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Overview

This summary provides oncology clinicians with an overview of

key topics in communication in cancer care. The goal is to

facilitate more e!ective communication between cancer

clinicians and the patients and families they care for. The

summary explores the following topics:

Discussion of the literature on the goals and importance of

high-quality communication.

Overview of common communication models.

Demographic and cultural influences on communication.

Evidence on education and training in cancer communication

for clinicians.

Communication challenges in oncology and methods used to

approach them.

Considerations for communication in pediatric oncology.

The literature on communication in cancer care is actively

evolving and, to date, much of it has been descriptive,

observational, and/or qualitative. When possible,

controlled/randomized data have been included.

Communication research is also particularly vulnerable to bias

and other confounders, an issue discussed further below.
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Communication involves an exchange of information and a

means of connection between two people or parties. The

relationship between the clinician and the patient embodies

both aspects of communication. Patients with cancer desire

information about their disease to make choices about cancer

treatment and, ultimately, to live their lives more fully. In

addition, most patients look to their oncologist and other cancer

clinicians for guidance and support. Frequently, the information

that oncologists share with patients is serious in nature and may

evoke strong emotions from patients and caregivers. E!ective

communication requires oncologists to convey information in a

manner that patients can understand, manage emotional

responses to the information provided, and help patients make

sound medical decisions.

Patient-clinician communication is defined by its bidirectional

nature, with each participant giving and receiving information.

Patients and their families are often greatly invested in their

personal relationship with their oncologist, and the intensity and

longitudinal nature of these relationships is likewise an aspect

that attracts many clinicians to the field of oncology.

Goals and Importance of
Communication

E!ective communication may impact health outcomes, though it

remains challenging to demonstrate direct causal relationships

between communication techniques and outcomes and/or

identify the precise elements of patient-provider communication

in oncology that result in improved physical, emotional, and

other health care outcomes. Although the body of oncology-

specific communication research is growing, level I evidence

supporting specific tools or interventions from randomized

controlled trials remains limited. Notably, studies on

communication may have several confounders, including recall

bias, self-reporting bias, and multiple influences on



understanding. Communication research also su!ers from a lack

of standardized and validated communication assessment

measures, while rigid and/or specific approaches to

communication may fail to adapt to social and cultural

di!erences in communication.

Despite these challenges in the literature, investigators have

proposed links between good patient-centered communication

skills—focused on defining and attending to the specific

information needs of the patient, fostering trusting

relationships, and addressing both cognitive and emotional

needs in communication—with the following patient- and

system-related outcomes:[1]

Enhanced patient satisfaction.[2]

Increased quality of life.[3,4]

Reduced patient anxiety and improved symptom control.

[4-7]

Adherence with treatment recommendations.[8]

Enhanced accrual to clinical trials.[9]

Improved disease-related understanding.[10]

Improved prognostic awareness.[11,12]

Receipt of care consistent with the patient's stated

preferences, particularly at the end of life.[12,13]

Decreased oncologist stress and burnout.[14]

Conversely, there is also evidence to suggest that patient

dissatisfaction with poor communication may lead to negative

outcomes, such as increased malpractice suits. A small number

of physicians appears to generate a disproportionate number of

lawsuits.[15,16] Although there are a number of risk factors for

malpractice claims—including physician specialty, number of

patients seen, and physician characteristics—they do not seem

to be predicted by the characteristics of a physician’s patients,

the technical aspects of care, or the complexity of care.[17]

Rather, patient dissatisfaction—especially with interpersonal
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aspects of care such as the physician's friendliness and

courteousness, ability to convey information to the patient, and

concern for patient worries—seems to be an important

determining factor.[18]

In the best-case scenario, a communication event results in

knowledge creation for both parties, allowing clinicians to help

guide and support patients in making decisions aligned with

their goals and values, and empowering patients to participate

more actively in their health care.
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Models of Communication

Few would dispute that patient-oncologist communication has

both desirable and undesirable consequences. The topics and

verbal or nonverbal communication behaviors that reliably lead

to desirable consequences—or away from undesirable

consequences—remain largely a matter of speculation, despite a

proliferation of communication skills training interventions and a

growing number of empirical studies. The question, however, is

of great importance to the interested oncology clinician. The

consensus is that the current status of patient–oncology clinician

communication is suboptimal and often leads to undesirable

consequences for the patient.

For example, an often-cited, large, cross-sectional study of

patients with advanced-stage cancer demonstrated that only

38% recalled discussing their end of life (EOL) preferences with a

clinician. Those who did were less likely to receive intensive

medical treatments (intubation, resuscitation, and intensive care
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unit admissions) and more likely to enroll in hospice.

Furthermore, more aggressive medical treatment was associated

with lower quality of life.[1] Many other observational studies

confirm the low rate of conversations about EOL and the

negative consequences of not having these conversations. Left

unanswered is the question of what clinicians can do di!erently

to improve health care behaviors and outcomes. For more

information, see Planning the Transition to End-of-Life Care in

Advanced Cancer.

Oncology clinicians acknowledge that they feel unprepared for

communication with patients, especially those who may be near

the EOL. They identify as additional impediments inadequate

time during the average clinic visit for these di#cult

conversations and the emotional challenges inherent in these

conversations. Communication skills training can increase

clinicians’ confidence, improve certain communication

behaviors, and lead to better patient satisfaction.[2] However,

these and other interventions do not consistently improve other

measures of communication or actual health care choices and

consequences.

One explanation for the limited impact of communication

interventions on patient outcomes is that models of patient-

oncologist communication may not accurately reflect what

happens before, during, and after encounters between patients

and oncology clinicians. There are several reasons this may be

the case:

First, models reflect an ideal. In some cases, the ideal is

based on ethical principles derived from research oversight

rather than clinical medicine.[3] Informed consent is one

example of a model based on what should happen rather

than what may actually be happening.

Second, models represent the potential relationships

between variables of interest. A model may reasonably

describe what happens with the measured variables but not

accurately capture what happens during communication and
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the mechanisms that link it to outcomes.[4]

Third, definitions and measures of communication quality

are not standardized.[5,6] Measures of patient, caregiver,

and clinician perceptions of communication assess

participants’ subjective experiences and likely capture

constructs that are distinct from the content of the

communication encounter. Objective assessment of

communication content and behavior requires investigators

to manually code audio or video tapes of patient-clinician

communication encounters, a process that may be perceived

as intrusive by research participants and resource-intensive

by investigators.

Many but not all studies, for example, suggest that patient

expectations or prognostic understanding influence treatment

decisions.[7,8] The di!erent definitions and measures of

prognostic expectations, however, may mean that related but

unidentified factors are important.[9] Finally, often the data are

derived from cross-sectional studies. Causal inferences are

common but may not be accurate absent confirmation in a well-

designed prospective trial.

That said, models are potentially useful heuristics, problem-

solving techniques that use self-education to improve

performance. They provide oncology clinicians with a broad

sense of the goals of communication and required skills.

Familiarity with the more common models also gives oncology

clinicians a framework to evaluate new data and modify their

approach to communication. This section describes and

evaluates briefly the two dominant models of communication:

shared decision making and patient-centered communication.

Each model has advantages and provides a potential road map

to better communication. No data allow clinicians to favor one

model over another.

It is worthwhile to mention two less commonly discussed but

potentially important models. The first is Cognitive-Emotional

Decision Making (CEDM). One review proposed CEDM based on

•
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the potential interaction between emotions and cognition during

decision making.[10] The authors’ model synthesized three well-

established concepts. First, emotions inform patients’ decisions.

The idea that decision making is a cognitive exercise in which the

patient compares the relative risks and benefits of options is

incomplete. Patients often use emotional cues—what they are

feeling—to evaluate the relative importance of the risks and

benefits. Second, people cope with health threats by evaluating

the salience of the threat and the resources available to meet

the threat. Third, people develop internal representations of the

meaning of illness, and their representations influence how they

evaluate and adhere to recommendations. There has not yet

been empirical testing of the CEDM model. However, the model

warrants mention since it recognizes emotion and coping as

intrinsically relevant to the decision-making process.

The second type of model focuses on explaining the causes of

behavior change. Social Cognitive Theory and the Theory of

Planned Behavior are two examples.[11,12] Their relevance

comes from the idea that if improvements in communication are

to lead to improvements in health care outcomes, then we must

understand how communication changes behaviors. For

example, how do conversations lead a patient to forgo

cardiopulmonary resuscitation and enroll in hospice? The

models recognize that people seek positive outcomes while they

try to avoid negative outcomes. Communication is one influence

on the patient’s deliberations around strategies and e!orts to

prepare for change and then act accordingly. The models further

posit that there are several modifiable mediators, e.g.,

knowledge, beliefs, perceived communication competence, and

skills, to e!ect behavior change.

Shared Decision Making
Shared decision making (SDM) was an ideal initially proposed to

engage the patient in health care decisions. Prior to that,

physicians tended to act as if they alone had the information

necessary to formulate a diagnostic and treatment plan

independent of the patient but in the patient’s best medical
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interest. In contrast, SDM models rest on the premise that both

patients and clinicians make essential contributions to the

decision-making process. Neither knows enough to make a

sound decision independent of the other. Clinicians are experts

in diseases and treatments. Patients are experts in their values

and the trade-o!s they are willing to accept. Clinicians may

describe options for treatment or care and the anticipated

benefits or harms, including their likelihood. However, only the

patient can determine the importance of the benefits and harms

since such judgments require some sense of the patient’s values

and goals.

Widespread integration of SDM into patient-oncologist

communication has lagged for several reasons. First, there is no

consensus about what verbal and nonverbal communication

behaviors are essential to SDM. Systematic reviews of the

relevant literature published in 2006 and 2019 concluded that

there is no unified model of SDM.[13,14] The 2019 publication

identified 53 di!erent elements mentioned in at least one of the

40 articles analyzed. The most common elements included:

make the decision, elicit and integrate patient preferences, tailor

information, and deliberate about options and their benefits and

harms with the patient.

A second reason relates to patients’ general satisfaction with

communication, regardless of whether there is evidence of SDM.

For example, investigators followed 14 patients with advanced

cancer with in-depth interviews and observations of outpatient

clinic visits.[15] They found little evidence of SDM; however,

patients rated communication encounters favorably.

A third reason relates to uncertainty about the best way to train

clinicians in SDM behaviors and support implementation. The

training question will likely remain relevant absent a consensus

about the key attitudes and skills necessary to introduce SDM

into clinical encounters. Many tools to support SDM, such as

decision aids, have been tested and generally show

improvement in measures of patient satisfaction and reduction
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in decisional conflict. These e!ects are modest, and

improvements in patterns and consequences of health care

choices are rarely seen.[16] In addition, decision aids and other

tools are not widely used.[17]

At present, SDM is essentially a laudable goal of communication

in search of a method. Few would disagree that patients should

be fully informed of the options and their potential harms and

benefits to the extent that they desire. Once informed, patients

then should have an opportunity to integrate their values and

goals into their choices.[18] Clinicians can play a valuable role in

SDM by helping patients recognize the implications of each

option for the patient’s values and goals.[19]

Patient-Centered Communication
The National Cancer Institute commissioned communication

scholars Ronald Epstein and Richard Street to evaluate the

status of patient-centered communication in cancer care as part

of its strategic plan to integrate social, psychological, and

communication research with biomedical research. The resulting

monograph presents an aspirational and comprehensive model

of what patient-centered communication might accomplish. This

model proposes six core functions of communication: foster

healing relationships, exchange information, respond to

emotion, manage uncertainty, make decisions, and enable

patient self-management.[20]

The most direct evaluation of the impact of patient-centered

communication on patient outcomes is the Values and Options

in Cancer Care (VOICE) trial.[21] The design of the intervention

and the outcome measures were based on Street’s Ecological

Model of Patient-Centered Communication and four key

communication goals (engaging patients and caregivers,

responding to patient concerns, informing patients about

treatment choices, and framing prognosis). The model suggests

that interventions should target the mutual interactions between

patients and oncologists rather than focusing on individual

communication behaviors. In addition, the intervention should
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be sensitive to the social and clinical contexts relevant to the

success of the intervention.

The VOICE trial was a cluster randomized clinical trial conducted

at multiple clinics. A total of 118 patients were enrolled in the

prerandomization period and 265 patients after physician

randomization to either the intervention (n = 130) or control (n =

135) groups. The primary outcome was a composite measure

based on an analysis of audio recordings of clinical encounters.

The composite measure scored behaviors related to patient

engagement and evidence of clinicians responding to emotion,

informing patients about prognosis and treatment choice, and

providing balanced information. The secondary outcomes

included proximal measures of communication outcomes, e.g.,

the human connection scale, and distal outcomes such as

aggressive treatment or hospice enrollment. The intervention

improved communication behaviors, as assessed by the

composite measure, without changing secondary outcomes.

Conclusions
Models of communication articulate laudable goals and provide

a high-level road map for communication in cancer care.

Patients, caregivers, clinicians, and researchers seem to share a

common understanding of the goals.[22] The missing details,

however, hamper the development of curricula and e!ective

interventions. In the meantime, clinicians may choose to

organize or explain their communication strategies using models

and modify as new evidence clarifies the communication

behaviors that are most impactful.
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Informational Versus Emotional Aspects
of Communication

One major aspect of communication is informational. Patients

come to cancer clinicians because they are experts who can

provide information about their illness. However, the role of the

cancer clinician is more than presenting facts and data. While

many patients want a share in decision making,[1] most expect

recommendations from their doctor on how best to treat their

illness. This form of communication includes some synthesis of

information about the cancer and guidance for the individual

patient.

For many, cancer is a serious, perhaps terminal diagnosis.

Hearing information about cancer often evokes an emotional

response from patients and their families, which may cloud their

ability to fully hear and process information. One approach to

education about communication advocates that clinicians’

responses to patients' emotional responses can enhance

communication.[2]
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Demographic and Cultural
Considerations in Cancer
Communication

Both patients’ and providers’ demographic and cultural

characteristics, backgrounds, and experiences can influence

communication preferences and styles and may, in turn, a!ect

clinical outcomes. Demographic factors with a potential to a!ect

communication in cancer care include, but are not limited to,

age, gender and sexuality, race and ethnicity, and socioeconomic

status. Cultural factors such as language, family structure,

religion and spirituality, and even the culture of medical practice

are also relevant.

A patient and his or her providers often have di!erent

demographic or cultural backgrounds and identities.

Frameworks proposed to help guide providers in approaching

the care of patients with backgrounds di!erent from their own

include the concepts of cultural competence and cultural

humility. Some medical literature has suggested moving away

from the idea of cultural competence, which encourages

providers to study the values, beliefs, and behaviors of certain

cultural groups, in favor of cultural humility, which promotes a

“lifelong commitment to self-evaluation and self-critique, to

redressing the power imbalances in the patient-physician

dynamic, and to developing mutually beneficial and

nonpaternalistic clinical and advocacy partnerships with

communities on behalf of individuals and defined populations.”
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[1,2]

A wealth of oncological and nononcological literature explores

demographic and cultural influences on communication, though

like the bulk of communication literature in general, it leans

toward observational and qualitative studies and is vulnerable to

bias and overgeneralization. A comprehensive review of this

literature is beyond the scope of this summary; however, some

demographic and/or cultural trends relevant to communication

in cancer care are noted in the literature, some of which is

referenced in the table below.

Demographic Influences on Cancer
Communication

Table 1. Demographic Influences on Cancer
Communication

Demographic
Influences

Special Considerations

Age (i.e.,
pediatric, young
adult, middle-
aged, older
adult)

• Younger patients tend to speak more and
ask more questions in encounters with
oncologists.[3]

• Oncologists address the emotional aspects
of illness more with younger patients.[3]

• Older adult patients are at higher risk of
sensory, functional, and cognitive deficits
that a!ect communication.

• Cancer patients >65 y have stronger
preferences for written health information
and phone calls versus emails and text
messages, compared with younger patients.
[4]

• For more information about pediatric
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communication, see the Communication in
Pediatric Oncology section.

Gender and
sexuality (i.e.,
male, female,
transgender,
nonbinary,
LGBTQ+)

• Women have more prognostic discussions
with their providers and may have better
prognostic understanding than men.[5]

• Women may be more interested than men
in discussing emotional, social, and spiritual
aspects of their illness and care.[6]

• LGBTQ+ patients may worry about sharing
information about their sexual orientation or
gender identity with providers but report
improved alignment with providers, well-
being, and quality of care when they do.[7]

• Oncologists report a desire to engage in
open, nonjudgmental communication
practices with LGBTQ+ cancer patients, but
cite a lack of experience with transgender
patients in particular and a fear of o!ending
patients as barriers to providing a#rming
care.[8]

Race and
ethnicity (i.e.,
American
Indian or Alaska
Native, Asian,
Black/African
American,
Hispanic/Latino,
Native
Hawaiian or
Pacific Islander,
White,
multiracial)

• Racial and ethnic minority patients
consistently report unmet informational
needs, and physicians underestimate the
amount of illness-related information that
minority patients want.[9-11]

• Oncologists spend more time building
communication with White patients than
with racial and ethnic minority patients.[3]

• Black cancer patients are more likely than
White cancer patients to report
dissatisfaction with patient-physician
communication and report feeling less
respected by their clinicians.[12-14]

• For more information about language
barriers, see the Language and the use of
interpreters section.
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Health literacy

In addition to the demographic and cultural disparities noted

above, a patient’s health literacy level can also have a significant

impact on cancer communication. The U.S. Department of

Health and Human Services defines personal health literacy as

“the degree to which individuals have the ability to find,

understand, and use information and services to inform health-

related decisions and actions for themselves and others.” Low

health literacy has been frequently linked to worse health

outcomes. Cancer patients with low health literacy may

misunderstand details of their disease or treatment plan, which

may, in turn, contribute to over- or under-treatment and poor

adherence to a treatment plan.[17]

Health literacy is distinct from general literacy, though it is

important to note that health information is often presented at a

relatively advanced reading level. Lower education levels are

associated with poor health literacy, but providers should not

assume that patients with high educational attainment also have

high health literacy, as many do not.[17,18] Older age has also

been associated with poor health literacy.[19]

LGBTQ = lesbian, gay, bisexual, transgender, and queer.

Socioeconomic
status (i.e.,
high, middle,
low)

• Oncologists may demonstrate less patient-
centered communication relating to the
illness experience for patients of lower
socioeconomic status.[15]

• Patients of lower socioeconomic status are
less likely to have follow-up care discussions
with oncology providers.[16]

• Oncologists give more biomedical
information to and spend more time
relationship-building and providing
psychosocial counseling for a$uent patients.
[3]
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Various working groups and studies have sought to identify best

practices for communicating with patients with low literacy skills.

Recommendations include the following:

Change the communication skills of the health care provider

rather than those of the patient. The provider should bear

primary responsibility for ensuring that patients understand

their medical situation. Health literacy training for providers

may be e!ective.[20]

Use plain language that is free of medical jargon. Audiovisual

aids may help, though complex technology may inhibit

patients. Written information should be at the fifth-grade

level or lower.[21,22]

Health navigators and ombudsmen may help empower

patients with low literacy skills.[23]

Limit information given to patients at each interaction,

especially if information is emotionally charged.

Repeat important information, and use teach-back strategies

to improve communication outcomes.[22]

Make information and illustrations culturally relevant, and

use the language(s) spoken by the target population.

Interventions to overcome disparities

While the causes of the disparities noted above are multifactorial

and systemic in nature, greater provider awareness of implicit

bias, the e!ects of structural racism, and social determinants of

health is an important first step in reducing inequalities in care.

While providers have an imperative to provide culturally

sensitive and equitable care, patients can also be encouraged to

communicate their concerns with their oncology providers to

make their visits more patient centered.[15] Clinicians can strive

to improve follow-up discussions and follow-up care in an e!ort

to improve communication and patient outcomes.[16,24,25]

Using clinical navigators may also help empower patients to

communicate better with their oncologists.[26]

•

•

•

•

•

•
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Cultural Considerations in Cancer
Communication
Various cultural factors such as language, family structure, and

religion/spirituality may impact communication preferences and

practices for both patients and providers. These factors are

important to consider when practicing culturally sensitive care.

Language and the use of interpreters

Health care organizations should provide language assistance

services for all patients who primarily speak a language di!erent

than their provider’s. Ideal services should include bilingual sta!

when possible and professional interpreters at each step of the

visit and at no cost to the patient.[27] Clinicians should not use a

patient’s family members or friends to interpret, as they may not

communicate all information accurately and may be

uncomfortable communicating emotionally di#cult information.

Professional telephone interpreters are about as accurate as in-

person interpreters, [28] but in-person interpreters are

preferable for conveying sensitive information, such as bad news

or chemotherapy consent. E!ective communication with a

patient through an interpreter may be facilitated by a few key

strategies:[29,30]

It is helpful for the provider to introduce himself or herself to

the interpreter before the encounter and briefly preview the

planned conversation.

In a bedside or o#ce encounter, the interpreter should be

positioned next to or slightly behind the patient.[30] If the

patient is deaf and a sign language interpreter is used, the

interpreter should be positioned so that the patient and

interpreter have a full view of each other’s face and hands.

Speak directly to the patient or family member while the

interpreter is present. Avoid speaking about the patient in

the third person.

Speak in simple, brief phrases and avoid medical jargon.

•

•

•

•
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Family roles in cancer care and communication

There has been a dearth of studies on the adaptive patterns of

families in response to cancer, though research in this area is

growing.[31] Family members of cancer patients often find

themselves thrust into the medical environment with little or no

time to emotionally and psychologically incorporate the

diagnosis of a life-threatening illness into their lives.[32] Just as

each cancer patient reacts to cancer di!erently, the family

system reacts di!erently. Interaction between the cancer patient

and the family unit must be constructed, redefined, negotiated,

and renegotiated along the illness trajectory.[33]

Families react to the illness of their loved ones in various ways,

but it is common for families to experience communication

challenges. One study examined the phenomenon of avoidance

of family communication about cancer.[34] In this study,

interviews with 50 caregivers and 26 families were audiotaped

and transcribed. Two-thirds of families (65%) experienced

communication di#culties. Participants’ narratives pointed to

three distinct thought processes that contributed to the

phenomenon of avoidance: avoidance of psychological distress,

desire for mutual protection against harmful situations, and

belief in positive thinking.

In a randomized trial, investigators interviewed male and female

cancer patients and asked how the family was a!ected by the

cancer diagnosis. Almost all expressed the importance of

concealing feelings of distress and unhappiness, stemming from

a need to protect family and friends and to act normal. Also

important were factors such as maintaining or returning to

familiar routines and roles.[35]

Opening up lines of communication and encouraging mutual

disclosure about cancer-related issues may be e!ective at

reducing distress in relationships for cancer patients. One study

of 148 couples facing breast cancer showed that reciprocal self-

disclosure during cancer discussion was associated with lower

levels of psychological distress.[36]
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Another study suggested that family-focused psychotherapy may

also help increase patients’ and their family members’ cancer-

related communication. The study data was gathered from a

large randomized controlled trial examining the e!ect of family-

focused grief therapy on family bereavement outcomes. In the

study, 257 patients and family members reported on their

perception of cancer-related communication after each therapy

session using a self-disclosure scale. Participants reported more

cancer-related communication on average during therapy

sessions compared with baseline; however, the long-term

therapeutic e!ects on depressive symptoms and bereavement

in family members depended on the listener's perceived

responsiveness (responsiveness defined as “to what degree

participants perceived the family as caring, understanding, and

accepting of their communication”). Participants who perceived

their families as highly responsive had lower depression and

bereavement scores after the patient’s death if they had more

cancer-related communication in the therapy sessions, while

more communication was actually associated with worse

bereavement outcomes for families who perceived low

responsiveness.[37][level of evidence: I]

Expectations for the role of family members in cancer care and

communication with the patient and providers regarding the

disease course and treatment plan vary among cultures, as well.

Some cultures place greater emphasis on communication with

the family unit as a whole, while others focus more on individual

patient independence and autonomy. While providers and

researchers should use caution when attempting to generalize

about specific cultures’ communication preferences, some of the

literature identifies certain culturally relevant patterns, including

the following:

Families from Asian cultures may wish to be more involved in

determining what information is presented to the patient

and how it is delivered.[31]

Latino families and patients may expect family members to

be heavily involved in medical decision making throughout

•

•
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the illness trajectory.[31]

African American patients may also rely heavily on family

input with regard to medical decision making and for coping

with their illness.[31]

Clinicians practicing cultural humility respectfully elicit from the

patient and family not just information needed to make an

accurate diagnosis, but also identify what matters most to them

and negotiate mutually satisfactory goals for treatment.

Communicating about spirituality in cancer care

Spirituality is an important source of strength and coping for

many people facing cancer. Research indicates that both

patients and family caregivers commonly rely on spirituality and

religion to help them deal with serious physical illnesses,

expressing a desire to have medical sta! acknowledge or

address specific spiritual and religious needs and concerns.

[38,39] For a detailed discussion of this topic, see Spirituality in

Cancer Care.
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Education and Training in Cancer
Communication

Status of Education and Training in Cancer
Communication
The American College of Graduate Medical Education recognizes

interpersonal and communication skills as one of six core

competencies.[1] While the importance of educating cancer

doctors in communication is recognized, training in

communication during oncology fellowship may be lacking. A

2003 survey of U.S. medical, radiation, and surgical oncology

programs revealed that only one-third of programs reported

o!ering communication skills training. Lack of faculty time and

expertise were identified as the major barriers.[2] Similarly, in a

survey by the American Society of Clinical Oncology, few

attending oncologists reported receiving mentoring or specific

training in communication skills, such as discussing prognosis.[3]

Furthermore, while communication is taught to fellows, the

quality of that teaching may be inferior. In a national survey of

hematology-oncology fellows, 55% reported explicit education

on end-of-life communication. However, fellows reported less

observation and feedback on a communication skill than on a

bone marrow biopsy.[4]

The lack of training is concerning, given how frequently

oncologists engage in di#cult communication tasks. In one

study, oncologists reported delivering bad news an average of 35

times a month.[5] A Delphi panel of medical oncologists

endorsed nearly 80% of items related to communication and

decision making and advance care planning as within the scope

of an oncologist’s work, suggesting that most oncologists put a

high value on communication as a critical component of their

work.[6]

In addition to training for oncologists and fellows, e!orts have

been made to train nurses. Nurses play a vital role in supporting

patients through the crisis of cancer, often advocating for them
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and acting as intermediaries for their requests or concerns.

Research suggests that communication skills training programs

for nurses are well received.[7]

There have been several small studies of communication

training programs for nurses, which demonstrated mixed

results. They include the following:

A communication skills training developed for physicians was

adapted and given to 247 inpatient nurses. It included a 45-

minute didactic on end-of-life (EOL) care, followed by 90

minutes of experiential learning, including a role-play with a

simulated patient. Nurses’ confidence in discussing death,

dying, and EOL goals of care increased after the training, and

over 90% reported satisfaction with the module.[8]

A small study taught nurses in Japan to use the SPIKES

(Setting, Perception, Invitation, Knowledge, Empathy,

Summary) protocol[9] with patients newly diagnosed with

cancer. The study demonstrated that patients seen by

trained nurses had decreased psychological distress,

enhanced adaptive coping, and increased patient satisfaction

with the nurse. Although the study was randomized, it

enrolled a mere four nurses in each arm.[10,11] See

Communication Tools and Techniques below.

While communication skills training is generally well received,

improves self-rated confidence, and increases communication

skills, it is unclear whether the skills are transferred to clinical

practice. One study addressed this question by randomly

assigning nurses who attended a 3-day communication skills

workshop to 4 weeks of clinical supervision or a control group.

Only those with the 4 weeks of supervision demonstrated a

transfer of skills into clinical practice, and the e!ect was limited.

[12]

In total, these studies suggest the ability of intensive and

experiential training programs to improve skills acquisition and

self-rated confidence. Few studies assess the e!ect of

•

•
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communication skills training on patient-oriented outcomes.

These findings raise important questions about the value of

communication training programs, many of which are labor

intensive.

Methods of Communication Skills Training
In recent years, increasing rigor has been applied to the design

and assessment of communication skills education. Over the

past two decades, more than 40 randomized controlled trials of

communication skills training have been conducted in the United

States,[13,14] the United Kingdom,[15] Europe,[16] Australia,[17]

and Japan.[11] Methods for evaluating the success of the

education varies. Some studies looked at self-assessment before

and after training; others assessed the acquisition of behaviors

or skills, such as learner response to emotion, using audio or

video recordings of encounters in simulated interviews or

patient encounters. Few of these studies linked communication

training to patient outcomes, such as satisfaction, anxiety, or

distress.

Participants: Training programs have targeted various learners,

including oncology fellows, practicing oncologists, nurses, and

other advanced practice providers. Program sizes have varied

widely, with as few as 8 learners [11] and as many as 160

learners.[15]

Design: Most communication skills training programs involve

intensive small-group sessions that require participants to

practice skills in a role-play, using a standardized or simulated

patient. One study suggested that role-plays with higher

emotional content were more e!ective, perhaps because such

encounters were more challenging for learners and

demonstrated more di!erences in the untrained versus trained

groups.[18] Communication skills training programs vary in

length, from half-day to 3.5-day workshops to 105 hours of

training.[16] A few include consolidation sessions.[12]

Increasingly, the use of electronic and computerized methods of

teaching is being explored,[19] with CD-ROMs given to
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participants.[20]

Assessment/outcomes: Varied assessment methods are used

and depend in part on the study design and the targeted

outcome(s) of the work. There are frequently pre- and post-

assessments in the intervention and control groups, so the

change in learning between the two groups can be compared.

Common strategies for evaluation of communication skills

training include:

Self-assessment of skills and confidence.

Observed skills via direct observation or recordings (audio or

video) of encounters, such as:

Questions asked.

Decreased interruptions.

Use of empathy or emotional words.

Satisfaction (of learners, patients, families).

Patient outcomes (recognition of distress, level of patient

anxiety).[21]

Examples of communication skills trainings: Several

standardized training curricula have been developed and

become more widely used over time. A few selected examples

are mentioned in the table below.

•

•

•

•

•

•

•

Table 2. Communication Skills Training

Training
Curricula

Design Evidence

Vitaltalk Provides instruction
on communication
areas, including
developing a
relationship, giving
bad news, discussing
goals of care and

A few small
studies indicate
participant
satisfaction with
the training and
perceived
improvements in

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_6.20
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resuscitation
preferences.

communication,
but high-quality
evidence on
communication
outcomes is
limited.[14,22,23]

Comskil Provides training on
topics, including
delivering serious
news, discussing
prognosis and
treatment,
maintaining team
communication, and
responding to
patient and family
anger. Primarily
provided through
Memorial Sloan
Kettering Cancer
Center.

A few small
studies indicate
participant
satisfaction with
the training and
perceived
improvements in
communication,
but high-quality
evidence on
communication
outcomes is
limited.[24-27]

SICG Provides a
structured, question-
based framework to
help clinicians
“assess illness
understanding and
patient information
preferences; share
prognosis according
to patient
preferences; explore
patient values, goals,
and care
preferences; and
make a
recommendation
based on patient
priorities.”[28]

The SICG was
recently
developed, and
data on e#cacy
and outcomes is
limited. Available
data suggests the
following:

- The SICG
improves rates
and quality of
EMR
documentation of
serious illness
discussions.
[28,29]

- 79% of 118
patients
described the
discussion using
the SICG as
worthwhile and
reported no
change or
improvement in
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In summary, communication is a skill that can be taught. Key

aspects of communication skills training include opportunities

for learners to practice skills and receive feedback. Optimal

duration is not known, and no studies compared shorter versus

longer workshops to see whether there is a dose-response

curve. The need for consolidation or booster lessons after the

initial workshop is unclear, with some studies demonstrating

substantially better outcomes and uptake of behaviors with

additional lessons or consolidation workshops.[16,31]

Communication Tools and Techniques
Some of the training referenced above focuses on specific tools

to facilitate recollection and application or transfer of skills into

clinical encounters. Evidence linking these tools to provider- or

patient-related outcomes is extremely sparse, but as they are

commonly used in practice, they have been included here. Three

examples of such tools are discussed below:

Ask-Tell-Ask

NURSE

SPIKES

Ask-Tell-Ask

Ask-Tell-Ask is a three-step strategy for facilitating open

communication between clinicians and patients. It has also been

SICG = Serious Illness Conversation Guide; EMR = electronic
medical record.

their sense of
peacefulness,
hopefulness, or
anxiety.[30]

- Use of the SICG
was associated
with increased
provider
satisfaction.[30]

•

•

•
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successfully applied/used in settings to elicit learner goals and

give feedback.[32-34] By starting with a question rather than

immediately giving information, clinicians give the patient some

element of control.

The first "Ask" can elicit a patient’s understanding, goals, or

values or obtain permission to give information. Following

are two examples:

“Can you tell me what you know so far about your

cancer?”

“Would it be OK if we start by talking about the findings

on your recent scan?”

The first "Ask" is followed by a "Tell" that focuses on giving

the main message briefly and without jargon. For example:

“The scan tells us the treatment is not working as well as

we’d hoped.”

The second "Ask" ensures that the patient has fully heard

and absorbed the information and is ready to move on.

Following are two examples:

“It’s a lot to take in. What are the key things you will

share with your family?”

“Are you ready to discuss next steps for treatment?”

This approach discourages clinicians from launching into long

and detailed medical explanations. Instead, it encourages giving

information in small chunks, frequently checking to ensure the

patient is understanding and absorbing all that is being said.

NURSE: Tools for responding to emotion

Communication is challenging for cancer providers because it

often involves conveying serious news, such as a diagnosis of

cancer or a poor prognosis, which changes patients'

expectations about the future. Patients typically have a strong

emotional response to such news. While emotions are high, the

ability to hear and comprehend cognitive information is

•

•

•

•

•

•

•

•
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impaired. By addressing emotions empathically, clinicians may

help patients absorb the information and make decisions.

NURSE is a mnemonic device for five ways to respond to

emotion:[33,35]

Name: “It sounds as if you are very worried.”

Understand: “I cannot imagine how it feels to hear this.”

Respect: “You are asking the right questions and being a

strong advocate.”

Support: “I will be here to care for you no matter what

happens.”

Explore: “Tell me more about how you are feeling.”

SPIKES: A six-step approach to delivering bad news

SPIKES is a specific framework for talking to patients about bad

news, such as a cancer recurrence or a treatment failure. It

incorporates some of the principles of Ask-Tell-Ask and NURSE in

its steps:[9]

Setting: Arrange for privacy and minimize interruptions.

Perception: Find out what the patient understands is

happening medically.

Invitation: Discover how much information the patient wants.

Knowledge: Give information to the patient in small bites

without jargon.

Empathy: Address the patient’s emotions with empathy.

Summary: Sum up the clinical information and make a plan

for the next step.
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eHealth as a Communication Tool in
Cancer Care

Another communication method that is increasingly used in

cancer care is eHealth. The proliferation of mobile digital

devices, software applications, and websites on the Internet has

the potential to transform the ways in which people with cancer

and their families seek and receive care for good or ill.

This section uses the term eHealth as an umbrella term for a

wide variety of computer-based supports for patients and

informal caregivers. It enumerates the goals and risks of

eHealth-based interventions and summarizes the lessons

learned to date. Studies of specific interventions are summarized

after the introductory sections.

Definition of eHealth
A wide variety of interventions may be included in a summary of

eHealth and cancer communication. For clarity and brevity,

however, no evaluations will be made of video or multimedia

interventions available primarily via CD-ROM or DVD; websites,

unless specifically designed as part of a studied intervention; or

resources available on the Internet independent of the provider-

patient relationship.[1] In addition, programs designed to

educate health care providers that take advantage of computers

and related technology will not be summarized. Several recent

systematic reviews with broader inclusion criteria provide

additional information.[2-4]

Goals of eHealth
The goals of eHealth include the following:
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Enhancing communication among patients, clinicians, and

family members, for example, to ensure that information is

clear.

Enhancing shared decision making.

Optimizing management of patients' and informal caregivers'

physical and psychological symptoms.

Improving the communication of patient-reported concerns

to the health care team.

Changing health-related behaviors.

Providing social support.

Enhancing clinical trial enrollment.

Potential Negative Effects of eHealth
The potentially negative e!ects of eHealth include the following:

Access to unreliable or contradictory information about

diagnosis, prognosis, treatment goals, and side e!ects or

anticipated complications that can increase patient

distress. Data suggest that there are not significant harms to

patients accessing information online.[5] This finding may

reflect the number of reputable websites maintained by

disease-specific advocacy groups and professional societies.

Erosion of trust in providers. There was an initial concern

that online information may cause patients to second-guess

or lose confidence in providers. At present, the limited data

do not support this concern, as levels of trust remain high.

[6,7]

Increased demand on clinicians’ time. Clinicians help

patients interpret information found online or respond to

patients who expect timely responses to e-communications

via email, text, or patient portals.

Creation of a digital divide or disparity. One group of

investigators conducted surveys and focus groups to

describe patient and caregiver perspectives on information

related to symptom management and decision support.[8]
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The preference was for face-to-face communication,

although most recognized the potential value of eHealth in

supporting decisions. Of note, however, 38% of participants

rarely used computers.

Computers in the examination room.

Summary of eHealth
The majority of the experience to date is based on pilot studies

designed to evaluate acceptability and measure preliminary

e!ect sizes. Observations based on these studies include the

following:

Most interventions were developed without an underlying

theoretical framework. When a framework was cited, coping

was the most frequently cited.[9] The goal was largely to

enhance coping by giving patients additional resources such

as information, greater access to clinicians, or education to

improve their communication competence.

The increased connectedness fostered by websites and

mobile applications are driven by factors such as

convenience, ease of use, and greater consumer choice and

may not translate well into health care interactions.

The tested communication technologies have varied widely.

A systematic review related to end-of-life communication

identified 11 technologies: video, prototype website,

telephone, videoconferencing, email prompts,

telemonitoring, Internet search strategies, compact disc, fax,

mobile devices, and text messaging.[2]

Digital or web-based strategies potentially provide cost-

e!ective dissemination of standardized and (presumably)

experimentally validated interventions. However, the use of

care coordinators during the interactions may limit the

scalability of the intervention.[10,11]

The types of information or interactions and how patients

and family caregivers access the resources and the desired

format of the resources will require elucidation.[12]

•

•

•

•

•

•

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.9
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.2
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.10
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.11
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.12


A related challenge is the di#culty of formally evaluating

rapidly advancing and overlapping eHealth technologies. For

example, websites, automatic texting, or mobile applications

may possess advantages or disadvantages, but conducting

trials to isolate the e!ect of a particular technology is time

consuming and unlikely to provide a single best solution.

Patient preferences and changes in preferences with

generational shifts will likely require developers to modify

the content and format of resources and the technology to

access the resources. Di!erences in digital competence and

comfort based on age, ethnicity, and socioeconomic factors

will require clinicians to maintain channels of communication

in both digital and nondigital environments.[13]

Digital or web-based strategies often require significant self-

directed e!ort on the part of the patient.[14] The willingness

of patients to interact with multiple platforms over time is a

potential limit to the e#cacy of such interventions.

References
1. Bouma G, Admiraal JM, de Vries EG, et al.: Internet-based

support programs to alleviate psychosocial and physical

symptoms in cancer patients: a literature analysis. Crit Rev

Oncol Hematol 95 (1): 26-37, 2015. [PUBMED Abstract]

2. Ostherr K, Killoran P, Shegog R, et al.: Death in the Digital

Age: A Systematic Review of Information and

Communication Technologies in End-of-Life Care. J Palliat

Med 19 (4): 408-20, 2016. [PUBMED Abstract]

3. Allsop MJ, Taylor S, Mulvey MR, et al.: Information and

communication technology for managing pain in palliative

care: a review of the literature. BMJ Support Palliat Care 5

(5): 481-9, 2015. [PUBMED Abstract]

4. Wasilewski MB, Stinson JN, Cameron JI: Web-based health

interventions for family caregivers of elderly individuals: A

Scoping Review. Int J Med Inform 103: 109-138,

2017. [PUBMED Abstract]

5. Crocco AG, Villasis-Keever M, Jadad AR: Analysis of cases of

•

•

•

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.13
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_7.14
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25701515&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26713368&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24644214&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28550996&dopt=Abstract


harm associated with use of health information on the

internet. JAMA 287 (21): 2869-71, 2002. [PUBMED Abstract]

6. Hesse BW, Nelson DE, Kreps GL, et al.: Trust and sources of

health information: the impact of the Internet and its

implications for health care providers: findings from the

first Health Information National Trends Survey. Arch Intern

Med 165 (22): 2618-24, 2005 Dec 12-26. [PUBMED Abstract]

7. Hesse BW, Moser RP, Rutten LJ: Surveys of physicians and

electronic health information. N Engl J Med 362 (9): 859-60,

2010. [PUBMED Abstract]

8. Cooley ME, Nayak MM, Abrahm JL, et al.: Patient and

caregiver perspectives on decision support for symptom

and quality of life management during cancer treatment:

Implications for eHealth. Psychooncology 26 (8): 1105-1112,

2017. [PUBMED Abstract]

9. Lazarus RS, Folkman S: Stress, Appraisal, and Coping.

Springer Publishing Co, 1984.

10. Steel JL, Geller DA, Kim KH, et al.: Web-based collaborative

care intervention to manage cancer-related symptoms in

the palliative care setting. Cancer 122 (8): 1270-82,

2016. [PUBMED Abstract]

11. Donovan HS, Ward SE, Sereika SM, et al.: Web-based

symptom management for women with recurrent ovarian

cancer: a pilot randomized controlled trial of the WRITE

Symptoms intervention. J Pain Symptom Manage 47 (2):

218-30, 2014. [PUBMED Abstract]

12. DuBenske LL, Gustafson DH, Namkoong K, et al.: CHESS

improves cancer caregivers' burden and mood: results of

an eHealth RCT. Health Psychol 33 (10): 1261-72,

2014. [PUBMED Abstract]

13. Hesse BW, Greenberg AJ, Rutten LJ: The role of Internet

resources in clinical oncology: promises and challenges. Nat

Rev Clin Oncol 13 (12): 767-776, 2016. [PUBMED Abstract]

14. Wootten AC, Abbott JA, Meyer D, et al.: Preliminary results

of a randomised controlled trial of an online psychological

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12038937&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16344419&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20200398&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28430396&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26970434&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24018206&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24245838&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27273045&dopt=Abstract


intervention to reduce distress in men treated for localised

prostate cancer. Eur Urol 68 (3): 471-9, 2015. [PUBMED

Abstract]

Communication Challenges in Oncology

Diagnostic Disclosure and Breaking Bad News
Oncologists break bad news to patients thousands of times in

their careers, whether related to a diagnosis of new or recurrent

cancer, disease progression, disease- or treatment-related

prognosis, or transitions to end-of-life (EOL) care. Disclosing a

new cancer diagnosis is a frequent and significant

communication challenge for oncologists.

This process is made di#cult by the following factors:[1-4]

Oncologists are rarely trained in techniques for giving bad

news.

Physicians often experience negative emotions, such as

anxiety and fear of being blamed when they must tell

patients that treatment has not worked.

Physicians may react to patient emotions by o!ering false

hope or premature reassurance.

Physicians may omit important information from the

disclosure.

While much has been written about breaking bad news, there is

limited level I evidence to support the use of a specific method

for disclosing di#cult news to cancer patients. What is clear is

that not discussing the diagnosis may engender in patients

feelings of isolation, anxiety, lack of autonomy or control,

psychological abandonment, mistrust, suspicion, and a sense of

betrayal. On the other hand, open discussion of the diagnosis

decreases uncertainty, improves participation in decisions about

care, allows access to psychological support, encourages self-

•

•

•

•
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care, and allows planning for the future.[5]

In an innovative qualitative study focused on communicating

bad news related to cancer recurrence,[6] patients with

diagnoses of gastrointestinal cancers during the previous 2 years

listened to audio recordings of oncologists using the SPIKES

(Setting, Perception, Invitation, Knowledge, Empathy, Summary)

approach (with standardized actors) and then identified what

they liked and disliked about the communication. Three major

themes were identified:

Recognition, which involved the physician acknowledging or

reflecting the patient’s emotional response, without

becoming overly emotional or o!ering platitudes.

Guidance, which referred to the physician remaining in

charge of the dialogue, pointing out the patient’s strengths,

and o!ering positive recommendations.

Responsiveness, which involved the physician moving back

and forth between providing recognition and guidance using

an interactive, rather than lecturing, style. Patients

consistently noted that they did not like the physician

beginning the communication of bad news with words such

as “unfortunately.”

General principles, outlined by the American Society of Clinical

Oncology (ASCO),[7] o!er the oncologist approaches to

discussing diagnostic information. The ASCO group consensus

was that the oncologist should provide information tailored to

the patient’s needs, providing hope and reassurance without

misleading the patient. This is done by assessing patient and

family preferences for information, setting an agenda, providing

news in appropriately targeted language for the health literacy

level of the patient and family, responding to emotion, and

providing a structure for follow-up care that limits patients’

experience of abandonment.

Patients with new diagnoses of cancer preferred their physicians

to give them the diagnosis in person rather than by phone and in

•

•

•
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private settings. In addition, they wanted their physicians to

spend adequate time (>10 minutes) and to be prepared to

describe treatment options.[8,9] These factors were associated

with higher patient satisfaction ratings, as were patient-

associated factors, such as feeling empowered to ask questions

during the encounter, and physician-associated behavior and

communication, such as using lay language and eliciting patients’

concerns about their health, which demonstrated caring and

confidence.[9]

A study of 351 patients with a variety of cancers at di!erent

stages and who were seen at M.D. Anderson Cancer Center

elicited patient communication preferences when they were

given bad news about an initial cancer diagnosis or recurrence.

[10] The highest rated elements included the following:

The doctor being up to date on the latest research on the

patient’s cancer.

The doctor informing the patient about the best treatment

options and taking time to answer all patient questions.

The doctor being honest about the severity of the condition.

The doctor using simple, clear language, giving the news

directly, and giving full attention to the patient.

Di!erences were noted in patient preferences based on sex, age,

and level of education, underscoring the importance of tailoring

the discussion to the individual patient. Cancer type did not

predict patient preferences. It is important for a physician to

elicit patient perspective on his or her condition because many

incorrect beliefs can be clarified for the patient’s benefit.

Oncologists continue to struggle with a lack of consistency and

equality in patient communication at the time of diagnosis. This

experience has been demonstrated in a study of 405 women

with newly diagnosed breast cancer, which found that White and

more a$uent patients had more interpersonal relationship-

building moments within their initial diagnostic consultation.

•

•

•

•
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Oncologists may benefit from self-reflection and communication

skills training to increase their awareness of unconscious bias.

[11]

Discussing Prognosis

Preference for information about prognosis

Patients with life-limiting illnesses desire information about

prognosis,[12] believe that such information may be provided

without compromising hope,[13] and prefer that oncologists

inquire about their preferences for such information.[14]

Younger patient age, female sex, and a shorter life expectancy as

perceived by the patient correlate with increased information

needs.[15]

A consistent finding over the last two decades is that patients

with advanced cancer are typically overly optimistic about their

life expectancies or the potential for cure with cancer-directed

therapies.

In a study of 1,193 patients in the Cancer Care Outcomes

Research and Surveillance (CanCORS) Consortium, a

significant majority of patients with advanced lung or

colorectal cancer did not understand that treatment was not

curative. Sixty-nine percent of patients did not understand

that chemotherapy was unlikely to cure their cancers.[16]

Patients who were not White, were diagnosed with colorectal

cancer, or reported satisfaction with physician

communication were more likely to report inaccurate

understanding of treatment intent.

Similarly, 64% of patients with incurable lung cancer who

received radiation therapy did not understand that it was not

likely to cure their cancers. Older and non-White patients

were more likely to misunderstand; surrogates of patients

were more likely to understand.[17]

There are many potential barriers to a more accurate

understanding of prognosis, including poor communication by

•

•
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oncology clinicians. However, patients also interpret information

for reasons unrelated to the quality of communication. The

perspectives of patients with advanced cancer who enroll in

phase I clinical trials or surrogate decision makers for patients in

intensive care units (ICUs) provide some insights into why

advanced cancer patients might misinterpret prognostic

information.

Patients’ optimistic expectations of benefit from phase I trials

were associated with a better quality of life, stronger

religious faith, optimism, poorer numeracy (ability to

understand a statistical estimate of treatment outcome), and

monetary risk seeking. They were unrelated to age, gender,

educational level, or functional status.[18]

In a study of 163 patients enrolled in a phase I trial, most

were aware of hospice (81%) or palliative care (84%), but few

considered either choice seriously (hospice, 10%; palliative

care, 7%). Seventy-five percent of patients reported the most

important influence was awareness that their cancer was

growing; 63% of them stated the knowledge that the phase I

drug killed cancer cells was the most important factor in

their decision to enroll.[19]

In a study of 80 surrogate decision makers recruited from

the families of ICU patients, most were fairly accurate in their

interpretations of quantitative information and less

ambiguous qualitative estimates by ICU physicians. However,

several potentially relevant sources of prognostic

misunderstanding included the need to express optimism,

the belief that the patients’ fortitude would lead to better-

than-predicted outcomes, and a disbelief that physicians can

predict accurately.[20]

One group of investigators analyzed the prognostic estimates of

917 adults with metastatic colorectal or lung cancer who were

enrolled in the Study to Understand Prognoses and Preferences

for Outcomes and Risks of Treatments and their physicians.[21]

There were three notable findings:

•

•

•
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Patients were more optimistic than physicians.

Physician estimates were more calibrated with the observed

survival than were the patient estimates.

Patients who were more optimistic than their oncologists

were more likely to prefer life-extending treatments.

The poor concordance between patients and oncology clinicians

has been observed in a diverse range of patients, including

patients with acute myeloid leukemia [22] and those considering

allogeneic stem cell transplantation.[23] For additional

information about patient prognostic understanding, see the

Patients’ Interpretations of Prognostic Information section in

Planning the Transition to End-of-Life Care in Advanced Cancer.

Oncologist self-reported practices in prognostic
communication

There is evidence that physicians’ attitudes toward prognostic

communication influence patients’ prognostic awareness. In an

analysis of physician surveys from the Cancer Care Outcomes

Research and Surveillance (CanCORS) Consortium,[24]

investigators reported that patients with metastatic lung or

colorectal cancer were more likely to have an accurate

prognostic awareness if their most important doctor reported

discussing prognosis earlier rather than waiting for deterioration

(18.5% vs. 7.6%; odds ratio, 3.23; 95% confidence interval, 1.39–

7.52; P = .006). Thus, understanding the factors that influence

oncologists’ attitudes is relevant to improving prognostic

communication. Two additional surveys of American oncologists

and communication about prognosis have been published. One

study analyzed the survey responses of 729 oncologists (64%

response rate).[25] Almost all (98%) indicated they would

disclose a terminal prognosis, but 48% indicated they would do

so only when the patient’s preference for disclosure of prognosis

was known. Fewer than half (43%) of the oncologists always

provided an estimate of time until death. Three-quarters of them

indicated they had not received formal training in

communication of terminal prognoses; 96% thought training

•

•
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should be mandatory.

Another study reported that 65% of physicians surveyed

discussed prognosis immediately with asymptomatic patients

who had advanced cancer and anticipated life expectancies of 4

to 6 months.[26] However, fewer physicians would immediately

discuss resuscitation preference (44%), hospice (26%), or

preferred site of death (21%), with most physicians waiting for

patient symptoms to appear or until there were no more

treatments to o!er. Younger physicians, surgeons, and

oncologists were more likely than noncancer specialists to

discuss prognosis.

For more information, see Planning the Transition to End-of-Life

Care in Advanced Cancer.

Discussing Consent for Cancer-Directed
Therapy
Decision making in the setting of a cancer diagnosis presents its

unique set of challenges. The choices can range from curative to

palliative treatment, from surgery to radiation to chemotherapy,

all with a broad potential side e!ect profile that could be either

short- or long-term. There is increasing research into how

providers approach treatment conversations with patients and

how to actively involve them and to make sure their preferences

are an important part of treatment decision making.

The ASCO published a consensus guideline for patient-clinician

communication. In addition to guidance regarding core

communication skills and tasks that apply across the continuum

of cancer care, recommendations address specific topics, such

as discussion of goals of care and prognosis, treatment

selection, EOL care, facilitating family involvement in care, and

clinician training in communication skills. Recommendations are

accompanied by suggested strategies for implementation.

Additional information is available.[7]

When considering how to approach discussions about cancer-
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directed therapy with a patient, a provider should take into

account the patient’s preferred approach to decision making. In

a meta-analysis, 26% of patients preferred active roles, 49%

preferred collaborative roles, and 25% preferred passive roles in

treatment decision making.[27] Forty percent of patients in the

study had discordance between their preferred communication

role and their experience in the clinic setting. Evaluation of a

patient’s preferred communication style should be considered at

initial intake so that clinicians can use the preferred style during

patient encounters for treatment decision making.

Patients with colon and breast cancer were given questionnaires

directly after a consultation with their oncologist and then 3

months later. The questionnaires assessed their preferred and

perceived decision-making styles, physician empathy, and

shared decision making and the impact on patients’ decision

regret.[28] Greater physician empathy was significantly

associated with more shared decision making and less decision

regret. If patients participated less than they desired in their

visits, they reported more decision regret with their follow-up.

This finding emphasizes the need for physician empathy, as well

as the need to match patients’ preferred and perceived roles in

medical decision making to enhance treatment decision making

and minimize regret.

Patients who are candidates for palliative treatment alone can

face di!erent barriers to shared decision making. Faced with

treatment that is not curative, some patients prefer to know less,

and others desire significantly more information about

treatment side e!ects, response rate, and prognosis. Clinical

factors are the primary indicator for treatment options that an

oncologist presents, but if all clinical factors are even, emotion is

a strong influence. When chemotherapy near the EOL is being

considered, oncologists feel that patients drive the desire for the

treatment.[29] Despite that, the majority of patients in another

study clearly desired to receive information on tumor response

(91%) and survival benefit (74%). Oncologists, though, had

di#culty judging the information preferences of individual
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patients.[30]

Transitions in Care, Advance Care Planning,
and EOL Care
E!ective communication between patients, caregivers and

providers is central to transitioning from disease-directed to

comfort-focused treatment plans. Prognostic disclosure; eliciting

patient goals, values and preferences; advance care planning;

and EOL care discussions are integral to providing quality cancer

care. These topics are discussed in detail in Planning the

Transition to End-of-Life Care in Advanced Cancer.

Communication About the Costs of Cancer
Care
The cost of cancer care has attracted increased attention with

the development of new, more expensive chemotherapies,

immunotherapies, and genomic treatment. As reported in 2018,

the average monthly price of anticancer drug therapy was

$13,176 (range, $5,454–$45,004), with an average increase of 9%

from 2006 to 2015.[31] Research on communication and cancer

costs is an emerging field, but data are limited. Communication

about cancer treatment costs have been limited by the lack of

education in medical school about health care systems, quality

improvement, and medical economics. This gap impacts the

physician’s ability to integrate comparative e!ectiveness into

medical decision making.[32] Compounding this deficiency is the

variability of health care costs and insurance drug coverage,

resulting in a lack of transparency in the cost of cancer care.

Although most people in the United States have insurance

coverage, their out-of-pocket costs can still be quite significant,

resulting in double the personal bankruptcy rates of the general

population.[33]

Research shows that the majority of patients want cost-

information discussions with their oncologist or another health

care provider and that most oncologists believe that a cost

discussion is important. However, these conversations are

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.30
https://www.cancer.gov/about-cancer/advanced-cancer/planning/end-of-life-hp-pdq
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.31
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.32
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.33


infrequent.[34,35] In one study, 80% of patients had no negative

feelings toward their oncologist after hearing cost information.

[36] In contrast, the minority of oncologists feel comfortable

discussing costs with patients.[37] One of the concerns related

to cancer treatment cost is medication nonadherence. Patients

with high or overwhelming financial distress or those who

experience a higher financial burden than expected were more

likely to skip doses of chemotherapy, take a reduced dose than

that prescribed, or not fill a prescription at all because of cost.

[34]

In one study, 57% of patients who did have a cost conversation

reported lower out-of-pocket costs. Data show that 52% to 59%

of patients wanted to discuss out-of-pocket costs with their

physician, but most patients did not consider out-of-pocket costs

in their decision making and did not believe their physician

should, either.[38,39]

Research needs to persist in this area. Clinicians should assess

their patients’ level of concern about the cost of cancer therapy

and be willing to address the needs and questions of those in

financial distress or refer them to a financial counselor.

References
1. Baile WF, Buckman R, Lenzi R, et al.: SPIKES-A six-step

protocol for delivering bad news: application to the patient

with cancer. Oncologist 5 (4): 302-11, 2000. [PUBMED

Abstract]

2. Hietanen P, Aro AR, Holli K, et al.: Information and

communication in the context of a clinical trial. Eur J Cancer

36 (16): 2096-104, 2000. [PUBMED Abstract]

3. Buckman R: Communications and emotions. BMJ 325

(7366): 672, 2002. [PUBMED Abstract]

4. Baile WF: Training oncology practitioners in communication

skills. J Pediatr Hematol Oncol 33 (Suppl 2): S115-22,

2011. [PUBMED Abstract]

5. Arber A, Gallagher A: Breaking bad news revisited: the push

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.34
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.35
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.36
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.37
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.34
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.38
https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq#cit/section_8.39
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10964998&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11044647&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12351345&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21952567&dopt=Abstract


for negotiated disclosure and changing practice

implications. Int J Palliat Nurs 9 (4): 166-72, 2003. [PUBMED

Abstract]

6. Back AL, Trinidad SB, Hopley EK, et al.: What patients value

when oncologists give news of cancer recurrence:

commentary on specific moments in audio-recorded

conversations. Oncologist 16 (3): 342-50, 2011. [PUBMED

Abstract]

7. Gilligan T, Coyle N, Frankel RM, et al.: Patient-Clinician

Communication: American Society of Clinical Oncology

Consensus Guideline. J Clin Oncol 35 (31): 3618-3632,

2017. [PUBMED Abstract]

8. Figg WD, Smith EK, Price DK, et al.: Disclosing a diagnosis of

cancer: where and how does it occur? J Clin Oncol 28 (22):

3630-5, 2010. [PUBMED Abstract]

9. Kuroki LM, Zhao Q, Je!e DB, et al.: Disclosing a diagnosis of

cancer: considerations specific to gynecologic oncology

patients. Obstet Gynecol 122 (5): 1033-9, 2013. [PUBMED

Abstract]

10. Parker PA, Baile WF, de Moor C, et al.: Breaking bad news

about cancer: patients' preferences for communication. J

Clin Oncol 19 (7): 2049-56, 2001. [PUBMED Abstract]

11. Simino! LA, Graham GC, Gordon NH: Cancer

communication patterns and the influence of patient

characteristics: disparities in information-giving and

a!ective behaviors. Patient Educ Couns 62 (3): 355-60,

2006. [PUBMED Abstract]

12. Fried TR, Bradley EH, O'Leary J: Prognosis communication in

serious illness: perceptions of older patients, caregivers,

and clinicians. J Am Geriatr Soc 51 (10): 1398-403,

2003. [PUBMED Abstract]

13. Hagerty RG, Butow PN, Ellis PM, et al.: Communicating with

realism and hope: incurable cancer patients' views on the

disclosure of prognosis. J Clin Oncol 23 (6): 1278-88,

2005. [PUBMED Abstract]

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12734453&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21349951&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28892432&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20606078&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24104784&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11283138&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16860520&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=14511159&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15718326&dopt=Abstract


14. Hagerty RG, Butow PN, Ellis PM, et al.: Communicating

prognosis in cancer care: a systematic review of the

literature. Ann Oncol 16 (7): 1005-53, 2005. [PUBMED

Abstract]

15. Elkin EB, Kim SH, Casper ES, et al.: Desire for information

and involvement in treatment decisions: elderly cancer

patients' preferences and their physicians' perceptions. J

Clin Oncol 25 (33): 5275-80, 2007. [PUBMED Abstract]

16. Weeks JC, Catalano PJ, Cronin A, et al.: Patients'

expectations about e!ects of chemotherapy for advanced

cancer. N Engl J Med 367 (17): 1616-25, 2012. [PUBMED

Abstract]

17. Chen AB, Cronin A, Weeks JC, et al.: Expectations about the

e!ectiveness of radiation therapy among patients with

incurable lung cancer. J Clin Oncol 31 (21): 2730-5,

2013. [PUBMED Abstract]

18. Weinfurt KP, Castel LD, Li Y, et al.: The correlation between

patient characteristics and expectations of benefit from

Phase I clinical trials. Cancer 98 (1): 166-75, 2003. [PUBMED

Abstract]

19. Agrawal M, Grady C, Fairclough DL, et al.: Patients' decision-

making process regarding participation in phase I oncology

research. J Clin Oncol 24 (27): 4479-84, 2006. [PUBMED

Abstract]

20. Zier LS, Sottile PD, Hong SY, et al.: Surrogate decision

makers' interpretation of prognostic information: a mixed-

methods study. Ann Intern Med 156 (5): 360-6,

2012. [PUBMED Abstract]

21. Weeks JC, Cook EF, O'Day SJ, et al.: Relationship between

cancer patients' predictions of prognosis and their

treatment preferences. JAMA 279 (21): 1709-14,

1998. [PUBMED Abstract]

22. Sekeres MA, Stone RM, Zahrieh D, et al.: Decision-making

and quality of life in older adults with acute myeloid

leukemia or advanced myelodysplastic syndrome.

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15939716&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18024875&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23094723&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23775958&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12833469&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16983117&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22393131&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=9624023&dopt=Abstract


Leukemia 18 (4): 809-16, 2004. [PUBMED Abstract]

23. Lee SJ, Fairclough D, Antin JH, et al.: Discrepancies between

patient and physician estimates for the success of stem cell

transplantation. JAMA 285 (8): 1034-8, 2001. [PUBMED

Abstract]

24. Liu PH, Landrum MB, Weeks JC, et al.: Physicians' propensity

to discuss prognosis is associated with patients' awareness

of prognosis for metastatic cancers. J Palliat Med 17 (6):

673-82, 2014. [PUBMED Abstract]

25. Daugherty CK, Hlubocky FJ: What are terminally ill cancer

patients told about their expected deaths? A study of

cancer physicians' self-reports of prognosis disclosure. J

Clin Oncol 26 (36): 5988-93, 2008. [PUBMED Abstract]

26. Keating NL, Landrum MB, Rogers SO, et al.: Physician

factors associated with discussions about end-of-life care.

Cancer 116 (4): 998-1006, 2010. [PUBMED Abstract]

27. Singh JA, Sloan JA, Atherton PJ, et al.: Preferred roles in

treatment decision making among patients with cancer: a

pooled analysis of studies using the Control Preferences

Scale. Am J Manag Care 16 (9): 688-96, 2010. [PUBMED

Abstract]

28. Nicolai J, Buchholz A, Seefried N, et al.: When do cancer

patients regret their treatment decision? A path analysis of

the influence of clinicians' communication styles and the

match of decision-making styles on decision regret. Patient

Educ Couns 99 (5): 739-46, 2016. [PUBMED Abstract]

29. Bluhm M, Connell CM, De Vries RG, et al.: Paradox of

Prescribing Late Chemotherapy: Oncologists Explain. J

Oncol Pract 12 (12): e1006-e1015, 2016. [PUBMED Abstract]

30. Oostendorp LJ, Ottevanger PB, van de Wouw AJ, et al.:

Patients' Preferences for Information About the Benefits

and Risks of Second-Line Palliative Chemotherapy and Their

Oncologist's Awareness of These Preferences. J Cancer Educ

31 (3): 443-8, 2016. [PUBMED Abstract]

31. Saluja R, Arciero VS, Cheng S, et al.: Examining Trends in

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=14762444&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11209174&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24742212&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19029419&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20066693&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20873956&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26658703&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27650843&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25985960&dopt=Abstract


Cost and Clinical Benefit of Novel Anticancer Drugs Over

Time. J Oncol Pract 14 (5): e280-e294, 2018. [PUBMED

Abstract]

32. Patel MS, Davis MM, Lypson ML: Advancing medical

education by teaching health policy. N Engl J Med 364 (8):

695-7, 2011. [PUBMED Abstract]

33. Ramsey S, Blough D, Kirchho! A, et al.: Washington State

cancer patients found to be at greater risk for bankruptcy

than people without a cancer diagnosis. Health A!

(Millwood) 32 (6): 1143-52, 2013. [PUBMED Abstract]

34. Bestvina CM, Zullig LL, Rushing C, et al.: Patient-oncologist

cost communication, financial distress, and medication

adherence. J Oncol Pract 10 (3): 162-7, 2014. [PUBMED

Abstract]

35. Henrikson NB, Tuzzio L, Loggers ET, et al.: Patient and

oncologist discussions about cancer care costs. Support

Care Cancer 22 (4): 961-7, 2014. [PUBMED Abstract]

36. Kelly RJ, Forde PM, Elnahal SM, et al.: Patients and

Physicians Can Discuss Costs of Cancer Treatment in the

Clinic. J Oncol Pract 11 (4): 308-12, 2015. [PUBMED Abstract]

37. Shih YT, Chien CR: A review of cost communication in

oncology: Patient attitude, provider acceptance, and

outcome assessment. Cancer 123 (6): 928-939,

2017. [PUBMED Abstract]

38. Zafar SY, Chino F, Ubel PA, et al.: The utility of cost

discussions between patients with cancer and oncologists.

Am J Manag Care 21 (9): 607-15, 2015. [PUBMED Abstract]

39. Bullock AJ, Hofstatter EW, Yushak ML, et al.: Understanding

patients' attitudes toward communication about the cost of

cancer care. J Oncol Pract 8 (4): e50-8, 2012. [PUBMED

Abstract]

Communication in Pediatric Oncology

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29601250&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21345098&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23676531&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24839274&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24276955&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26015459&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27893929&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26618364&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23180999&dopt=Abstract


In recent years, high-quality communication has been identified

as both a standard of care and a top research priority in the

fields of pediatric oncology and pediatric palliative care.[1,2]

Prognostic Communication With Parents
Over the past decade, clinical research has helped provide

insight into improving prognostic communication in pediatric

oncology. Many parents find news about their child’s prognosis

upsetting, but they want to hear as much information as

possible.[3,4] When information is upsetting, they tend to want

more detail.[3] Instead of extinguishing hope, honest prognostic

communication promotes it by facilitating informed decision

making, even when the prognosis is poor.[5-7]

One study confirmed these findings in a longitudinal,

prospective, questionnaire-based cohort study. In a survey of

156 parents of children with cancer who were treated at two

academic pediatric hospitals, the vast majority wanted to hear

about prognosis in as much detail as possible, and 85%

considered a numeric estimate to be important. This desire for

detailed information did not change with time. At the time of

diagnosis and at 4 months and 12 months later, 87%, 85%, and

84% of parents, respectively, preferred to hear about prognosis

in as much detail as possible. Furthermore, parents were more

likely to be satisfied with prognostic disclosure if it had been

discussed at diagnosis and then again before the 4-month point.

[8] However, the same study population also reported receiving

high-quality physician communication and had a trusting

relationship with their child’s oncologist, despite reporting overly

optimistic prognostic estimates.[9]

A study also evaluated the impact of race and ethnicity in

prognostic communication among 357 parents of children with

cancer and their physicians.[10] Again, regardless of race,

parents wanted as much detail as possible about the child’s

prognosis. Physicians in this study incorrectly estimated the

needs of minority patients.
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Communication Regarding Clinical Trials
Participating in cancer clinical trials requires parents to weigh

the potential benefit of longer survival against the potential risk

of unknown or increased toxicities. Most children in the United

States with newly diagnosed cancer participate in a clinical

research trial. A multisite study of the informed consent

communication process for randomized controlled trials for

childhood leukemia revealed that 50% of the 137 parents

enrolled did not understand the randomization process.[11]

In general, children aged 7 to 18 years must provide their assent

before enrolling in a trial. However, a study of 37 children with

cancer who were enrolled in a clinical trial revealed that 51% did

not know or recall that their treatment involved research. In

addition, although all expressed a desire to be involved in

decision making, 49% did not recall having a role in the decision

to enroll in the trial.[12] A study looking at parents’ and

adolescents’ inclinations toward a study involving intensified or

reduced therapy revealed divergent inclinations, highlighting the

need for communication with both parents and adolescents

during the informed consent process.[13]

Phase I clinical trials in particular require clear communication

between provider and parent or patient, given that these trials

o!er minimal prospect of direct benefit to the child. In one

study, 85 informed-consent conferences for phase I research

between June 2008 and May 2011 were directly observed, and

60 parents were subsequently interviewed. Results showed that

only 32% of parents demonstrated a substantial understanding

of the scientific purpose of phase I cancer trials.[14] On the basis

of these results, attempts to develop tools to improve

communication have been published.[15]

Prognostic Communication With Children
Studies show that children wish to be informed about their

illness and plans for treatment.[16] Although children’s

information needs may be age dependent, most children worry
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about the impact of the disease and medical treatments on their

daily lives and on others around them. Studies also show that

when information—even if unfavorable—is withheld from

children, the silence exacerbates the child’s fears and fantasies.

[17] A study published in 2018 explored the development of an

understanding of death in a group of 136 children aged 4 to 11

years.[18] It found that children understood key aspects of death

as young as age 4 or 5 years, with the understanding of

irreversibility and the cessation of mental and physical processes

also emerging during early childhood.

In a cross-sectional study of 131 caregivers of children who died

of cancer, two-thirds of caregivers reported talking to their child

about death or dying.[19] When asked how sta! could best

support caregivers to have these conversations, most caregivers

suggested o!ering resources on how to have these

conversations with a child. Few caregivers wanted clinicians to

talk to the child themselves or be in the room while the caregiver

talked to the child.

Communication With Adolescents
Navigating communication with adolescents with serious,

potentially progressive illness can be challenging. There are

ethical issues of autonomy, as well as a general lack of evidence

regarding the exact timing and extent of information sharing.

[20] Studies indicate that although most adolescents with long-

term illness want to participate in medical decision making,

when and how much they want to be involved are variable.

[21,22] A single-institution longitudinal study on prognostic

communication for adolescents and young adults found that

85% found prognostic information was very important/extremely

important at the time of diagnosis. This number increased to

96% of patients 4 months after diagnosis. While most

adolescents and young adults were satisfied with the amount of

prognostic information they received, a sizable minority (19%–

21%) desired additional information.[23][Level of evidence: II] A

study of teens with advanced cancer suggested not only that

they are capable of participating in complex decision making, but
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also that nearly all understand the consequences of their end-of-

life (EOL) decisions and care about how they a!ect surviving

friends and family.[24] Finally, a study of bereaved caregivers of

adolescents and young adults cited delayed or absent

communication about prognosis as a barrier to optimal EOL

care.[25]

Communication With Siblings
Siblings of children with cancer experience psychosocial distress

during cancer therapy and after bereavement. In a study of 174

siblings of children who died of cancer, the siblings reported

poor knowledge and experienced a lack of communication about

the death of their brother or sister. Siblings who reported a lack

of communication surrounding the death of their brother or

sister reported higher levels of anxiety 2 to 9 years after the loss.

[26] Of these 174 bereaved siblings, 108 participated in a survey

in which 56% suggested that providers communicate better

medical information. Other suggestions included giving parents

more guidance on how to communicate with siblings and

incorporate them into the care of the patient with cancer.[27]

Similarly, a cross-sectional, survey-based study of bereaved

siblings reported dissatisfaction with communication as a factor

in higher distress scores.[28]

Communication With a Child Whose Parent
Has Cancer
A child whose parent has a diagnosis of advanced cancer

experiences high levels of distress. A study of 28 families

indicated that children wanted honest information from a variety

of sources, including health professionals, and access to

confidential conversations to avoid upsetting the ill parent.[29]

In another study, 279 fathers widowed by cancer completed a

survey about their own depression and bereavement symptoms,

their wife’s illness, and EOL parental communication priorities.

The study supports the importance of parental communication

with children about death. Parents with terminal cancer

identified illness-related communication with children as a
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source of concern, and many reported that they lacked the

necessary confidence or information to e!ectively communicate

with their children.[30]
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Latest Updates to This Summary
(06/22/2023)

The PDQ cancer information summaries are reviewed regularly

and updated as new information becomes available. This section

describes the latest changes made to this summary as of the

date above.

Communication in Pediatric Oncology

Added text about a cross-sectional study of 131 caregivers of

children who died of cancer, in which two-thirds of caregivers

reported talking to their child about death or dying. Most

caregivers suggested o!ering resources on how to have these

conversations with a child. Few caregivers wanted clinicians to

talk to the child themselves or be in the room while the caregiver

talked to the child (cited Kenney et al. as reference 19).

http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26260031&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26669875&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24880001&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18684513&dopt=Abstract
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28012678&dopt=Abstract


This summary is written and maintained by the PDQ Supportive

and Palliative Care Editorial Board, which is editorially

independent of NCI. The summary reflects an independent

review of the literature and does not represent a policy

statement of NCI or NIH. More information about summary

policies and the role of the PDQ Editorial Boards in maintaining

the PDQ summaries can be found on the About This PDQ

Summary and PDQ® Cancer Information for Health

Professionals pages.

About This PDQ Summary

Purpose of This Summary
This PDQ cancer information summary for health professionals

provides comprehensive, peer-reviewed, evidence-based

information about communicating with the cancer patient and

his or her family. It is intended as a resource to inform and assist

clinicians in the care of their patients. It does not provide formal

guidelines or recommendations for making health care

decisions.

Reviewers and Updates
This summary is reviewed regularly and updated as necessary by

the PDQ Supportive and Palliative Care Editorial Board, which is

editorially independent of the National Cancer Institute (NCI).

The summary reflects an independent review of the literature

and does not represent a policy statement of NCI or the National

Institutes of Health (NIH).

Board members review recently published articles each month

to determine whether an article should:

be discussed at a meeting,

be cited with text, or

replace or update an existing article that is already cited.

•

•

•

https://www.cancer.gov/publications/pdq/editorial-boards/supportive-care
https://www.cancer.gov/publications/pdq
https://www.cancer.gov/publications/pdq/editorial-boards/supportive-care


Changes to the summaries are made through a consensus

process in which Board members evaluate the strength of the

evidence in the published articles and determine how the article

should be included in the summary.

The lead reviewers for Communication in Cancer Care are:

Katharine Brock, MD, MS (Children's Healthcare of Atlanta)

Larry D. Cripe, MD (Indiana University School of Medicine)

Natalie Jacobowski, MD (Nationwide Children's Hospital)

Tammy I. Kang, MD, MSCE, FAAHPM (Texas Children's

Pavilion for Women)

Kristina B. Newport, MD, FAAHPM, HMDC (Penn State

Hershey Cancer Institute at Milton S. Hershey Medical

Center)

Rachel A. Pozzar, PhD, RN (Dana-Farber Cancer Institute)

Andrea Ruskin, MD (VA Connecticut Healthcare System)

Joanna J. Sharpless, MD (University of California San

Francisco)

Any comments or questions about the summary content should

be submitted to Cancer.gov through the NCI website's Email Us.

Do not contact the individual Board Members with questions or

comments about the summaries. Board members will not

respond to individual inquiries.

Levels of Evidence
Some of the reference citations in this summary are

accompanied by a level-of-evidence designation. These

designations are intended to help readers assess the strength of

the evidence supporting the use of specific interventions or

approaches. The PDQ Supportive and Palliative Care Editorial

Board uses a formal evidence ranking system in developing its

level-of-evidence designations.

Permission to Use This Summary

•

•

•

•

•

•

•

•

https://www.cancer.gov/contact/email-us
https://www.cancer.gov/publications/pdq/levels-evidence/supportive-care


PDQ is a registered trademark. Although the content of PDQ

documents can be used freely as text, it cannot be identified as

an NCI PDQ cancer information summary unless it is presented

in its entirety and is regularly updated. However, an author

would be permitted to write a sentence such as “NCI’s PDQ

cancer information summary about breast cancer prevention

states the risks succinctly: [include excerpt from the summary].”

The preferred citation for this PDQ summary is:

PDQ® Supportive and Palliative Care Editorial Board. PDQ

Communication in Cancer Care. Bethesda, MD: National Cancer

Institute. Updated <MM/DD/YYYY>. Available at:

https://www.cancer.gov/about-cancer/coping/adjusting-to-

cancer/communication-hp-pdq. Accessed <MM/DD/YYYY>.

[PMID: 26389370]

Images in this summary are used with permission of the

author(s), artist, and/or publisher for use within the PDQ

summaries only. Permission to use images outside the context

of PDQ information must be obtained from the owner(s) and

cannot be granted by the National Cancer Institute. Information

about using the illustrations in this summary, along with many

other cancer-related images, is available in Visuals Online, a

collection of over 2,000 scientific images.

Disclaimer
The information in these summaries should not be used as a

basis for insurance reimbursement determinations. More

information on insurance coverage is available on Cancer.gov on

the Managing Cancer Care page.

Contact Us
More information about contacting us or receiving help with the

Cancer.gov website can be found on our Contact Us for Help

page. Questions can also be submitted to Cancer.gov through

the website’s Email Us.

https://www.cancer.gov/about-cancer/coping/adjusting-to-cancer/communication-hp-pdq
https://visualsonline.cancer.gov/
https://www.cancer.gov/about-cancer/managing-care
https://www.cancer.gov/contact
https://www.cancer.gov/contact/email-us
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If you would like to reproduce some or all of this content, see Reuse
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Care (PDQ®)–Health Professional Version was originally published
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https://www.cancer.gov/policies/copyright-reuse

