studies to date have 
been that they have involved small 
sample sizes; patients with a limit
ed number of types of cancer; few 
minority, non-English speaking, 
and low-literacy patients; and a 
focus on the initial phases of the 
illness. The information needs of 
patients with forms of cancer other 
than breast, colorectal, or prostate 
cancer warrant additional explo
ration. Further longitudinal studies 
may help track patients’ informa
tion needs over time and patients’ 
recall and understanding of the 
information provided to them. 
Lastly, cancer survivors will need 
better sources of information about 
rehabilitation, surveillance for 
recurrence, and late effects. 

B.6 Communicating Bad News 

Communicating bad news has 
been the subject of some of the 
earliest cancer communication 
research. Although no communica
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tion intervention will take away 
the life-changing impact of a can
cer diagnosis, effective delivery of 
bad news can result in patients 
who are the following: 

• Better informed 

• More motivated to follow 
through with further evalua
tion and treatment 

• Less emotionally distressed 

• Better able to ask questions 
and participate in the clinical 
encounter 

• Better prepared to make treat
ment decisions 

• Better able to navigate the 
health care system 

• Clear about the level of uncer
tainty of the diagnosis 

However, the authors of a recent 
review concluded that despite a 
large body of literature with seem
ingly sensible recommendations for 
delivering bad news and an increas
ing number of courses to train stu
dents and residents, the delivery of 
bad news continues to be stressful 
for clinicians and ineffective 
and/or traumatic for patients.132 

Clinician-related factors in 
communicating bad news 

Beginning physicians, residents, 
and medical students often deliver 
diagnostic information without 
having had training or support in 
the task.133,134 Most physicians were 
untrained in communicating bad 
news at the time they were first 
required to deliver it, and many 

report having felt overwhelmed 
and traumatized by their early 
experiences.134 Clinicians may 
know how they should deliver bad 
news but do not follow through 
because of their own discomfort, 
fear and anxiety,135,136 and lack of 
forums to deal with their own feel
ings. Correspondingly, it is not 
surprising that patient reports of 
cold, impersonal, blunt, evasive, 
tactless, indirect, jargon-laden, and 
poorly timed delivery of news still 
appear in the popular press and the 
medical literature. Clinicians’ 
actions may favor their needs to 
reduce their own anxiety and 
uncertainty and bring the visit to 
closure rather than address the 
needs of patients.137 

Patient-related factors in 
communicating bad news 

Communication at the bad news 
visit is affected by patient-related 
psychological factors, cognitive 
functioning, and health literacy. 
Patients report that they felt upset 
or overwhelmed anticipating devas
tating news or after hearing it, mak
ing assimilation and recall of addi
tional information difficult. Patients 
may function at a much lower cog
nitive level when they are critically 
ill than when they are well.138 Low 
health literacy may lead to confu
sion; for example, the word “posi
tive” may connote something good 
to a patient unfamiliar with the 
reporting of test results.72 

Social, cultural, and family-
related factors in communicating 
bad news 

Culture, social distance between 
clinician and patient, and relation
ships between the patient and fam
ily members play important roles 
in the communication of bad news 
and prognoses. In many 
Mediterranean, Latin American, 
black African, and Asian cultures, 
it is still common for clinicians to 
disclose cancer diagnoses to family 
members and not the patient.139-142 

Although younger patients increas
ingly say that they want informa
tion, it is also common for even 
these patients to relinquish some 
control to family members. There 
is controversy about how to recon
cile views about patient rights and 
autonomy as articulated in main
stream Anglo-Saxon culture with 
the views and values of individuals 
from other cultures. It is often rec
ommended that the patient should 
initially be given the choice about 
what they wish to know; the con
sequences of this approach have 
not been studied. 

The diagnosis of cancer is often 
delayed in racial and ethnic 
minorities and individuals of low 
socioeconomic status.143-149 One 
factor affecting this delay is a rel
ative lack of trust and therefore 
less open communication between 
black patients and white clini
cians compared with racially con
cordant pairs.150 Further research 
can clarify whether providing eas
ily understood information in the 
context of a trusting relationship 
when cancer is first suspected 
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will lead to earlier completion of 
diagnostic testing and initiation of 
treatment. 

Health care system-related factors 
in communicating bad news 

Health care system-related barriers 
to timely and confidential provi
sion of bad news include disconti
nuity of care, lack of access, lack 
of a private space, and environ
mental noise. Scheduling of same-
day face-to-face meetings is diffi
cult within most health care sys
tems. Because of this, when 
patients want to know test results 
as soon as possible, it is often nec
essary for clinicians to communi
cate with patients by telephone—a 
method that both agree is subopti
mal. When bad news is communi
cated by phone, other members of 
the health care team may be 
unaware of what has already been 
discussed with the patient.151 Team-
related issues have rarely been the 
subject of empirical studies. 

Effect of poor delivery of bad 
news on patients 

Poor delivery of bad news appears 
to have important effects on 
patients’ subsequent coping and 
anxiety.132 However, it is unclear 
whether following recommended 
methods for delivering bad news 
affects satisfaction, knowledge, 
ability to make decisions, or fol
low-though with care. Further 
research can determine the optimal 
balance and degree of flexibility 
needed in the elicitation of patient 
perspectives, provision of informa
tion, and reassurance that the 

patient is receiving the best care 
and emotional support. Few longi
tudinal studies of patient satisfac
tion with the delivery of bad news 
have been conducted; clearly, the 
immediate impact of bad news and 
later reflection may be different. 

Training for clinicians 

The curriculum at many medical 
schools in the United States now 
includes sessions on giving bad 
news. Intensive training courses of 
several days’ length designed to 
help residents and clinicians 
improve their skills in communi
cating bad news have a lasting 
impact on skills,152,153 but the 
majority of less intensive courses 
have been evaluated only in terms 
of satisfaction of participants and 
intention to use the learned skills.132 

The exploration of clinicians’ emo
tions is a key feature of effective 
training courses. Future research 
can identify other key elements, 
with the hope of accomplishing 
training using less intensive and 
more cost-effective interventions. 

Training for patients 

In medical encounters not involv
ing cancer, training, guidance, or 
information for patients in antici
pation of a clinician visit has 
shown promise in improving the 
outcomes of the consultation.154,155 

Patient interventions, including 
decision aids and prompt sheets, 
have been used to help patients 
decide about cancer screening.156 

However, there have been no stud
ies about interventions for patients 
undergoing diagnostic testing for 

cancer with the possibility of bad 
news. In planning future research, 
the AIDS literature may be 
instructive. Guidelines for counsel
ing before HIV testing include 
suggestions for anticipating and 
managing anxiety, discussing how 
the diagnosis might affect the 
patient’s life, legal ramifications, 
and social support.157 

Implications for future study of 
communicating bad news 

Although there is a substantial 
body of descriptive, attitudinal, 
and intervention literature on the 
delivery of bad news, several 
issues remain unstudied, including 
the following: 

• Long-term impact of different 
types of delivery 

• Patient satisfaction with the 
timing and manner of commu
nication 

• Management of patients’ 
anxiety following the initial 
disclosure of bad news 

• Role of family members in 
such discussions 

• Means of reducing physicians’ 
anxiety so that such discus
sions can flow more openly. 

Studies of delivery of news of 
tumor progression after remission 
and treatment failure are also 
needed. The impact of communi
cation among clinicians caring for 
the same patients and health care 
system factors on the delivery of 
consistent information are poorly 
understood. 
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B.7 Communicating Prognosis 

Delivery of bad news is closely 
linked with the discussion of prog
nosis. Information on prognosis 
helps patients make choices 
among treatment options, plan 
their lives, and receive optimal 
palliative care. Communicating 
prognosis, thus, depends on the 
physician’s ability to estimate the 
expected lifespan of patients with 
cancer, the patients’ desire to know 
the prognosis, and the physician’s 
willingness to disclose the true 
prognosis. Considering the goals 
of information exchange, clini
cians discussing prognosis with 
patients and families must choose 
what to disclose, when disclosure 
should occur, how to disclose 
prognostic information, and to 
whom the information should be 
disclosed. 

Much of what follows here is a 
summary of the review by 
Hagerty et al.158 of studies pub
lished before 2004, in which those 
authors suggested important 
themes in discussing prognosis 
with patients. Most of the studies 
reviewed had involved patients 
with early stage cancer and 
focused on the initial diagnosis 
and treatment decisions. The 
largest number of studies has been 
conducted in Australia, with the 
United States, the United 
Kingdom, Japan, and continental 
Europe also represented. Given 
large cultural differences among 
English-speaking, Mediterranean, 
and Asian cultures in discussing 
prognosis, and perhaps differences 
within the English-speaking 
world, many of these findings 

need further investigation to deter
mine their generalizability. 

Frequency of discussion 

Data on the frequency of discus
sions of prognosis is mixed and 
difficult to compare across popula
tions.158 In one study, most patients 
with breast cancer knew their 
prognosis,159 but more recent stud
ies of patients with melanoma and 
advanced cancer indicate other
wise,137,160,161 suggesting that uncer
tain or serious prognoses are with
held more often. There appears to 
be both a norm of silence161 and a 
norm of vagueness162 among physi
cians, patients, and caregivers in 
which euphemisms and discus
sions of treatment plans overshad
ow more frank discussions of diffi
cult topics. When discussions of 
prognosis do occur, they are 
usually initiated by physicians.163 

What patients want to know 

In responding to surveys, patients 
tend to endorse wanting informa
tion about prognosis44,97,137,164-168 and 
value clear and straightforward 
presentations of data. However, in 
a study in the United States in 
which additional details about 
patients’ preferences were sought, 
many patients expressed reserva
tions and qualifications about uni
versal disclosure of quantitative 
survival estimates and many pre
ferred qualitative rather than quan
titative estimates;168,169 surveys of 
patients in Australia have shown 
no preference.170 Patients’ views 
may be ambivalent and inconsis
tent. They may reinforce physician 

avoidance by suggesting that they 
want full information but did not 
want to know about a “bad prog
nosis.”169 Even among patients 
receiving palliative care only 55% 
of patients in the United States 
wished to have discussed life 
expectancy with their physicians,169 

and only 59% of patients in 
Australia wanted to know their 
prognosis at the time of diagnosis 
of metastatic disease.170 Many 
patients preferred to be asked what 
information they wanted before it 
was disclosed and also wanted to 
be asked when the disclosure 
should take place.170 Patients with 
depression appeared more interest
ed in knowing the most dire possi
bilities, whereas patients who were 
not depressed were more likely to 
want information about the maxi
mal possible survival or wanted no 
information at all.170 Anxious 
patients, however, generally avoid
ed discussions about prognosis and 
were more likely to prefer that cli
nicians disclose that information to 
family members.168,171 The findings 
of studies involving convenience 
samples suggest that women tend 
to want more information than men 
do,166 but these findings were not 
adjusted for actual expected prog
nosis. Most studies were conduct
ed considering preferences without 
necessarily considering the context 
and nature of the patient-clinician 
relationship. It may be that the 
nature of the communication 
process also influences patients’ 
preferences and responses and 
should be studied in greater depth. 
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What physicians believe that 
patients should know 

While physicians usually provide 
accurate, complete information to 
patients about their diagnosis and 
treatment options, physicians still 
commonly have difficulty provid
ing prognostic information for sev
eral reasons. First, physicians’ 
prospective estimates of prognosis 
are usually more favorable than 
indicated by the actual course of 
the disease.172 Second, although the 
vast majority of physicians favor 
truth-telling, many feel uncomfort
able about discussing dire prog
noses173 and intentionally exagger
ate prognoses when communicat
ing with patients and families.174 

Correspondingly, patients fre
quently report not knowing their 
prognosis95,175 or overestimate their 
prognosis, even when provided 
accurate information.95,105,176-182 In 
these studies, higher educational 
level, lower levels of depression, 
and higher patient ratings of their 
physician were associated with 
better understanding, but further 
research is needed to examine 
causal relationships among these 
factors. 

Participants in discussions of 
prognosis 

Some literature exists on family 
involvement in cancer care, but lit
tle has been written explicitly 
about sharing of prognostic infor
mation.170 Although most patients 
prefer to have a family member 
present during discussions of prog
nosis,164,171 patients do want control 
over the information that family 

members receive.169 Moreover, 
when caregivers have prognostic 
information first, they may be 
reluctant to share it with 
patients.183 One study found that 
disclosure of prognosis to family 
members first and using 
euphemisms diminished a patient’s 
hope.35 Disparities in provision of 
prognostic information has been a 
concern. Although most studies 
suggest that white patients of high
er socioeconomic status tend to get 
more information than poor black 
patients, one qualitative study sug
gested the opposite outcome with 
regard to prognosis; poorer and 
nonwhite populations reported 
having more discussions of prog
nosis.184 

The results of several studies sug
gest that patients get information 
about prognosis from several 
members of the health care team, 
and that such information may be 
complementary or sometimes hap
hazard151 and contradictory. In one 
study, an organized team approach, 
in which the patient presumably 
received well-coordinated informa
tion increased patients’ under
standing of their illness, including 
prognosis.185 Our understanding of 
specifically how teams can 
improve understanding and recall 
of prognostic information is limit
ed, however. 

Elements of effective discussions 
of prognosis 

Although most studies focus on 
the content of discussions of prog
nosis, patients frequently suggest 
that the manner of presenting the 

information and the relationship 
with their clinicians is equally 
important. In qualitative studies, 
patients reported that they valued 
communication of information 
within clinical contexts in which 
they felt known, connected, and 
acknowledged.186 

Communicating clinical evidence 
is challenging, raising questions 
about framing, use of visual aids, 
and communication of risk.187 

Patient and clinician understanding 
of statistics may be limited, and 
misunderstandings about median 
or mean survival may lead to over
ly concrete interpretations.97,167 

Graphical displays are increasingly 
used to improve patient under
standing of statistical data, but the 
findings of at least one survey sug
gested that patients preferred 
words to pictures.170 In that study, 
however, health literacy was not 
assessed. Patients tended to favor 
framing estimates in positive terms 
(survival) rather than in terms of 
mortality. Use of a mix of positive 
(survival) and negative (mortality) 
language may enhance understand
ing. Other recommendations from 
the literature conform to principles 
of general patient-centered com
munication skills and have few 
elements specific to cancer com
munication or prognosis: summa
rizing and checking understanding, 
active listening, privacy, adequate 
time, and honesty.35 

Increasingly, the Internet and 
patient advocacy organizations 
provide more ready access to 
prognostic information. Until 
recently, no studies have been con
ducted on reconciling physicians 
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as a source of prognostic informa
tion with other sources. Patients, 
however, choose to discuss this 
information with their physicians 
on the basis of trust and need to 
resolve uncertainty.188 Although 
most patients though that contra
dictory information would not 
undermine their trust in their 
physicians, a significant minority 
felt that it might. Those patients 
also tended to express that there 
was one correct answer to the 
question and reported discomfort 
with uncertain or contradictory 
primary data. Patient access to pri
mary data on prognosis and ways 
to discuss this data effectively with 
health professionals is an impor
tant area for future research. 

The communication of hope is fre
quently encountered in the context 
of the discussion of prognosis.189 

However, patients’ experience of 
hope is related both to the process 
of communication as well as to the 
content of communication. 
Providing up-to-date information, 
answering questions, and offering 
emotional support are often seen as 
engendering hope, whereas a cold, 
impersonal clinical style appear to 
diminish hope.190 This finding 
implies that frank and honest dis
cussion of prognosis need not 
diminish hope if it is conducted in 
a patient-centered manner. In some 
situations, the dialogue on hope 
appears detrimental to the discus
sion of prognosis.191 Some patients 
think that the burden of maintain
ing the appearance of a “fighting 
spirit” limits discussions of their 
fears and concerns, including about 
prognosis and quality of life. 

Cultural factors 

As with the disclosure of bad 
news, patients and physicians from 
Anglo-Saxon cultures favor disclo
sure, whereas individuals in other 
cultures do not.158 However, there 
is significant change in some 
areas. Family members may take a 
more primary role in information 
exchange in Mediterranean and 
Asian cultures compared with 
Anglo-Saxons. In Spain,192 for 
example, over the past 10 years, 
there has been a radical shift from 
nondisclosure to disclosure. 
Relevant to settings in the United 
States, however, is recognition that 
several factors could contribute to 
patients’ desires for information 
about prognosis, including culture 
of origin, health literacy, educa
tional level, prior illness experi
ences, and degree of cultural 
assimilation. Generalizations can 
be made on population levels, but 
they may not apply to individual 
patients; clinicians must be pre
pared to inquire about individual 
beliefs and values. We have not 
encountered any published work 
suggesting how the level of a clini
cian’s cultural awareness affects 
discussions of prognosis. 

Outcomes of discussions 
of prognosis 

Few outcome studies have separat
ed discussions of prognosis from 
discussions of bad news or other 
aspects of cancer care. The results 
of studies that have been published 
suggest associations between 
recalled discussion of prognosis 
and increased satisfaction, as well 

as lower levels of depression, anxi
ety, and hope. Compelling qualita
tive data suggest that toxic effects 
of intentional deceit can lead to 
heightened anxiety and distrust.193 

However, there is disagreement 
whether collusion should be bro
ken down quickly194 rather than 
maintaining “necessary collusion” 
temporarily195 to soften the blow 
(by delaying disclosure until it can 
be more easily assimilated). The 
cross-sectional design and plausi
ble bidirectional causality make it 
difficult to draw conclusions from 
the current literature. Future 
research on the relationship 
between discussions of prognosis 
and quality of life is needed. 

We are aware of no interventions 
designed specifically to improve 
the delivery of prognostic informa
tion. However, inference might be 
drawn from intensive workshops 
to improve delivery of bad news, 
which have enhanced clinicians’ 
communication skills for at least 
12 months following the interven
tion.152,153 The most important inter
vention in the United States was a 
large randomized trial for patients 
with a prognosis of no more than 
six months.196 Specially trained 
research nurses provided informa
tion about the disease, treatment, 
and prognosis, convened individ
ual and family meetings, and dis
cussed and documented patient 
and family preferences with the 
goal of improving communication 
about advance directives, improv
ing pain control, and lessening the 
likelihood that patients would 
receive unwanted intensive care. 
The trial yielded completely nega
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tive results for all outcome meas
ures, including communication. 
The large body of literature that 
has attempted to explain and learn 
from this trial indicates that inter
ventions must focus on patient-cli
nician relationships and involve 
repeated contact and reinforcement 
in order to be effective.197 

Implications for future study of 
communicating prognosis 

Physician optimism and reluctance 
to paint a grim picture, along with 
patients’ highly variable desire to 
hear complete prognostic informa
tion, create a complex set of fac
tors to consider in discussions of 
prognosis. Communicating statisti
cal information is challenging 
especially with patients of low 
health literacy and low numeracy; 
there is very little empirical 
research to draw on in determining 
how best to communicate clinical 
evidence with these patients. 
Research should also address cul
tural values and beliefs and family 
issues. Patients need hope, but it is 
not known the degree to which 
skilled clinicians can provide 
hopeful messages without distort
ing prognostic information. 
Studies to date have addressed 
only parts of this complex picture, 
which may explain failure of even 
large innovative studies to improve 
communication about prognosis 
and advance care planning. 
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Recognizing and Responding 
to Emotional Distress in 
Cancer Consultations 

One of the most important 
features of patient-clinician 
communication and cancer 

care is affective communication, 
an arena of particular salience, as 
patients are confronting a life-
threatening diagnosis, treatment of 
uncertain effectiveness with poten
tially debilitating side effects, and 
an uncertain future. Patients expe
rience and often express a variety 
of emotions in their interactions 
with clinicians, including fear,1 

humor,2,3 nervousness, worry or 
sadness, or fatalistic thinking.4,5 

It is particularly important to 
understand the factors that lead to 
recognition of and response to 
patients’ emotional states, given 
their potential effect on treatment 
outcomes. Depression, anxiety, 
and adjustment disorders have a 
major effect on quality of life.6-11 

In addition, depression has been 
found to influence responses to 
chemotherapy, risk of death,12 and 
experience of pain.13 Anxiety has 
been shown to be a predictor of 
clinical response to treatment.12 

Early recognition of depression 
and anxiety is crucial for reducing 
the risk of suicide and social isola
tion and for initiating pharmaco
logical and psychological treat
ments that improve quality of life. 
Most patients with cancer who 
have mental disorders have adjust
ment disorders and not major 
depression or severe anxiety disor
ders.9 Recognition of these disor

ders may lead to mobilizing social 
support14 and psychotherapeutic 
interventions that could improve 
quality of life and perhaps increase 
the likelihood that cancer treat
ment would be completed. 

However, the diagnosis of depres
sive and anxiety disorders is often 
missed in oncology practice. The 
findings of one large study demon
strated that emotional distress was 
recognized by physicians in 29% 
of affected patients,15 and results of 
another study showed that oncolo
gists correctly identified 17% of 
patients who were found to be anx
ious and 6% of those who were 
found to be depressed on a stan
dardized anxiety and depression 
scale.16 Communication barriers 
influence the diagnosis of mental 
illness,17-21 and some issues are par
ticularly salient in the cancer set
ting. Many common symptoms of 
depression are also symptoms 
associated with cancer or its treat
ment, including fatigue, lack of 
energy, insomnia, and loss of 
appetite. Thus, clinicians must rely 
to a greater degree on elicitation of 
the patient’s emotional state and 
maintain the possibility that these 
physical symptoms may also signi
fy underlying depression. 

Research to date on the role of 
emotion in cancer care primarily 
has focused on three issues: the 
psychological benefits of patient 
expression of emotion during the 

C 
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consultation, how clinicians 
respond to patients’ emotional 
state, and emotional well-being as 
an outcome of patient-clinician 
communication. 

C.1 Benefits of Patients’ 
Emotional Expression 

Patients who share their emotions 
and feelings during medical con
sultations often experience thera
peutic benefits. The use of humor 
has been found to decrease stress, 
increase comfort levels, and 
restore immune function.2,3 Patient 
narratives about their illness expe
rience help to decrease emotional 
distress.22 Conversely, patients who 
restrain the expression of their 
negative emotions may become 
more anxious, depressed, and con
fused after receiving a cancer diag
nosis.23 Disclosing emotions may 
even contribute to improvements 
in physical symptoms.24 The writ
ten disclosure of emotion can also 
buffer the negative effects of the 
inadequacy of social support.25 

Although emotional expression can 
have positive benefits, patients 
appear to vary in the kind and 
manner of emotions expressed. For 
example, humor in consultations 
can be either positive or negative. 
Patients with testicular cancer have 
reported that humor in the consul
tation can dispel tension and make 
them feel “normal,” but, if such 
humor is managed poorly, it can be 
a source of humiliation or stigma.26 

Just as disclosing emotions may 
have cathartic effects, failing to 
disclose emotions may hurt emo
tional processing. Patients may fail 

to disclose fears because of low 
social support, low emotional well
being, or the belief that the clini
cian is not responsible for helping 
with emotional concerns.11,27 

Undisclosed fear can cause patients 
to underreport their difficulties 
with cancer to their clinicians.28 In 
one study, the worry of appearing 
disrespectful to clinicians caused 
some patients to withhold their 
feelings about wanting to reconsid
er decisions about treatment.29 

C.2 Clinicians’ Responsiveness to 
Patients’ Emotional States 

Most patients with cancer respond 
favorably when clinicians are 
receptive and interested in their 
emotional states and well-being. In 
one study of patients terminally ill 
with cancer, the patients perceived 
their clinicians more positively 
when they offered more emotional 
support.5 In another study, oncolo
gists’ affective tone and socioemo
tional behaviors were associated 
with greater patient satisfaction.30 

Facilitating patients’ emotional 
processing helped them to partici
pate more effectively in making 
decisions about palliative care.31 

Because cancer also has a signifi
cant emotional impact on patients’ 
family members, clinicians may 
need to help families address their 
own emotional distress and experi
ences.32 

Clinicians typically are not effec
tive at recognizing patients’ emo
tional cues or at uncovering their 
fears and concerns, although some 
clinicians may be minimally 
receptive to patients’ emotional 

expressions.1,33 Clinicians’ difficulty 
in recognizing emotional cues may, 
in part, be related to Patients’ ten
dency to articulate concerns that are 
informational rather than emotion
al in nature34 and to disclose physi
cal symptoms rather than psycho
logical problems.35 Adding to the 
difficulty is that the patients who 
are the most anxious or depressed 
are often the least likely to disclose 
their emotional concerns.35 The 
findings of one study found that 
nurses were not accurate in identi
fying patients’ concerns and most 
could not even identify the patient’s 
three primary concerns.36 Nurses 
were biased toward concerns about 
physical symptoms and medical 
treatment compared with emotion
al and other psychosocial issues. 

The lack of communication skills, 
time, and a quiet private environ
ment in hospital settings appear to 
be barriers to clinicians’ validation 
of and responsiveness to patients’ 
emotions.37 With respect to skills, 
the findings of several studies 
demonstrate that educational inter
ventions could help clinicians 
become more adept at addressing 
the patient’s emotional needs.38,39 

Clinicians can elicit the fears and 
concerns of patients with cancer 
more effectively with use of 
patient-centered communication 
tactics such as open-ended ques
tions, focusing on and clarifying 
psychological issues, and empathic 
statements.18 In contrast, disclosure 
is less likely when clinicians use 
leading questions, focus on physi
cal aspects of health, and prema
turely move into giving advice and 
reassurance. 
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It is important to recognize that 
the relationship between patient-
clinician communication and 
patients’ emotional states can be 
quite complex. The body of litera
ture in this area is small and most 
of the studies have focused on 
patient-clinician communication 
during the survivorship phase, 
with emphasis on the management 
of anxiety related to uncertainty 
and on the process of reassurance. 
Cancer survivors with disease in 
clinical remission are often anx
ious and present physical symp
toms that clinicians interpret as 
requests for reassurance. However, 
in other settings, clinicians’ 
expression of reassurance to 
patients without obvious disease 
can sometimes heighten the 
patients’ anxiety.40-42 In one of the 
few studies of reassurance, Stark 
et al.43 reported, not surprisingly, 
that in more than 90% of posttreat
ment oncology visits, clinicians 
attempted to provide reassurance, 
either spontaneously, or, more 
commonly, in response to patient-
reported physical symptoms. 
These attempts at reassurance 
often produced initial lowering of 
the anxiety level followed by para
doxical worsening of anxiety. 
Spontaneous reassurance (“you 
look well”) increased anxiety in 
the most anxious patients before 
their next scheduled visit, and 
offering a treatment plan without 
explanation raised the level of anx
iety in all patients within one week 
after the consultation, regardless of 
the baseline anxiety level. 
Moreover, providing reassurance 
may worsen outcomes if it appears 
to avoid the focus of the patient’s 

anxiety or is offered before the 
patient can express his or her con
cerns. The imperative to reduce 
anxiety may also drive diagnostic 
testing, some of which is not med
ically indicated, in an attempt to 
provide reassurance. If extrapola
tions from studies of populations 
without cancer hold,41,42,44 clini
cians’ reporting of normal test 
results may provide only tempo
rary reduction of anxiety. In con
trast, providing simple reassurance 
while offering clear explanations 
has a more neutral effect on anxi
ety.43 Through effective communi
cation, clinicians can contribute at 
least temporarily to a transient 
decrease of patient anxiety, but the 
long-term effects of communica
tion on anxiety in cancer survivors 
are unknown. 

C.3 Emotional Well-Being as an 
Outcome of Patient-Clinician 
Communication 

In the previous sections, we exam
ined patients’ emotional expres
sions and clinicians’ responsive
ness to these cues, but other ele
ments of patient-clinician commu
nication can also influence the 
affective states of patients with 
cancer following the consultation. 
For example, the way clinicians 
manage information can have a 
significant effect on patient emo
tions. Research has shown that less 
anxiety and depression were expe
rienced by children with cancer in 
the initial stages when clinicians 
were open about the diagnosis and 
prognosis.45 Information about 
diagnosis may lead to greater 
hope, although the time between 

diagnosis and disclosure may 
moderate that relationship.46 These 
findings are consistent with those 
of other studies in which patients’ 
perceptions of being told “every
thing” led to an increase in patient 
satisfaction.47 

Clinicians’ communication style 
can directly influence patients’ 
emotional well-being. For exam
ple, the degree to which patients 
perceive their clinicians’ commu
nication as patient-centered and 
facilitative may decrease postcon
sultation anxiety, although this 
relationship was weaker for 
patients with more advanced dis
ease.48 Communication that can 
help reduce anxiety included 
preparing the patient for diagnosis, 
giving the patient clear informa
tion, providing written informa
tion, discussing questions and feel
ings, encouraging the patient to be 
involved in decision-making, and 
being reassuring.47 Additionally, 
compassionate communication and 
empathy from clinicians also may 
play a role in reducing patient anx
iety and emotional distress.49,50 

Other variables that may affect 
patients’ emotions after the consul
tation visit revolve around the 
patient’s participation in decision-
making. As patients participate in 
treatment decisions, they may feel 
more anxiety regarding their 
responsibility in the outcome of 
that treatment. However, if patients 
are more satisfied with their 
increased level of involvement, 
then increased patient participation 
is associated with reduced emo
tional distress.50 
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C.4 Implications for Future Study 

Eliciting, acknowledging, normal
izing, and empathizing with 
patients’ emotional expressions 
have positive effects on patients’ 
subsequent functioning and quality 
of life. Yet, clinicians rarely 
engage patients in discussions 
about their fears and worries. 
Emotional dialogue is embedded 
in other communication activities 
such as exchanging information, 
making decisions, and providing 
access to care, yet the interface of 
instrumental and affective commu
nication is poorly understood. For 
example, is patient involvement in 
decisions facilitated by emotional 
dialogue and understanding, not 
just the provision of information 
and choices? Interventions to 
improve emotional responsiveness 
in clinicians have been successful 
in small-scale studies, but future 
research should identify and over
come barriers to participation in 
these interventions and provide 
means for sustaining the positive 
effects. 
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Decision-Making in
 
Cancer Care*
 

Much of the research on 
decision-making in can
cer care has focused on 

three issues: 

• Patient preferences for involve
ment in decision-making 


• Relationship between patient
 
involvement in decision-making
 
and postconsultation outcomes 


• Understanding of the correlates 
of patients’ decision preferences 

Three phases of the cancer care 
continuum are predominant in the 
literature on decision-making: 
screening, treatment, and end of 
life. Decisions to screen for specif
ic cancers arise when there is a 
choice of screening method (such 
as for colorectal cancer screening) 
or debate about the overall value of 
screening (such as with prostate 
cancer screening). Decisions about 
treatment arise when several treat
ment options are available and no 
single option is best for all patients 
(as often occurs with breast can
cer). At the end of life, decisions 
involve discontinuing anticancer 
treatment, advance directives, treat
ment setting (including hospice), 
and assisted suicide. Decision aids 
are included in the discussion on 
interventions in Appendix E. 

D.1 Decision-Making in the
 
Screening Phase
 

Cancer screening programs— 
specifically those designed to 

detect breast, prostate, cervical, 
and colorectal cancer—aim to sort 
asymptomatic people who have 
cancer from those who do not. 
Increasingly, efforts have been 
made to promote informed deci
sion-making on the part of the 
health care consumer and the clini
cian when discussing and evaluat
ing screening options. Decision-
making about screening often 
involves complex personalized dis
cussions with eligible individuals 
about the risks and benefits of 
screening procedures. 

Communication about Risk 

Screening programs and clinicians 
vary in how they communicate, 
especially the degree to which they 
promote informed decision-mak
ing with eligible individuals. A 
2002 Cochrane review addressed 
the effects of personalized versus 
general risk communication on 
individuals’ decisions about 
whether to participate in health 
screening programs.1 The specific 
goal of that review was to see 
whether personalized communica
tion about risk for disease influ
enced any of several possible out
comes. Personalized communica
tion was defined as information 
tailored to an individual’s personal 
history or medical conditions that 
affect his or her risk of cancer. 
Personalized risk communication 
varies in detail and complexity as 

D 

*This appendix was also co authored by 
Jennifer Carroll, MD, MPH, Research 
Assistant Professor, Department of 
Family Medicine and James P. Wilmot 
Cancer Center, University of Rochester 
School of Medicine and Dentistry; and 
Timothy E. Quill, MD, Professor of 
Medicine, Psychiatry and Medical 
Humanities, and Director, Center for 
Ethics, Humanities and Palliative Care, 
University of Rochester School of 
Medicine and Dentistry. 
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well as in the medium used to 
communicate (e.g., direct mail 
campaigns, face-to-face discus
sion, or electronic media). The 
outcomes were categorized into 
the following groups: 

• Behavioral, such as actual 
receipt of a screening test or 
adherence to choice regarding 
screening 

• Cognitive, such as knowledge 
of risk or accurate risk 
perception 

• Affective, such as anxiety, 
emotional well-being, satisfac
tion with decision made, or 
decisional conflict domains 

The review included randomized 
controlled trials of people who 
were involved with “real life deci
sions” about whether to undergo 
screening, studies in which there 
was a risk communication infor
mation component to the interven
tion, studies that addressed deci
sion-making about screening pro
grams, and studies that included 
any of the aforementioned out
come measures. Of the 13 hetero
geneous identified studies that met 
the inclusion criteria for the 
review, 10 addressed personalized 
risk communication related to 
breast cancer screening and one 
each, to cervical, colorectal, and 
prostate cancer screening. Only 
some studies incorporated patient-
clinician communication; others 
focused on mass media and tai
lored communication interven
tions. In the six studies in which 
the intervention included a compo
nent of counseling (usually a 
health educator or graduate stu

dent) , the participants’ accuracy 
of risk perception and use of 
appropriate cancer screening serv
ices usually increased. There was 
no evidence that this increase in 
uptake of services was due to 
informed decision-making. An 
interesting finding was that if the 
personalized information was 
more detailed or numerically spe
cific relative to the patient’s own 
risk, there was less receipt of can
cer screening than when the infor
mation was provided in a more 
general way. 

Patient involvement and 
postconsultation outcomes 

Studies on decision-making about 
screening thus far have primarily 
focused on breast cancer compared 
with other types of cancer. The 
studies have tended to include only 
a limited number of outcomes, 
usually, the actual receipt of 
screening services. Knowledge of 
the processes by which communi
cation and decision-making 
informs other screening-related 
outcomes remains limited, yet 
these other outcomes may also be 
responsive to change. Effect modi
fiers (such as high risk status) may 
also contribute to decision-making 
regarding cancer screening and 
detection. Research published 
since 2002 has involved examina
tion of aspects of communication 
and decision-making processes 
about screening for types of cancer 
other than breast cancer) and have 
also included diverse populations. 

More recent studies have yielded 
additional information about com

munication and decision-making 
about screening for colorectal can
cer. In a qualitative study of mem
bers of an African American 
church in rural North Carolina,2 

the quality of the communication 
with their physicians influenced 
patients’ decisions to undergo col
orectal cancer screening. In a larg
er cross-sectional survey (397 indi
viduals) following the qualitative 
phase of the study, participants 
who reported that they had good 
communication with their clinician 
were more likely to have been 
screened (36%) according to the 
recommended guidelines than were 
participants reporting poor com
munication (17%). The strongest 
predictors of colorectal cancer 
screening or intent to complete 
screening among individuals with 
low income included higher base
line risk of disease, self-efficacy, 
and recall of physician recommen
dation.3 This finding was further 
explored by Manne et al.,4 who 
collected data from 534 siblings of 
individuals diagnosed with col
orectal cancer and found that 
physician support, family support, 
and cancer-related distress were 
related to perceived benefits of 
screening. 

In another study, the desired and 
actual levels of patient control 
over decisions regarding prostate-
specific antigen (PSA) screening 
were examined.5 Both before and 
after visits, patients expressed a 
preference for a shared approach 
to the actual decision. The study 
focused on decision-making out
comes and role preferences when 
encountering differing communi
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cation styles and media. The inter
vention included different scripted 
communication (“discussion”) ele
ments. The participants wanted to 
share decision-making more than 
they had, yet the actual decision 
was shifted toward greater patient 
control. Twenty-five percent of 
men reported having greater deci
sional control over the PSA test 
than they had wanted, and 30% of 
men who wanted a shared approach 
made the decision themselves. The 
findings of another study6 demon
strated that the rate of PSA screen
ing decreased from 98% to 50% 
when information was given with 
greater intensity and through a 
higher number of media (in per
son, video, etc.). 

Correlates of patients’ decision 
preferences 

Another line of research has 
involved evaluation of the role that 
belief systems and sociocultural 
characteristics play in decision-
making about cancer screening. 
Among black women, for exam
ple, those who had had mammog
raphy were more likely to report 
having had recent contact with a 
physician; not surprisingly, they 
tended to believe that screening 
should be done annually and that 
early detection improves outcomes.7 

In a study about barriers to screen
ing in rural Appalachia,8 physicians 
identified such barriers as time 
constraints and conflicting guide
lines. Physicians’ perceptions that 
patients do not value prevention 
had a negative impact on commu
nication about cancer screening. 

Implications for future study 

The focus of studies thus far has 
been on risk communication and 
role preferences for decision-mak
ing about cancer screening rather 
than the development of a trusting 
relationship, clinician responsive
ness to patients’ concerns, and 
understanding of the patients’ 
views. Future work on decision-
making in cancer screening needs 
to explore other outcomes, such as 
the cognitive and affective path
ways of decision-making, rather 
than measuring only the receipt of 
screening service. Also, measures 
or tools to assess decision-making, 
rather than just personalized risk 
communication per se, are needed. 
The association between more 
detailed information and lower 
uptake of screening services is a 
curious finding that deserves fur
ther study, suggesting there may 
be a “dose-response” relationship 
to information about personalized 
risk and intention or receipt of 
cancer screening services. Perhaps 
more detailed communication 
about the relationship between 
one’s personal risk and population-
wide benefits of cancer screening 
may attenuate one’s sense of per
sonal need to undergo screening, 
given the marginal personal gain. 
Thus, increasing the communica
tion may have the paradoxical 
effect of lowering an individual’s 
use of cancer screening services. 
Other poorly characterized factors 
may also be effect modifiers on 
decision-making about cancer 
screening. 

D.2 Decision-Making in the 
Treatment Phase 

High-stakes decisions about treat
ment choices that are either 
reversible (such as initiation of 
chemotherapy) or irrevocable (such 
as mastectomy vs. lumpectomy) 
dominate the cancer communica
tion literature. The most difficult 
decisions are those that involve 
tradeoffs between quantity and 
quality of life and those that involve 
small but statistically significant 
difference in clinical outcomes. 

Patient preferences for 
involvement in decision-making 

The findings of surveys of patients 
with cancer regarding their prefer
ences for involvement in treatment 
decisions suggest that patients’ 
wishes are often difficult to predict 
and that they change over time. 
Some studies have indicated that 
most patients prefer an active or 
collaborative role,9-13 and other 
studies have demonstrated that 
patients generally prefer the physi
cian to make the final treatment 
decisions.14-16 More importantly, 
evidence suggests that patient pref
erences are affected by a number 
of factors. In cancer care, one of 
the key factors is the severity of 
illness. Patients who are sicker and/ 
or more distressed generally prefer 
to relinquish control of decisions 
to clinicians.17,18 Patients who are 
older and less educated also are 
more likely to prefer paternalistic 
decision-making models, whereas 
younger and more educated 
patients desire more active and 
collaborative roles.14,18-21 In one 
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study, women were more likely 
than men to prefer shared deci
sion-making with the physician.22 

However, there was more hetero
geneity within groups than 
between them. Although a 
patient’s health literacy has not 
been clearly linked to patient pref
erences for involvement, it is relat
ed to their ability to actively par
ticipate in these interactions,23,24 an 
issue discussed later. 

The wide variation in patients’ 
preferences regarding involvement 
in decision-making has prompted 
some investigators to call for tai
lored approaches to assessing 
patient preferences.9,25 Support for 
this position is found in several 
studies that have indicated that a 
substantial number of patients with 
cancer do not achieve their desired 
level of participation in the deci
sion-making process.15,18 Butow26 

found that most patients with 
breast cancer did not obtain their 
preferred level of involvement 
(29% and 37% were more and less 
involved than preferred, respec
tively). Patients who had a mis
match on preferred and actual 
involvement expressed greater 
anxiety following the consultation. 
Physicians are not particularly 
good judges of patient prefer
ences9,27 nor do patients and physi
cians perceive the decision-making 
process in the same way (e.g., 
shared or physician control12). 

Patient involvement and 
postconsultation outcomes 

A number of studies have been 
conducted to examine the relation

ships between the decision-making 
involvement of patients with can
cer and a variety of postconsulta
tion outcomes. The authors of 
early studies reported that simply 
offering patients with breast cancer 
a choice for initial treatment (e.g., 
breast removal or breast conserva
tion) was correlated with a short-
term reduction in depression and 
anxiety following treatment.28,29 

However, in another study, the per
ceptions of patients with breast 
cancer regarding the choice of 
adjuvant chemotherapy were not 
related to subsequent quality of 
life.30 The findings of another 
study showed that the degree to 
which patients with early breast 
cancer actively participated in their 
treatment consultations was related 
to the degree to which they 
assumed responsibility for the 
decision one year following treat
ment.31 The patient’s self-report of 
involvement in the consultation at 
the time of consultation also was 
predictive of having a choice for 
treatment one year later. In turn, 
decision responsibility and per
ceived choice were predictive of 
health-related quality of life at 
one year. 

Patient satisfaction with care and 
decisional regret has been the sub
ject of considerable attention in 
research on communication 
between clinicians and patients 
with cancer. Some evidence has 
indicated that the greater the 
match between the preferences for 
involvement of patients with breast 
cancer and their perceived actual 
involvement, the less decisional 
regret and greater patient satisfac

tion with care.32 However, the 
results of one study showed that 
patients’ perceived actual role in 
the consultation, and not the pre
ferred role, was the stronger pre
dictor of evaluations of care. 
Patients reporting a shared role 
with the physician were more sat
isfied and evaluated their physi
cians’ communication more favor
ably than did patients reporting 
that their physicians exclusively 
made treatment decisions.33 

Decision aids can help facilitate 
patient-clinician communication 
about treatment preferences, 
which, in turn, contributes to 
greater patient satisfaction and less 
decisional conflict.34,35 

The relationship between patient 
involvement in the decision-mak
ing process and outcomes may in 
part be mediated by clinicians’ 
efforts to encourage greater patient 
participation. For example, in stud
ies that have involved the use of 
observational and self-report meas
ures, patients with cancer were 
more active participants when their 
clinicians used partnership-build
ing to encourage patient involve
ment.36,37 In turn, clinician support 
of patient participation can foster a 
sense of having a choice of treat
ment and greater satisfaction with 
care.38 

Correlates of patients’ decision 
preferences 

The quality of patient-clinician 
communication can affect patients’ 
decisions and decision preferences, 
and some research has examined 
other factors affecting patients’ 
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decisions about treatment. Patient 
preferences for decisions may in 
part be influenced by their percep
tion of their physicians’ prefer
ences.39 Patients’ decisions to 
forego traditional therapies for 
alternative and nonconventional 
treatments are influenced by a host 
of factors, such as having a close 
friend or relative who has died 
from cancer when receiving con
ventional treatments, beliefs, need 
for control, side effects of conven
tional treatments, poor communi
cation with physicians, and expect
ed benefits of treatment.40 Media 
hype about remarkable cures can 
also predispose individuals with 
cancer to choose experimental and 
nontested treatment.41 Regardless 
of the source of influence, clini
cians often have little understand
ing of patients’ reasons to forego 
traditional therapy and/or choose 
alternative approaches. 

There is a large body of literature 
on decision aids for assessing 
patients’ decision preferences in 
general, and in the setting of can
cer care specifically. The vast 
majority of studies on decision 
aids do not address their impact on 
patient-clinician communication. 
Research that has investigated 
their impact on communication 
will be reviewed later, in the dis
cussion of patient activation inter
ventions. In reviews of nearly 200 
decision aids pertaining to health 
care decisions of all types, 
O’Connor et al. reported that most 
of the aids were provided before 
the consultation to make decisions, 
included an emphasis on informa
tion about treatment options and 

relative advantages and disadvan
tages of options and were general
ly free of conflict of interest.35 

However, many of these aids were 
not fully evaluated. Decision aids 
generally increased knowledge 
about options, lowered decisional 
conflict, and reduced the propor
tion of people remaining undecided 
about the treatment. Importantly, 
simple decision aids seemed to be 
more effective than complex ones 
with respect to knowledge gained, 
more realistic expectations, and 
greater concordance between val
ues and preferences. Contributions 
of decision aids to health out
comes and cost of implementing 
such interventions require further 
study. A follow-up to that review 
highlighted the fact that many of 
the decision aids described in the 
literature lack clear conceptual 
explanations of processes by 
which they are expected to achieve 
their goals, fail to recognize or 
acknowledge the values embraced 
by the decision aid itself, and are 
not thoroughly evaluated.35,42 

In cancer care, resources to sup
port decision-making should take 
into account not only patient val
ues but also patient competencies; 
patients with cancer often want as 
much information as possible but 
can be overwhelmed with the 
information available and the com
plexity of decisions. Continued 
development and evaluation of 
decision aids, especially ones that 
use interactive technology, may be 
resources for optimizing patient 
involvement in decision-making in 
a progressive, iterative fashion.43 

Implications for future study 

Collectively, the findings of the 
studies on decision-making indi
cate that the quality of the patient-
clinician interaction, and not 
patient involvement in treatment 
decision-making per se, is the 
most important factor affecting 
cancer outcomes. For example, in 
a study of patients with colorectal 
cancer, the perception that their 
clinicians explained treatment 
options in a clear and unhurried 
manner was especially important 
to most patients, regardless of their 
preferences for decision-making 
roles.22 This finding is very similar 
to that of a qualitative study44 in 
which women with a variety of 
cancers differed in their prefer
ences for involvement in decision-
making but were similar in that 
most reported that judgments 
about whether the right decision 
was reached was related to a feel
ing of being listened to, inclusion 
in the decision-making process 
(regardless of who made the final 
decision), and trust in the physi
cian. Specific communication 
strategies that may facilitate 
patient-clinician communication 
about treatment include explicit 
agenda setting, active listening, 
checking understanding, offering 
opportunities for involvement, 
endorsing participation, and using 
nonverbal behaviors that convey 
empathy and warmth.45 It remains 
unclear how often the patient-clini
cian conflict about the treatment 
and screening decisions occurs. 
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D.3 Decision-Making in the End
of-Life Phase 

Palliation should occur at all phas
es of the cancer care continuum, 
but end-of-life care refers to the 
point at which relief of pain and 
other symptoms takes precedence 
over prolonging survival. There are 
no clear landmarks for the transi
tion to end-of-life care, complicat
ing both the communication chal
lenges and their study. Much of the 
literature on decision-making at the 
end of life is based on individual 
case reports, qualitative interviews 
and focus groups, attitudinal sur
veys, and expert opinion rather 
than on observation of interactions 
and surveys addressing specific 
communication tasks.46 Older stud
ies from the hospice literature are 
not easy to access with use of stan
dard search strategies. The studies 
that do exist indicate gaps in com
munication that result in inade
quate symptom management, lack 
of emotional support, excessive use 
of medical technology, and insuffi
cient use of hospice care.47 

In general, patients, families, and 
clinicians consider patient involve
ment in decisions during the end
of-life phase to be important,48 and 
most patients want to participate in 
such decisions.49 However, the 
results of studies have suggested 
that there is substantial variability 
in patients’ wishes to be involved, 
that discussions about end-of-life 
issues are often inadequate, 50 and 
that clinicians usually underesti
mate patients’ desires to partici
pate in decisions.9 Outcome meas
ures have been developed to deter
mine the quality of life for patients 

at the end of life. Although these 
measures correlate with symptom 
scores and family ratings of care 
after the patient’s death, challenges 
remain in validating the measures 
prospectively in a variety of popu
lations and settings.51 

End-of-life decision-making focus
es on four areas: discontinuing anti
cancer therapies, the settings for 
end-of-life care, advance directives, 
and assisted suicide. Decisions in 
each of these areas involve the 
patient as well as the family;52-55 in 
fact, about half of all patients lose 
decision-making capacity before 
their deaths, so family-based deci
sion-making is common.56 

Discontinuing anticancer 
therapies 

The decision to forego or cease 
anticancer therapies may occur at 
the point when gains in survival 
and functioning and reduction of 
symptoms may be offset by a 
decrease in the quality of life due 
to the treatment itself. However, 
studies suggest that consideration 
of quality of life has had little 
influence on clinicians’ recom
mendations and subsequent deci
sions to continue or cease 
chemotherapy.57 Clinicians who 
use third-line and fourth-line 
chemotherapy in the last months 
of life in the absence of clinical 
evidence of its effectiveness58 tend 
to be less skilled in communicat
ing.59 Presumably, decisions on 
such treatment are based on clini
cians’ emotions (feelings of guilt, 
failure, and blame) rather than 
open discussions about alternatives 

and choices.60,61 Case reports and 
anecdotal evidence suggest, how
ever, that many patients and fami
lies view the stopping of disease-
directed therapy as “giving up.” 
They may confuse the failure of 
treatment with the failure of their 
clinician and prefer to continue 
even long-shot experimental thera
py to transitioning to a hospice 
approach.62,63 Correspondingly, 
many patients’ decisions are based 
on personal and spiritual belief 
systems, advice from others, and 
fear.64 

Accurate and complete information 
about options at the end of life are 
necessary for informed decision-
making, but according to question
naire surveys, most patients did not 
fully understand their rights to 
withdraw treatment once initiated 
or their rights to aggressive symp
tom management with medication 
doses that may unintentionally has
ten death.65 Less than half of 
patients were presented with treat
ment choices and information 
about quality of life.66 However, 
patients who reported participating 
in decisions about end-of-life care 
had higher levels of anxiety for at 
least two weeks following the deci
sion. In one intervention to facili
tate patients’ participation in care 
and decisions, question prompt 
lists were well received and 
reduced the level of anxiety, but 
the impact on the process of deci
sion-making was unclear.67 

Settings for end-of-life care 

The decision about the setting in 
which end-of-life care will occur 
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is also important. Options for the 
setting include the patient’s home, 
with or without hospice services; a 
nursing home; or a dedicated hos
pice unit. Despite a large body of 
literature about patient attitudes 
regarding the setting of end-of-life 
care, no studies have specifically 
addressed patient-clinician discus
sions about this topic. 

Advance directives 

Discussions about advance direc
tives and substituted judgment 
about life-sustaining treatments 
should the patient lose the capacity 
to decide are contextualized by 
numerous sociological, psycholog
ical, legal, and ethical factors that 
are beyond the scope of this 
monograph. A self-determination 
model suggests that patients would 
want to use a principle of substi
tuted judgment if they lose capaci
ty, but this application of self-
determination theory is increasing
ly being called into question.68 

There is empirical support that 
some patients (especially those 
who are older and sicker) are more 
comfortable delegating such deci
sions to family members and, 
under certain circumstances, let
ting surrogates override the 
patient’s own living will, depend
ing on the context, recognizing 
that decisions are unstable over 
time.69,70 However, patients and 
their surrogates do not always 
make the same decisions when 
presented with hypothetical sce
narios, nor are their advance care 
decisions completely stable over 
time. Yet, most patients still favor 
the decision-making authority of 

their selected surrogate, should 
they lose capacity in the future.71-73 

Although patients and clinicians 
believe that frank discussions 
about end-of-life choices are 
important and necessary, clinicians 
should be aware that patients’ abil
ity to maintain a positive attitude 
is associated with increased sur
vival and quality of life74 and that 
clinician recommendations can 
have psychological benefit for 
patients.75 Thus, presenting “just 
the facts” and expecting patients to 
take a primary decision-making 
role may not always be good for 
the patient’s health and well-being. 
Clinicians also have an important 
role in fostering positive attitudes 
and hope. They must often share 
responsibility for the decision with 
the patient and his or her family. 
One qualitative study emphasized 
the importance of determining 
whether the patient was an 
“activist” or a “delegator” before 
approaching discussions of 
advance directives.76 

The SUPPORT study was an 
important effort to promote discus
sions about end-of-life issues with 
seriously ill patients, some of 
whom had cancer. 77 However, the 
intervention—nurses informing 
teams about the patient’s values 
and prognosis—produced no 
changes in the use of advance 
directives, and care was no more 
concordant with patients’ values in 
the intervention group than in the 
control group.77 Even when discus
sions occurred, physician under
standing of patients’ preferences 
were no better than when such dis
cussions were reported not to have 

occurred.78 Tulsky et al.79 and 
Fischer et al.80 recorded consulta
tions addressing advance directives 
and then surveyed both physicians 
and patients. The discussions 
included questions about prefer
ences and surrogate decision-mak
ing but rarely addressed values or 
uncertainty. The researchers found 
that most patients had misconcep
tions about the process and out
comes of cardiopulmonary resusci
tation. Although physicians accu
rately predicted who the patient 
would choose as a health care 
proxy 89% of the time, they were 
unable to predict patients’ prefer
ences in 18 of 20 scenarios involv
ing advance directives.79,80 Our 
knowledge about the content and 
process of discussions about 
advance directives or do-not-resus
citate orders with patients with 
incurable cancer is limited. 
Furthermore, traditional models of 
decision-making consider only two 
parties—the patient and the clini
cian. However, families are nor
mally involved in end-of-life deci
sions, even in Anglo-Saxon cul
tures, and more so in Asian, 
African, Mediterranean, and native 
American cultures.81,82 Models for 
communicating about end-of-life 
issues have only begun to take the 
family into account,83 and family 
interventions have not been tested 
empirically. 

Assisted suicide 

Assisted suicide and euthanasia 
are also issues that arise during the 
end-of-life phase. Even in loca
tions where assisted death is ille
gal, 12% of physicians report hav
ing received explicit requests for 
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this.84 In one study, half of oncolo
gists surveyed reported having 
received such requests and 13.5% 
complied with them.85 Although 
there are several published guide
lines on the use of assisted 
suicide,86-88 their implementation 
has been studied with only qualita
tive interview techniques with cli
nicians89 and patient/family units.90 

Clinicians’ reports suggested that 
their initial responses to such 
requests are to ask the patient to 
clarify his or her reasons for the 
request, address the physical 
symptoms and psychological 
issues underlying the request, and 
identify and treat depression. 
However, clinicians’ greatest diffi
culty in responding to such 
requests and reaching a decision 
was related to existential suffer
ing—patients’ loss of meaning, 
loss of role function, and feeling 
that they are burdensome to their 
families. Patients and their fami
lies reported on clinicians’ quali
ties necessary to facilitate these 
discussions, including openness to 
discussing assisted suicide, expert
ise dealing with the dying process, 
and maintaining a trusting rela
tionship despite potential disagree
ments.90 These interactions, how
ever, have not been recorded or 
observed directly, nor is there 
information about how clinical 
communication affects suffering 
and quality of life in these settings. 

Implications for future study 

Little known about the content and 
process of discussions between cli
nicians, patients at the end of life, 
and their families regarding treat

ment decisions, advance directives, 
do-not-resuscitate orders, hospice 
care, family involvement in deci
sion-making, and assisted dying. 
Study of communication in this 
domain must take into account, 
more than in other domains of 
cancer communication, the 
patient’s implicit model of self-
determination, desire for autonomy 
versus delegation to family or 
friends, desire for physician rec
ommendations and willingness to 
confront difficult circumstances, 
all of which exist with an under
current of prognostic uncertainty. 
Addressing patients’ emotions and 
existential suffering appears to be 
a necessary first step in reaching 
decisions regarding end-of-life care. 
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Interventions to Improve 
Communication between 
Patients with Cancer 
and Clinicians
 

Encounters between clinicians 
and patients with cancer are 
complex. Such experiences 

are often emotion-laden, and the 
participants must discuss a com
plex array of diagnostic and treat
ment information. As a result, 
many clinicians have expressed the 
need for communication skills 
training to help them, their 
patients, and their patients’ fami
lies have more positive, productive 
encounters.1,2 Research to date has 
focused on three issues: communi
cation skills training for clinicians 
(mostly for physicians and nurses), 
cultural competency training, and 
communication skills training for 
patients. Very little research has 
been conducted to determine how 
interventions focused on changing 
the structure of clinical practices 
and health care systems may affect 
communication and related out
comes. 

E.1 Communication Skills
 
Training for Clinicians
 

In cancer care, clinicians have a
 
number of communication tasks
 
that must be accomplished skill
fully. According to Beckman 

and Frankel,3 these include the
 
following:
 

• Delivering bad news 

• Helping patients make truly 
informed choices 

• Effectively working with 

families 


• Facilitating the transition to 
palliative care 

• Ensuring that end-of-life care 
honors the patient’s requests 

• Working with grief 

Clinicians generally feel more 
comfortable discussing diagnosis 
and treatment than emotional and 
psychological issues.4 Even the 
management of information is 
challenging; patients with cancer 
typically report that they want to 
know all the available information 
about their type of cancer and its 
treatment5 yet are often over
whelmed by the sheer amount of 
information provided by clinicians, 
the mass media, and the Internet.6 

Various communication training 
programs for clinicians have been 
described and evaluated in several 
studies. Typically, clinicians report 
that they find these programs to be 
satisfying and meaningful and to 
result in more confidence in han
dling difficult communication 
issues with patients who have can
cer.7-11 For example, in one study, 
before beginning a communication 
skills training program, oncolo
gists expressed difficulty with a 
number of communication issues, 
such as giving complex informa
tion, obtaining informed consent, 
and handling cultural differences. 
Three months after the three-day 

E 
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course, physicians reported having 
greater confidence in handling 
these matters, a more positive atti
tude toward patients’ psychosocial 
needs, and a more patient-centered 
orientation.12,13 

Other studies have focused on the 
effectiveness of interventions to 
teach clinicians emotion-manage
ment skills, such as expressing 
empathy, responding to patient 
cues, and handling psychological 
distress.14 A recent review of ran
domized controlled trials and con
trolled before and after studies 
designed to assess the effective
ness of communication skill pro
grams demonstrated that physi
cians and nurses improved on 
several patient-centered skills, 
including communicating empa
thy, using open-ended questions, 
and providing appropriate respon
siveness to patient cues. These 
improvements were sustained 
over several weeks.15 With the 
proper training, improvements in 
communication skills can be sus
tained over longer periods. In one 
study, 12 months following a 
physician intervention, there was 
no noticeable attrition in physi
cians’ improvement in the use of 
open-ended questions and respon
siveness to patient cues (although 
there was a decline in empathy).16 

The physicians also interrupted 
less and made more of an effort to 
summarize information for 
patients, skills that had not been 
observed immediately following 
training. In a Japanese study, 
oncologists’ confidence in com
municating with patients 
increased significantly after train

ing, but the oncologists’ emotion
al exhaustion worsened three 
months after the workshop.17 This 
study raises the possibility that 
although communication training 
may increase clinicians’ skills in 
patient-centered communication 
in cancer care, it may have the 
unintended consequence of 
adding to the clinician’s stress. 

Other interventions have specifi
cally focused on the effects of 
training to uncover and discuss 
emotional distress in patients with 
cancer. In one study, nurses trained 
in ways to discuss and handle 
patients’ emotions were indeed 
able to elicit more affective com
munication from patients than 
were untrained nurses.18 In another 
study, nurses trained to address the 
emotional content of medical 
encounters used more words relat
ed to emotions immediately and 
three months after training com
pared with a control group.19 

Communication interventions for 
clinicians have also been linked to 
patients’ perceptions of quality of 
care. Patients of trained physicians 
reported that they understood their 
disease better,20 felt less depressed, 
and believed they were more in 
control than did patients whose 
physicians did not have training.21 

In the most recent study, physi
cians who participated in an inten
sive training program (a series of 
six three-hour workshops) used 
more open-ended questions and 
were more effective at eliciting 
and clarifying the psychological 
concerns of simulated patients 
than were physicians who partici
pated in a less intensive training 

program.22 Moreover, patients (but 
not necessarily their relatives) 
were more satisfied with the physi
cians who received the more inten
sive training. 

Although most studies have 
demonstrated improved communi
cation skills following training, a 
few have had negative findings. A 
training program designed to 
increase physicians’ ability to 
detect patients’ distress led to no 
significant differences between 
those who participated in the 
workshops and the control group.23 

Instead, physicians’ ability to 
assess patients’ distress was nega
tively associated with patients’ 
education level and self-reported 
distress both before and after the 
intervention. A study of nurses 
indicated that an intervention 
designed to help detect psycholog
ical difficulties in patients with 
cancer was successful in enhanc
ing the detection of difficulties, 
but few of the patients were 
referred to psychological services. 
Unfortunately, there was no fol
low-up on patient health out
comes.24 In another study, patient 
satisfaction associated with a 
physician communication training 
program was attenuated because 
of practical problems, such as 
waiting too long to see the physi
cian.25 These studies point to the 
possibility that system and organi
zational barriers can hinder the 
effectiveness of communication 
training programs. 

It is also worth noting that the 
studies reviewed here generally 
focused on skills training for can
cer consultations in general, but 
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other programs have been devel
oped for more specific tasks and 
patient populations, including 
breaking bad news,26-28 genetic 
counseling,29 management of 
pain,30 and communicating with 
patients with limited literacy.31 

The most effective training pro
grams for clinicians are those 
that32,33 

• Are carried out over a long 
period of time 

• Use multiple pedagogical 
methods 

• Allow for rehearsal 

• Provide timely feedback 

• Allow clinicians to work in 
groups with skilled facilitators 

Moreover, because clinicians 
develop routines for interacting 
with patients, communication 
training interventions should be 
introduced early in the medical 
school curriculum. Such interven
tions have been successful. In one 
program for students in which 
patients with cancer were enlisted 
as part of an educational program, 
students in the intervention group 
valued listening, trust, and show
ing concern for patients to a 
greater degree than did students 
who did not participate in the pro
gram. 34 Although three to five-
day training courses can con
tribute to behavior and attitude 
change in students, these work
shops may not be as effective as 
incorporating communication 
skills development throughout the 
medical and nursing curriculum. 

E.2 Cultural Competency 
Training for Clinicians 

We include cultural competence 
within this section on communica
tion skills interventions because 
the construct has evolved beyond 
an awareness of language barriers 
and the ways cultures differ to the 
implementation of patient-centered 
communication (e.g., empathy and 
responsiveness to patients’ values 
and preferences).35,36 According to 
Paasche-Orlow,37 the essential 
principles of cultural competence 
are the following: 

• Acknowledgment of the 
importance of culture in peo
ple’s daily lives 

• Acceptance and respect for 
these differences 

• Minimization of the negative 
effects of cultural differences 

Clinicians and patients must adhere 
to these principles in order to com
municate effectively. Cultural com
petency is important at all points 
across the cancer care continu
um—during cancer screening, the 
informed consent process, deci
sion-making about treatment after 
diagnosis, and palliative care.38 

Despite the need for programs in 
cultural competency,39-41 very few 
of these programs have been devel
oped or evaluated to date. 

The challenges facing cultural 
competence training are manifold. 
Most medical students are not 
highly culturally competent with 
respect to understanding health 
disparities, stereotyping, and cul
tural differences in communication 
styles.42 When patients and clini

cians discuss cultural barriers in 
health care, each often has differ
ent conceptions of what cultural 
competence entails.43 Nevertheless, 
a recent review of the published 
research on cultural competency 
training indicated that these pro
grams generally increase clini
cians’ knowledge of cultural issues 
and their communication skills 
when interacting with diverse 
patients and that patients report 
greater satisfaction with such clini
cians.44 However, there has been 
little indication to date that this 
education contributes to greater 
patient adherence and improved 
health outcomes. We suspect that, 
like communication skills training, 
the most effective cultural compe
tency education will be programs 
that provide intensive education 
before, during, and after clinical 
training45 and that involve multiple 
pedagogical methods (role-play
ing, feedback, simulated patients, 
group discussion). Moreover, hav
ing culturally competent clinicians 
is but one requirement for a cultur
ally responsive health care system. 
Patients and clinicians also must 
be supported with staff and practi
tioners who reflect the community 
served, with linguistically and cul
turally appropriate health educa
tion materials, and with access to 
interpreters when needed.46 

E.3 Communication Skills 
Training for Patients 

Patients, too, play an important 
role in the success of clinical 
encounters in cancer settings. The 
key premise underlying patient 
“activation” or communication 
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skills interventions is to increase 
patient participation in the consul
tation and, if they desire, to 
enhance their involvement in deci
sion-making. The current research 
has shown that the most successful 
“patient activation” interventions 
are those that 47-49 

• Promote the legitimacy of the 
patient’s participation in care 

• Provide information about the 
patient’s health condition and 
treatment options 

• Provide specific communica
tion strategies and behaviors 
for patients to use in their 
interactions with clinicians 

• Deliver the intervention in a 
timely fashion so that the 
patient has an opportunity to 
act on behavioral intentions 
resulting from the program 

Patients in gynecology clinics who 
were advised to write down specif
ic questions and take the list into 
the consultation reported that they 
had asked more of the questions 
they wanted to, felt more in con
trol, and were more satisfied with 
the information they had 
received.50 With another interven
tion, patients were explicitly 
encouraged to be active informa
tion seekers and were advised to 
write down specific questions and 
concerns before the visit with their 
physician.51 Patients who received 
the intervention asked significantly 
more questions and had better 
recall of the information provided 
by physicians than did patients not 
receiving the intervention. It has 
been shown that having patients 

watch video recordings of role 
models successfully asking ques
tions and introducing topics for 
discussion also increases patient 
participation.52 It is important to 
note that the effectiveness of these 
interventions may depend in part 
on providing patients with specific 
skills and goals for the encounter.53-55 

Simply encouraging patients to be 
more involved may not sufficiently 
help them overcome barriers to 
participation. In addition, interven
tions are more effective if the 
physician has a positive attitude 
toward patient participation.56 

There is a large body of literature 
on the use of decision aids to 
inform patients about their type of 
disease and help them identify 
their treatment preferences,57 and 
several studies have involved the 
evaluation of decision aids 
designed to enhance patient com
munication and participation in 
cancer consultations. The findings 
of many studies of aids to facilitate 
the involvement of patients with 
cancer in the decision-making 
process have demonstrated that 
patients receiving these interven
tions had greater knowledge about 
the surgical treatment of breast 
cancer, assumed a more active role 
in the process, had less decisional 
conflict, and were more satisfied 
with the decision-making 
process.58,59 In contrast, some stud
ies have indicated less success 
with interventions designed to help 
patients in the decision-making 
process. For example, Davison and 
Degner60 reported that, paradoxi
cally, women with breast cancer 
who used computer-assisted edu
cation designed to promote their 

involvement in decision-making 
actually participated less than the 
control group. Women in the con
trol group completed measures of 
decision preference before their 
clinic appointments, whereas 
women in the intervention group 
were encouraged to use the infor
mation and decision preference 
profiles generated by the computer 
program at their clinic appoint
ments. In general, the majority of 
women in both groups achieved 
their preferred roles in decision-
making, but a higher proportion of 
women in the intervention group 
reported playing a more passive 
role than expected. One potentially 
moderating factor not examined in 
this study was the way in which 
physicians communicated with 
patients. In another study, women 
with newly diagnosed early-stage 
breast cancer61 either received a 
multimedia program or an educa
tional brochure; women in both 
groups achieved significant gains 
in knowledge about treatment and 
the two groups did not differ with 
respect to their rates of participa
tion in decision-making. Rather, as 
with question prompt sheets, the 
degree to which patients asked 
questions, expressed concerns, and 
offered opinions was related to 
their age, education, and the extent 
to which physicians facilitated 
their involvement. This finding 
highlights the fact that the clini
cian’s attitudes toward patient acti
vation and behavior in the consul
tation likely moderate the effects 
of patient activation interventions 
and that the effectiveness of such 
interventions, in part, depends on 
physician endorsement.61,62 
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As noted by Parker et al.,62 

research on patient-based commu
nication interventions show that a 
variety of methods (e.g., audio 
recordings, prompt sheets, coach
ing) generally work well at 
increasing patients’ information-
seeking and decision-making 
behavior. Yet, in cancer care, how 
patients manage their emotions 
and personal meaning of illness 
are also important. For example, 
in palliative care, patients’ partici
pation may be less focused on 
medical information and more 
focused on discussing their expe
riences and life circumstances.63 

Even when interventions are 
designed to facilitate patients’ 
information-gathering and deci
sion-making behavior, patients 
may be more interested in sharing 
their experiences with others 
rather than learning specific com
munication skills. In short, these 
results suggest that interventions 
designed to foster patient partici
pation in cancer consultations 
should also focus on facilitating 
patients’ emotional processing of 
the disease, particularly when it is 
incurable. 

In summary, the research on acti
vation and communication skills 
training for patients highlights the 
importance of providing specific 
communication strategies (e.g., 
through role models, prompt 
sheets, and writing down ques
tions and concerns) when inter
acting with clinicians. Health 
information and encouragement 
also facilitate patient participa
tion, but, to be most effective, 
patient activation interventions 

should provide resources to help 
patients select and enact specific 
communication tasks. Patients 
should be encouraged to express 
emotion and meaning. Providing 
the education immediately before 
the consultation is particularly 
effective because patients can use 
these communication strategies 
while they are salient and rele
vant. It is important to note that, 
when programs to enhance patient 
communication are well designed, 
they can be effective in a variety 
of media, including pamphlets or 
booklets,50,55 prompt sheets,59 

video recordings,52 multimedia 
programs,61 coaching sessions,64-66 

or diaries.67 However, it is not 
known how long the effects of the 
intervention persist or how to 
simultaneously augment physi
cian endorsement and facilitation 
of patients’ active involvement so 
that patients’ values and experi
ences are thoroughly discussed 
and incorporated into actual 
decisions. 

E.4 Interventions at the Team, 
Practice, and Health Care 
Systems Levels to Improve 
Communication between 
Patients with Cancer and 
Clinicians 

There are very few studies of the 
effect of changes at the team, prac
tice, and health care systems levels 
on communication between 
patients with cancer and clinicians. 

Interventions at the team level 

Patients normally encounter multi
ple clinicians during the cancer 

trajectory. Observational studies 
have indicated that clear and 
respectful communication is an 
essential quality of well-function
ing teams68,69 and that these quali
ties are not always present.70 Many 
researchers have called for 
improved communication within 
health care teams,71 but there are 
few interventions overall and even 
fewer in cancer contexts. 
Interventions in intensive care set
tings have had a positive impact 
on communication and leadership 
within health care teams,68 howev
er, the impact on patients is 
unknown. Interventions to provide 
structured written communication 
between primary care physicians 
and oncologists70 and between gen
eral practitioners and oncology 
nurses 72 appeared to facilitate 
information transfer, but a subse
quent study showed that a similar 
intervention had little impact on 
patient health care and informa
tion-seeking behavior.73 The find
ings of one cohort study suggested 
that palliative care teams result in 
better patient insight into their ill
nesses than standard care,74 but the 
results of a study of a team-build
ing intervention indicated that 
interventions to improve team 
functioning may not be effective if 
there is understaffing.75 Patient-
held medical records have some 
promise in improving communica
tion among team members and in 
facilitating patient understanding,76 

but effects on communication 
between clinicians and patients 
have not been reported. A shared-
care intervention to promote team
work between general practitioners 
and oncologists appear to influ
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ence patients’ attitudes positively,77 

but, as with many of the studies 
cited, patient-clinician communi
cation was not evaluated directly. 

Interventions at the practice level 

In a series of studies, Stange and 
colleagues78-82 demonstrated that 
use of individualized interventions 
at the practice level could increase 
rates of cancer prevention and 
screening. These interventions 
involved research personnel 
trained in ethnographic and survey 
methods who would spend from 
several days to several weeks 
observing the organization, patient 
flow, and teamwork in primary 
care practices. These personnel 
would then meet regularly with the 
entire practice to propose changes 
in the structure of the practices tai
lored to the particular problems 
encountered. However, the impact 
of such interventions on communi
cation between clinicians and 
patients, and the degree to which 
the effects of these interventions 
are mediated by changes in com
munication, is unknown. 

Interventions at the health care 
systems level 

One randomized trial identified 
problems in the physical layout of a 
cancer outpatient clinic and devel
oped an intervention to make 
changes in that layout and to edu
cate staff on communication tech
niques.83 Patients in the intervention 
group were more likely to report 
higher satisfaction with communi
cation, better privacy, fewer inter
ruptions, clearer language, suffi

cient time, and greater understand
ing. However, it is not clear 
whether the change in physical lay
out or the communication training 
was responsible for the results. 

Systems interventions to facilitate 
transfer of information between 
patients and physicians include 
care diaries in which patients and 
all members of the health care 
team could share information,67 

patient-held medical records,76 and 
direct access by patients to elec
tronic medical records. In one 
study, patients expressed satisfac
tion with the care diary approach,67 

but no other randomized trials 
have been conducted to assess the 
effects of these approaches on 
communication, quality of life, 
and other outcomes. These inter
ventions present compelling areas 
for future research. 

E.5 Implications for Future Study 

The evidence to date suggests that 
communication training interven
tions are generally effective for 
enhancing clinicians’ patient-cen
tered behaviors and patients’ infor
mation-seeking and decision-mak
ing skills. In cancer care settings, 
more attention should be directed 
at developing programs designed 
to enhance clinicians’ cultural 
competency and to help patients 
discuss and manage their emotions 
and feelings. Despite the promis
ing results of these interventions, 
such programs have not been 
implemented system-wide within 
cancer care settings. Moreover, 
there is a paucity of research on 
how changes in the structure of 

teams, clinical practices, and 
health care institutions, as well as 
use of other system resources— 
such as Web-based resources, mul
timedia programs, and electronic 
medical records—can be used to 
improve cancer care consultations. 
Interventions generally have not 
involved family members and 
friends, nor have the effects of the 
intervention on caregivers’ well
being been assessed. Interventions 
have very rarely combined clini
cian and patient training, despite 
evidence that lack of physician 
endorsement can undermine 
patient interventions that are other
wise successful. Very few inter
ventions incorporate means for 
reinforcing the effects of the inter
vention over time. These robust 
technologies hold much promise 
for improving patient-clinician 
communication.84 
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Universite Libre de Questionnaire Patient and family 
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Razavi D, et al. cian behaviors in the 
J Clin Oncol. interview18,19 

2003;16:3141-3149 

Detmar SB, et al. — Patient and physi-
J Clin Oncol. cian preferences for 
2000;18:3295-3301 discussing health-

related quality-of
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1993;11:2279-2285 tion14 
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J Clin Oncol. of the effect of 
1999;17:371-379 physician compassion 
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recall, treatment 
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who should initi
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• Prognostic infor
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and manner of 
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J Clin Oncol. for content and for
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Scoring the medical Questionnaire with interview 
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II.MOS memoran interaction in gener
dum. Santa Monica, al, information 
CA: Rand received, and emo-
Corporation, 1987 tional support 
(unpublished) received)24 

Higginson I, Support Team Palliative care team 
McCarthy M. Palliat Assessment Schedule assessment of infor-
Med. 1994;8:282-290 (STAS) mation-giving and 
Higginson IJ, empathic approach 
McCarthy M. Palliat of physician commu-
Med. 1993;7:219-228 nication between 
Support Team patients and family 
Assessment Schedule about end of life25,26 

Jenkins V, Physician Physician perception 
Fallowfield L. Psychosocial of practice change 
J Clin Oncol. Belief Scale after a communica
2002;20:765-769 tion intervention4 

Kidd J, et al. — Patient satisfaction 
Patient Educ Couns. with consultation 
2004;52:107-112 and perceptions of 

self-efficacy in 
asking questions27 

Krantz DS, et al. Krantz Health Patient preferences 
J Pers Soc Psychol. Opinion Survey for information-seek
1980;39:977-990 ing and for involve

ment in care8,23 

Krupat E, et al. Patient-Practitioner Clinician and patient 
Patient Educ Couns. Orientation Scale orientations toward 
2000;39:49-59 (PPOS) control in their rela

tionship28 
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Langewitz W. — Patient satisfaction 
Psychother with physician and 
Psychosom Med consultation29 

Psychol. 1995;45:351
357 [transl] 

Lerman CE, et al. Perceived Patient self-report 
J Gen Intern Med. Involvement in Care of patient—and sur
1990;5:29-33 Scale geon-initiated com

munication30 

Lobb EA, et al. — Patient preferences, 
Health Expect. clinician views, and 
2001;4: 48-57 current practice 
Sardell AN, regarding the com-
Trierweiler SJ. munication of dis-
Cancer. ease prognosis23 

1993;72:3355-3365 

Matsumura S, et al. — Physicians’ attitudes 
J Gen Intern Med. about making prog
2002;17:531-539 nostic disclosures31 

Nayak S, et al. — Patient satisfaction 
J Clin Oncol. with physician com
2005;23:4771-4775 munication after a 

communication 
improvement 
strategy32 

O’Connor AM. Decisional Conflict Patient and physician 
Med Decis Making. Scale perceptions of 
1995;15:25-30 potential benefit 

and harm from treat
ment (experimental 
and standard), rela
tive value of quality 
and length of life, 
and perceived con
tent of patient-physi
cian consultations33 
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Ong LML, et al. Threatening Medical Patient self-assess
Psycho-oncology. Situations Inventory ment of monitoring 
1998;8:155-166 (van Zuuren and (cognitive confronta
van Zuuren FJ, Hanewald) tion) and blunting 
Hanewald GJFP. (cognitive avoidance) 
Gedragstherapie. 
1993;26:33-48 [transl] 
van Zuuren FJ, et al. 
Pers Indiv Diff. 

coping styles24 

1996;21:21-31 

Parker PA, et al. Measure of Patients’ Patient preference 
J Clin Oncol. 
2001;19:2049-2056 

Preferences (MPP) for social support34 

Parle M, et al. Soc Sci Confidence in Physician confidence 
Med. 1997;44:231-40 Interviewing Skills in interview skills5 

Questionnaire 
(Maguire) 

Roberts C, et al. Health Care Clinician attitudes 
J Cancer Educ. Professional (HCP) regarding communi
2005;20:113-118 Survey cation with patients 

Clinician perceptions 
of effectiveness of 
their personal com
munication skills; 
self-ratings of com
munication skills in 
difficult situations; 
and perceptions of 
challenges to profes
sional satisfaction35 

Sardell AN, (Sardell and Patient perceptions 
Trierweiler SJ. Trierweiler) of what kinds of 
Cancer. communication 
1993;72:3355-3365 convey hope23 

Butow PN, et al. 
Support Care Cancer. 
2002;10:161-168 
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Schmid Mast M, et 
al. Patient Educ 
Couns. 2005;58:244
251 

— Patient perception of 
disclosure of bad 
news, regarding:29 

• Appropriateness of 
information pro
vided by clinician 

• Availability of 
physician 

• Physician 
dominance 

• Physician 
emotionality 

• Physician expres
sion of hope 

Sepucha KR, et al. 
J Clin Oncol. 
2002;20:2695-2700 

Physician Satisfaction 
Scale 
Patient Satisfaction 
with Interview Scale 

Physician satisfaction 
with interview and 
patient satisfaction 
with preparation 
interview prior to 
consultation2 

Shilling V, et al. 
Psycho-oncology. 
2003;12:599-611 

— Physician satisfaction 
with interview36 

Silberfarb PM, 
Levine PM. Gen Hosp 
Psychiatr. 1980;3:192
197 

Semantic Differential 
Attitude 
Questionnaire 

Nurses’ attitudes 
about psychosocial 
aspects of cancer17 

Smith JK, et al. 
Eval Health Prof. 
1984;7:77-94 
Bowman MA, et al. 
Patient Educ Couns. 

Patient-Doctor 
Interaction Scale 
(Smith) 

Patient satisfaction 
with interview2 

1992;19:75-80 

Sneeuw KC, et al. 
J Clin Oncol. 
1997;15:1206-1217 

— Patient and physi
cian preferences 
for discussing health-
related quality
of-life issues20 
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Takayama K, et al. — Patient perception of 
Soc Sci Med participation in 
2001;53:1335-1350 patient-physician 

interactions37 

Ware JE, Snyder MK. Patient Satisfaction Patient and 
Med Care. with Communication physician satisfaction 
1975;13:669-682 Questionnaire with communication 
Ware JE, Davies AR. (PSCQ) (adaptation) during patient-physi-
Eval Program Plan. cian consultation36 

1983;6:247-263 

Wolf MH, et al. — Patient satisfaction 
J Behav Med. with medical inter
1978;1:391-401 view38 

Baker R. Br J Gen 
Pract. 1990;40:487
490 

Wolf MS, et al. Communication and Patient report of 
Patient Educ Couns. Attitudinal Self self-efficacy39 

2005;57:333-341 Efficacy (CASE) Scale 
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Observation-based Instrument (Author)* Behavior Measured† 
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Adelman RD, et al. 
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987;27:729-734 

Beach WA, et al. Soc 
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2005;60:893-910 
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2001;85:1273-1279 

Butow PN, et al. Br J 
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71:1115-1121 

Carcuff RR, Pierce RM. 
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for Helpers —Funda
mental Skills and 
Cognitive Behavioral 
Interventions. Brooks/ 
Cole Publishing: 
Pacific Grove, CA; 
1975: 36-41 
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Cancer Research 
Campaign Workshop 
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(CRCWEM) (Booth 
and Maguire) 
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developed for this 
study 
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Interaction Analysis 
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Whether the utter
ance was addressed 
to patient, relative, 
or both1 

Participants’ meth
ods for organizing 
and accomplishing 
social actions4 

Form, function, and 
emotional level of 
each utterance1,5-10 

Patient request for 
information or 
guidance11 

Comprehensive meas
ure of patient-physi
cian consultation12 

Physicians’ verbal 
responses to emo
tional cues13 

*Author given only if different from first author of citation for instrument 
(in left column). 

†References indicate studies in which the observation-based instrument was 
used in the cancer setting. 
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Educ Couns. Analysis System of the interaction; 
2005;56:35-44 coding within four 
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and emotion14 

Del Piccolo L, et al. Verona Medical Information and 
Eppidemiol Psichiat Interview instructions on 
Soc. 1999;8:56-67 Classification System illness management 
[transl] (VR-MICS) and information and 

instructions on psy
chosocial aspects15 

Detmar SB, et al. — Whether tumor 
JAMA. response was dis
2001;285:1351-1357 cussed in the context 

of palliative care 
consultations16 

Detmar SB, et al. — Checklist to deter-
JAMA. mine which health
2002;288:3027-3034 related quality-of-life 

topics were discussed17 

Ford S, et al. Medical Interaction Classifies all utter-
Soc Sci Med. Process System ances by patient and 
2000;50:553-566 (MIPS) physician into con
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Beach WA, Dixson — Patient-initiated 
CN. Soc Sci Med. actions (PIAs), and 
2001;52:25-45 doctor-responsive 
Beach WA. actions (DRAs)20 

Conversations about 
Ilness: Family 
Preoccupations with 
Bulimia. Mahwah, 
NJ: Lawrence 
Erlbaum Associates; 
1996 
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Kidd J, et al. Patient — Number of questions 
Educ Couns. asked by the 
2004;52:107-112 patient21 

Mays N, Pope C. — Factors in communi-
BMJ. 1995;311:182 cation that contribute 
184 to false optimism22 

Noldus LP, et al. The Observer System Comprehensive col-
Behav Res Methods lection and analysis 
Instrum Comput. of communication2,3 

2000;32:197-206 

Ong LM, et al. J Clin — Patient recall of 
Oncol. 2000;18:3052 information23 

3060 

Roter DL. Health Roter Interactional Comprehensive 
Educ Monogr. Analysis System utterance-based cat
1977;5:281-315 (RIAS) egories within three 
Roter DL. In RIAS conceptual clusters: 
Manual. Baltimore: process, affective, 
Johns Hopkins and content3,16,24-27 

University; 1995 

Siminoff LA, et al. — Discord between 
Psycho-Oncology. (in patient and family 
press) members in treatment 

decision-making28 

Stead ML, et al. Br J — Whether patient 
Cancer. 2003;88:666 received information 
671 about sexual issues29 
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(Author)* 

Communication 
Behavior Measured† 

Street RL. Health 
Communication 
2001;13:61-73 
Street RL, et al. 
Diabetes Care. 
1993;16:714-721 
Street RL. Soc Sci 
Med. 1992;34:1155
1163 
Street RL. Soc Sci 
Med. 1991;32:541
548 

— Patient participation, 
physician partnership 
building, and sup
portive talk30,31 

Tulsky JA et al. Ann 
Intern Med. 
1998;129:441-449 

— How physicians com
municate about 
advance directives32 

Zandbelt LC, et al. 
Soc Sci Med. 
2005;61:661-671 

Patient-Centered 
Behaviour Coding 
Instrument (PBCI) 

Physician facilitating 
and inhibiting 
behaviors33 
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