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An understanding of patients’ care goals in the context of a serious illness is an essential
element of high-quality care, allowing clinicians to align the care provided with what is most
important to the patient. Early discussions about goals of care are associated with better
quality of life, reduced use of nonbeneficial medical care near death, enhanced goal-consistent
care, positive family outcomes, and reduced costs. Existing evidence does not support the
commonly held belief that communication about end-of-life issues increases patient distress.
However, conversations about care goals are often conducted by physicians who do not know
the patient, do not routinely address patients’ nonmedical goals, and often fail to provide
patients with sufficient information about prognosis to allow appropriate decisions; in
addition, they tend to occur so late in the patient’s illness that their impact on care processes is
reduced. This article (1) reviews the evidence and describes best practices in conversations
about serious illness care goals and (2) offers practical advice for clinicians and health care
systems about developing a systematic approach to quality and timing of such communication
to assure that each patient has a personalized serious illness care plan. Best practices in
discussing goals of care include the following: sharing prognostic information, eliciting
decision-making preferences, understanding fears and goals, exploring views on trade-offs
and impaired function, and wishes for family involvement. Several interventions hold promise
in systematizing conversations with patients about serious illness care goals: better education
of physicians; systems to identify and trigger early discussions for appropriate patients; patient
and family education; structured formats to guide discussions; dedicated, structured sections
in the electronic health record for recording information; and continuous measurement. We
conclude that communication about serious illness care goals is an intervention that should be
systematically integrated into our clinical care structures and processes.
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ffective communication plays a major role in facilitating ad-

aptation toillness realities, appropriate decision making, and

quality of life"? throughout the trajectory of a serious ill-
ness. As patients approach the end of life, communication about
goals of care and planning is a key element in helping assure that pa-
tients receive the care they want, in alleviating anxiety, and in sup-
porting families.3 Effective communication supports, not only end-
of-life care, but quality of life throughout the illness trajectory, even
if death is not an imminent outcome.

In this review, we evaluate current practices in communica-
tion about serious illness, their effects on patients, and factors that
may influence these practices; we conclude by identifying best
practices in communication about goals of care in serious illness,
primarily in the ambulatory setting. On the basis of this assess-
ment, we propose a systematic approach, informed by evidence,
to help assure that each seriously ill patient has a personalized
serious illness treatment plan. The most common clinical condi-
tions relevant to this discussion include cancer, congestive heart
failure, chronic obstructive pulmonary disease, and chronic kidney
disease and/or end-stage renal disease. This work was undertaken
as part of the American College of Physicians (ACP) High Value
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Care Initiative and subsequently endorsed by the High Value Task
Force of the ACP.

Methods

We conducted a narrative review of evidence about advance care
planning and end-of-life communication practices to provide clini-
cians with practical, evidence-based advice. Both observational and
intervention studies were included, as well as indirect evidence from
high-quality studies of palliative care specialist interventions that ad-
dress the impact of communication about serious illness care plan-
ning on outcomes. We use the term serious illness care goals to in-
clude discussions about goals of care, advance care planning, and
end-of-life discussions for patients with serious illness to empha-
size the targeted population and the potential impact on these dis-
cussions, not just for the very end of life but for care throughout the
course of serious illness. In citing specific studies, we use the terms
(eg, end-of-life care) used by the authors (see eMethods in the
Supplement for a detailed description of methodology). For a sum-
mary of the ACP High Value Care Advice, see Box 1.
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Box 1. Summary of the American College of Physicians (ACP) High Value Care Advice on Communication in the Care of Patients

With Serious and Life-Threatening lliness

Disease or Condition

Communication for patient with serious and life-threatening illness.

Target Audience

Internists (including oncologists, cardiologists, nephrologists, and
intensivists), family physicians, and other clinicians who care for

patients with serious and life-threatening illness.

Target Patient Population

All patients with serious and life-threatening illness.?

Indications for Communication
Examples:

Solid tumor with metastases, hypercalcemia, or spinal cord

compression.

CHF, class Il or IV with 2 or more hospitalizations.

CKD, on dialysis, age 75 years or older.

COPD, on home oxygen with FEV1less than 35% predicted.

All patients whose physicians answer “no” to the following ques-
tion: “"Would you be surprised if this patient died in the next year?”

Evidence That Early Communication About Goals of Care

and End-of-Life Preferences Improves Care

End-of-life conversations are associated with better quality of life,
reduced use of life-sustaining treatments near death, earlier hospice
referrals, and care that is more consistent with patient preferences.

Patients who received early palliative care showed significantimprove-
ments in quality of life and mood, and survived 25% longer.?

Patients who engaged in advance care planning were more likely to have

their wishes known and followed.

Preparation for the end of life is associated with improved bereave-

ment outcomes for family.

Potential Harms of Communication

Strong preponderance of evidence shows no increased depression,

anxiety, hopelessness.

Potential Costs of Communication
Increased clinician time.

Harms of Failure to Address Goals of Care and/or End-of-Life Issues
Patient receipt of care not consistent with personal goals.

Worse quality of life.
Prolonged death with increased suffering.
Worse bereavement outcomes for family members.

Increased costs without benefit to patients.

Current Serious lllness Communication Practices

A consistent and large body of mostly observational research shows
that patient, physician, and system factors all contribute to defi-

ciencies in serious illness care communication.®”

Patient Factors
Patient Emotions

Patient emotions may inhibit discussion and understanding. Anxi-
ety and denial are 2 critical patient-related factors that regularly

jamainternalmedicine.com

Barriers to Communication
Patient factors: anxiety, denial, desire to protect family members.

Clinician factors: lack of training, comfort, and time, difficulties in
prognostication.

System factors: life-sustaining care is the default, no systems for
end-of-life care, poor systems for recording patient wishes, ambiguity
about who is responsible.

Approaches to Overcome Barriers to Communication

About Patient Values and Goals

Provide communication training for clinicians, especially about
prognostication.

Improve documentation and exchange of information about patient
values and goals through information technology.

Create real-time monitoring and feedback on performance for
clinicians.

ACP High Value Care Advice

Communication about goals of care is a low-risk, high-value interven-
tion for patients with serious and life-threateningillness; these discus-
sions should begin early in the course of life-limiting illnesses. Ideally,
communication about serious illness care goals should come from the
patient’s primary clinician even when a team of clinicians is involved with
the patient’s care. Early discussions about end-of-life care issues are as-
sociated with improved patient outcomes, including better quality of
life, reduced use of nonbeneficial medical care near death, and care
more consistent with patients’ goals. This approach is also associated
with improved family outcomes and reduced costs. Key elements of a
system to help assure that every patient has a personalized seriousill-
ness care plan include training clinicians, identifying patients at risk of
dying, preparing and educating patients, “triggering"” physicians to con-
duct discussions at the appropriate time, having a structured commu-
nication format for goals of care discussions, establishing a system to
assure documentation of these discussions, and using metrics to mea-
sure performance. The ACP supports the need for improving our ap-
proach to serious illness and end-of-life care, as well as the system
changes needed to assure thoughtful and timely communication with
patients and their family members across all health care settings.

2 Serious illness (life expectancy <1year).

b Evidence shows that palliative care consultation is approximately 50%
communication and patient education.

Abbreviations: CHF, congestive heart failure; CKD, chronic kidney disease;
COPD, chronic obstructive pulmonary disease; FEV1, forced expiratory volume
in the first second.

contribute to challenges in discussing serious illness care goals. All
patients with a serious illness experience some anxiety; one-
quarter to one-half of all patients with advanced cancer experience
significant anxiety symptoms, and 2% to 14% have anxiety
disorders.2 Clinicians describe titrating discussions of end-of-life
issues with patients to avoid overwhelming patients with anxiety.
Avoidance may, in turn, make it more difficult for distressed
patients to accept the realities of their illness and to engage in real-
istic planning for the future.

Denial of terminal illness is common and can be “healthy” if it
facilitates adaptation. However, when denial impairs patients’
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ability to appreciate reality and engage in an informed manner
with key decisions, it becomes maladaptive. Denial tends to be
amplified in situations of high anxiety and crisis, such as hospital-
ization; in such situations, patients often lack cognitive and emo-
tional resources to manage strong feelings and difficult decisions,
such as those related to end-of-life care.? Although guidelines
recommend that initial discussions of goals of care and end-of-life
preferences are best conducted when the patient is relatively
stable,® the majority (55%) of first discussions in a large cancer
population took place in the inpatient setting.?

In a recent study of patients with either metastatic lung or colo-
rectal cancer, most (69% of those with lung cancer and 81% of those
with colon cancer) did not understand that chemotherapy was very
unlikely to cure their cancer.'® The contribution of misunderstanding
driven by patient emotions, as opposed to inadequate disclosure, is
not known. One of the ramifications of this finding, however, is that
anxiety, denial, and misunderstanding may make it difficult for pa-
tients to consider end-of-life care options such as hospice, even when
such an option may be well-aligned with the patient’s priorities.”

Patient Expectations

Patients, in general, expect their physicians toinitiate discussions about
advance care planning and end-of-life preferences.™ In this context,
physician reluctance to broach these issues may prevent them from
occurring at all, leaving physicians to make decisions about care with-
out adequate information about patients’ wishes.

Differences in Patient Preferences

There is dramatic geographic variation in the use of intensive care
services across the United States, leading to considerable variation
in costs. Questions have been raised about whether intensive care
that is provided in high-use geographic areas is beneficial.™®'* Data
suggest that differences in patient preferences are unlikely to ex-
plain regional variations in use of aggressive care at the end of life."

Physician Factors

Physician attitudes appear to have considerable impact on whether
and when these discussions occur, with physicians describing re-
luctance to initiate them when the patient appears well, does not
have symptoms, or has not exhausted all treatment options.’® Time
constraints are cited by many physicians as a significant barrier'” to
end-of-life discussions.

End-of-Life Communication Training

Many physicians feel poorly prepared to conduct end-of-life
conversations.'® Although oncologists, nephrologists, and other cli-
nicians need to communicate about end-of-life care with patients
frequently (an average of 35 times a month for oncologists)'® and
express astrong desire for more learning about end-of-life commu-
nication, few trainees report receiving adequate training in commu-
nication about end-of-life issues.?° For example, 72% of nephrol-
ogy fellows report lack of preparation to manage the end-of-life care
of a patient who stops dialysis and 73% were not taught how to com-
municate that a patient was dying.?'

Comfort Level in Discussing End-of-Life Issues
Talking about death and dying can be distressing to patients and phy-

sicians alike. Physician barriers appear to be more common than pa-
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tient barriers to end-of-life communication.'® Physicians report that
they arereluctant toinitiate end-of-life discussions and are uncom-
fortable with the process because these discussions stir up difficult
emotions.2? Many physicians feel inadequate in managing the emo-
tional and behavioral reactions of patients.?3

Timing of Discussions

Physicians do not routinely initiate end-of-life discussions until late
in the course of illness. In a large, population-based prospective
cohort study of patients with metastatic lung and colorectal can-
cer, the first conversation about end-of-life care took place an
average of 33 days before death.?* Similarly, a large study of
patients receiving dialysis found that 90% reported that their phy-
sicians had not discussed prognosis with them,” despite an annual
mortality rate of 22%.

One effect of delay in discussions about end-of-life goals is that
discussions of care options, such as hospice, which are associated
with consistently superior outcomes for both patients and family
members, occur very late in the patient's disease trajectory; 15% of
hospice patients are referred in their last week of life, where ben-
efits that accrue over time to the patient and family may be
limited.?>2 Earlier discussions about the realities of an advancing
illness and the role of hospice care in meeting patient goals allows
patients to choose the care trajectory that will best meet their goals.?”
Indeed, in a study of patients with gastrointestinal cancers examin-
ing potentially avoidable hospitalizations, rehospitalizations were
6 times less frequent in patients whose physician had discussed the
option of hospice care.?®

Uncertainty About Prognostic Accuracy

While a majority of patients want to discuss prognosis with physi-
cians and the discussions are intimately linked to good personalized
clinical decision making, many physicians hesitate to provide informa-
tion because of uncertainty about prognostic accuracy and fear of
harming the patient.2® When they do discuss prognosis, physicians tend
to be overly optimistic and to “shade” prognostic estimates in a favor-
abledirection.° These practices influence patient decision making: pa-
tients with cancer who believed they were likely to live at least 6 months
made decisions in favor of more interventions compared with pa-
tients who thought that there was at least a10% chance of death within
6 months.3' A subsequent study showed that these optimistic pa-
tients did, indeed, receive more life-sustaining treatments.>?

Addressing Patients' and Families' Psychosocial Concerns
Physicians often do not address patients’ and families' psychoso-
cial concerns, including those about dying. Physicians tend to fo-
cus ondiagnoses, treatments, and procedures in discussions about
medical care at the end of life. While survival and treatment consid-
erations are certainly significant to patients, the broad range of hu-
man concerns about the end of life—for loved ones, for spiritual well-
being, for having the opportunity to say good bye, forindependence
and control, for comfort>3—are often inadequately understood and
integrated by physicians into the patient's overall treatment plan.
Palliative care experts tend to explore these nonmedical issues and
to be more patient centered in their discussions with patients about
goals of care and end-of-life planning.

Patients regularly bring up concerns related to dying with their
physicians to which the physicians do not respond.>* In a study of
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patients with congestive heart failure, 18% of patients expressed con-
cerns about dying; physicians followed up on only 16% of these
concerns.3* Physicians frequently avoid these discussions by hedg-
ing (eg. not committing to a prognosis estimate when questioned)
or changing the subject (eg, discussing diagnostic tests).34:3>

System Factors
Life-Sustaining Treatment as Default

Although over 70% of the Medicare population want interven-
tions designed to palliate suffering at the end of their lives, even if
it means living for less time,'® our health care system is oriented
toward providing life-sustaining treatment, unless a patient
actively chooses against it. In the absence of conversations about
prognosis, goals, and outcomes of treatment, patients do not have
the opportunity to express their values and preferences, leading
clinicians to assume that patients want additional interventions,
even late in the illness. For example, among patients with chronic
kidney disease receiving dialysis, 61% regretted initiating dialysis;
52% reported that dialysis was chosen because it was the physi-

cian's wish.”

Recent research suggests that more interventions and life-
sustaining treatments are associated with poorer patient quality of
life and higher levels of family distress.">® Most patients wish to die
at home and to avoid invasive measures, "8 yet most (52%) diein
institutional settings, including hospitals and nursing homes,3® and
29% die after astay in the intensive care unit in the last 3 months of
life.#°-*2 In cancer care, palliative chemotherapy is used frequently
in the last 3 months of life, with 12% of patients receiving chemo-
therapy within 14 days of death.*°*3 However, there appears to be
no additional survival benefit in continuing treatment within 14 days
of death.** While it is difficult to prospectively ascertain that a pa-
tient is within their last 2 weeks of life, and some patients will ap-
propriately receive chemotherapy during this time, patients whore-
ceive chemotherapy in the last 2 weeks are less likely (51% vs 81%)
to enroll in hospice or enroll late.** Receipt of palliative chemo-
therapy in the last 4 months of life was associated with an in-
creased risk of undergoing cardiopulmonary resuscitation, mechani-
cal ventilation, or both and of dying in an intensive care unit>®; thus,
chemotherapy in the last 14 days of life has been proposed as anin-

dicator of poor-quality care.*®

While numerous commonly used treatment approaches are ap-
propriate for patients for whom the goal is life prolongation (eg, mini-
mization of opioid use, hospitalization, intensive care unit admis-
sion), many of these treatments are inappropriate and ineffective
for patients with very advanced disease. Conversely, patients who
are approaching the end of life want and benefit from intensive psy-
chosocial and spiritual support, careful but intensive use of medi-
cation for pain and other symptoms, and care in the home.>3 Be-
cause patients often are not aware that they are at the end of life,
they may overuse life-prolonging treatment and underuse services

that support quality of life (Box 2).

A Systematic Approach to Serious lliness Care Planning

Patients can plan for the end of life and make decisions about seri-
ous illness care goals through advance care planning—comprehen-
sive, ongoing, patient-centered communication between physi-
cian and patient (or the patient's designated proxy) about values,
treatment preferences, and goals of care.>® The reported preva-
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Box 2. Therapies With Potential Overuse and Underuse

Potential Overuse

Life-sustaining therapies at end of life’>"®
Chemotherapy*?

Radiation therapy*®

Intensive care unit admission®'

Surgery*®

Feeding tubes*’

Imaging*®

Hospitalization3°42

Nonbeneficial medications*®>°

Potential Underuse

Early conversations about serious illness care goals and values?
Hospice with length of stay greater than 14 days®®
Family support3°

Carefully titrated pain control with frequent follow-up®'
Nonpain symptom management

Psychosocial and spiritual support>?

lence in the United States of advance care planning varies between
18% and 70%.%3>° Few health care systems have developed struc-
tures and processes that systematically address advance care plan-
ning, even for patients with serious illness; many physicians lack un-
derstanding of the process of advance care planning and how it
affects care.>®°7

Ambiguity About Who Is Responsible

Although early discussions about serious illness care require discus-
sion in the ambulatory setting, discussions about goals of care are
not routinely integrated into outpatient care. Indeed, the physician
whois providing care for the patient’s serious illness often does not
conduct the goals of care conversation.

Patients report mixed views on their preferences about which
clinician they prefer to engage with in discussing seriousillness care
planning.>®°° Many primary care physicians report being unsure of
their role in discussing preferences for future care when the pa-
tient is cared for by a specialist. Different specialists may have dis-
cussions of goals and treatment options, without adequate com-
munication with other members of the team about what the patient’s
preferences are. Experts suggest that optimal care occurs when the
multiple clinicians involved in the patient's care agree that 1 physi-
cian will assume primary responsibility for addressing and commu-
nicating about end-of-life issues and communicate the outcomes of
these discussions to the entire team.®°

Variation in Location and Quality of Documentation in EHRs

No consistent standard for location and quality of documentation
in electronic health records (EHRs) exists. Electronic health rec-
ords have become a major vehicle for communication about clini-
cal care across a fragmented health system. However, information
about seriousiillness care goals and advance care planning is not read-
ily available or consistently recorded in the EHR for retrieval. Ad-
vance care planning information is found 69% of the time in prog-
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Box 3. Potential Triggers for End-of-Life Communication

by Disease

Cancer®'
Prognosis-related triggers

“Would you be surprised if this patient died in the next year?”

Disease-based/condition-based criteria

All patients with non-small cell lung cancer, pancreatic cancer,

glioblastoma

Patients older than 70 years with acute myelogenous leukemia

Treatment-based identification
Third-line chemotherapy

Chronic Obstructive Pulmonary Disease®

Lack of further treatment options

Functional decline

Symptom exacerbation

Ongoing oxygen requirement

Hospitalizations

Congestive Heart Failure®?

Increased symptoms

Reduced function

Hospitalization

Progressive increase in diuretic need

Hypotension

Azotemia

Initiation of inotrope therapy

First or recurrent shock

End-Stage Renal Disease®3-84
Prognosis-related triggers

“Would you be surprised if this patient died in the next year?"

Albumin level less than 3.5 g/dL
Age (as a continuous variable)
Dementia

Peripheral vascular disease

General
Older than 80 years and hospitalized®

Prognosis-based criteria (http://www.eprognosis.org)®®

ress notes, 43% in scanned documents, and 34% in problem lists,
with many patients having documentation in multiple EHR loca-

tions, often with considerable inconsistencies.®'

Impact of Communication About Serious lliness

Care Preferences

Although potentially time consuming,®? absent, delayed, or inad-
equate communication about end-of-life preferencesis associated with
prolongation of the

dying process, undesired hospitalizations, patient mistrust of the health
64-66

poor quality of life and anxiety, family distress,"*°

care system,3? physician burnout,®® and high costs.

1998 JAMA Internal Medicine December 2014 Volume 174, Number 12

Communication About Serious lliness Care Goals

Improved Clinical Outcomes
In a prospective, multisite study to assess coping of patients with
cancer, investigators found that only 37% of a population of 332 pa-
tients, on average 4 months before death, reported having dis-
cussed end-of-life issues with their physicians.! When conversa-
tions were reported, patients reported better quality of life, received
less aggressive medical care near death, and were referred earlier
to hospice.! Patients who reported having had an end-of-life con-
versation were more likely to know that they were terminally ill, to
report peacefulness, and to desire and receive less-invasive care.®’
Bereavement adjustment for families was also better. However, pa-
tients who were less anxious about dying may have been more re-
ceptive to discussions about end-of-life care than those who were
in more distress about their illness; further research is needed to
clarify the directionality of this association. In a recent randomized
clinical trial (RCT), patients with metastatic lung cancer were ran-
domized at diagnosis to receive concurrent palliative and oncology
care or oncology care alone (with palliative care consultation as
needed).®® Relative to the control population, palliative care pa-
tients had significantly better quality of life and mood, as well as 25%
longer survival.®® The primary focus of the palliative care interven-
tion was on communication, patient education, and planning for care
to address medical realities.®®

Two recent studies of advance care planning in general medical
populations also demonstrated positive results.>’° An RCT of anin-
tervention designed to increase advance care planning discussions
demonstrated that patients who received the intervention and died
within 6 months were more likely to have their wishes known and fol-
lowed (86% vs 30%).3 A separate large study demonstrated that hav-
ing a living will or health care agent was associated with a higher like-
lihood of patients receiving the care they desired at the end of life.”®
Further research is needed to confirm these findings.

No Increase in Anxiety, Depression, and Loss of Hope

In general, the existing evidence does not support the commonly
held belief that communication about goals of care and end-of-
life issues increases patient anxiety, depression, and/or
hopelessness.>>7172 Patients and families want open and honest
information and a balance between realistic information and
appropriate hope.”® A study investigating surrogate decision
makers' attitudes toward balancing hope and truth telling when
discussing prognosis found that giving a sense of false hope or
avoiding discussions about prognosis was viewed as an unaccept-
able way to maintain hope.” Surrogates believed that a realistic
view of a patient’s prognosis allowed them to better support the
patient and each other.”* However, if physicians are not trained to
conduct sensitive, effective discussions, patients may be dis-
tressed by discussing these difficult issues.”

Reduction in Surrogate Distress

Surrogates, usually family members, commonly are required to
assume responsibility for medical decision making for patients
and frequently experience negative sequelae from their role.”” In
a large study of patients older than 60 years, of those patients
who required decisions, 70% did not have decision-making
capacity, leaving decisions to surrogates or to previous advance
directives.”® In a systematic review, the effect of surrogate deci-
sion making had long-lasting negative consequences for a third of
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Box 4. A Systematic Approach to Discussions of Serious lliness Care Goals

Train Clinicians
Interactive case-based sessions with communication skills practice are
effective
Participants show sustained improvement in patient-centered skills
Significant improvement in responses to patients' emotional cues

Clinician training is necessary to enhance effectiveness of checklists,
as in aviation and surgery®6-88

Identify Patients at Risk
Standardize the timing and conduct of early goals of care discussions
by identifying patients at high risk of death in the next year, for
example:
End-stage heart disease with two or more hospitalizations
Poor-prognosis cancers

Patients older than 75 years with end-stage renal disease

“Trigger"” Conversations in the Outpatient Setting Before a Crisis
Develop criteria for appropriate timing of initial discussions (eg, all
patients should have documentation of an initial conversation about
serious illness care goals at the time of initiating second-line
chemotherapy)

Make “triggers" a routine part of ambulatory care

Educate Patients and Families
Initiate discussions before decisions are required

Provide patients with appropriate information about prognosis, based
on their information preferences and the limits of uncertainty

surrogates.”> Common adverse effects cited by surrogates were
stress, guilt over the decisions they made, and doubt regarding
whether they had made the right decisions.”> When surrogates
knew which treatment was consistent with the patient's prefer-
ences, it reduced the negative effect of making decisions.

Reduction in Costs

Direct data on actual costs related to communication about
advance care planning are limited, although there are several stud-
ies examining costs in palliative care.®>¢%7® |n a multisite study
investigating expenses and end-of-life discussions, costs were
35.7% lower among patients reporting having had an end-of-life
discussion, with average cost savings of $1041 per patient in the
last week of life.5* In a lung cancer palliative care RCT, those who
received early and ongoing palliative care experienced fewer inter-
ventions and spent 29% less time in the hospital.5®%° The ongoing
communication about goals of care that is part of palliative care
practice®® may also have played a role in reducing hospitalizations.
Increasing the practice of early end-of-life discussions has been
proposed by experts as 10of 5 key changes that can "bend the cost
curve” for oncology care.””

|
Data Summary

Our review of the evidence demonstrates that there is consistent
but often low- to moderate-quality evidence in the field of oncol-
ogy for the benefits of discussions and emerging evidence in other
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Focus initially on goals and values about care before discussing
procedures

Encourage discussion of nonmedical goals

Encourage patients and their families to reflect on and clarify their
wishes through discussion on an ongoing basis

Use a Checklist or Conversation Guide

Since conversations about seriousiillness care goals are challenging, high
stress, and emotionally difficult for physicians and patients,”®°"%3 use
of a checklist supports clinicians and assures completion of key steps
in the conversations (see Figure)

Improve Communication of Critical Information
in the Electronic Medical Record

Designate a site in the electronic medical record for a “single source
of truth” for recording and retrieval of patients’ values, goals, and
preferences for care, as well as other key information, including:

Health care proxy
Medical orders for life-sustaining treatments

Code status

Measure and Report Performance

Develop appropriate performance standards for high-quality care
that include key indicators related to discussion and documentation
of serious illness care goals

To accelerate improvement, simple measures of the presence of
advance care planning information are likely to be inadequate.
Indicators of quality of discussion are essential

diseases (congestive heart failure, chronic obstructive lung disease,
and chronic kidney disease). Data, especially from oncologic stud-
ies, show substantial and highly consistent associations between
failure and delay in discussing end-of-life care options and poor
outcomes. There is moderate-quality evidence from multiple stud-
ies that discussions do not harm oncology patients. We have not
found any data about the impact of conducting early end-of-life
discussions on subsequent clinician time investments (ie, an
upfront investment of time could save time in the long run). A
large, diverse, and consistent body of evidence demonstrates that
early discussions of serious illness care goals are associated with
beneficial outcomes for patients, without harmful adverse effects
and with potential cost savings. Thus, we believe that there is a
strong rationale for recommending that clinicians initiate early dis-
cussions with all patients with serious illness. However, more
research, using high-quality methods, is needed to strengthen this
conclusion and to better evaluate the impact of these discussions
in nononcologic diseases.

|
Practical Guidance for Clinicians

A systematic, multicomponent intervention holds the greatest po-
tential for improving serious illness care planning and is aligned with
existing evidence. We propose the following steps: train
clinicians”®-8° to enhance competencies in conducting discus-
sions; identify patients at risk; develop “triggers” to assure discus-
sions take place at the appropriate time (Box 3); use a checklist or
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Figure. Serious lliness Conversation Guide
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conversation guide to support clinicians and assure adherence to best

practices®®-88; provide a structured documentation template for se-

rious illness care goals in the EHR®®; and measure performance®®

(Box 4). Key elements that should be addressed with patients are

described in the Figure and include the following:

1. Understanding of Prognosis: Physicians should explore prognos-
tic understanding to ascertain the patient’s degree of aware-
ness and acceptance of the diagnosis andillness course. This will
allow the physician to titrate his or her discussion to address the
patient’s level of understanding”®°""°* and respect patient vul-
nerabilities.

2. Decision Making and Information Preferences: Patient desire for
information about the future can be a significant unmet need in
seriousillness.®®> Understanding the patient’s preferences forin-
formation and for involvement in decision making allows the phy-

2000 JAMA Internal Medicine December2014 Volume 174, Number 12

sician to provide desired information, helps the patient retain con-
trol, and gives the physician confidence in proceeding further into
a difficult discussion.

. Prognostic Disclosure: The physician has a responsibility to pro-

vide patients with information about prognosis to the degree de-
sired by the patient (and within the limits knowable to the phy-
sician) to enable patients to factor this information into their
decisions.®® Information about what to expect about their ill-
ness, is considered "very important” by nearly all patients.?%33

. Patient Goals: Afocus onthe broad array of goals that persons have

for their health and well-being aids the physician in tailoring ad-
vice to address key patient life priorities and creating a personal-
ized care plan. Furthermore, a focus on key goals allows the pa-
tient to retain a sense of purpose and control, which are antidotes
to the hopelessness and despair that can arise in serious iliness.
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Table. Communication Tips

Do

Don't

Give a direct, honest prognosis®®-10*

Provide prognostic information as a
range; acknowledge uncertainty, eg,
“we think you have weeks to a small
number of months, but it could be
shorter or longer”103

Allow silence'®*

Acknowledge and explore

Avoid responding to a patient request
for information about prognosis'©®?

Provide vague, eg, “incurable” or
overly specific information, eg, “you
have 6 months”

Talk more than half the time'%*

Provide factual information in

emotions'®®

Focus on the patient’s quality of life,
goals, fears, and concerns®?

response to strong emotions
Focus on medical procedures'®®

5. Fears: Fears about future suffering are amajor component of pa-
tient distress.®” Understanding the source and nature of these
fears allows the patient to feel understood and supported and
can allow the clinician to provide appropriate reassurance and to
focus therapies to address patient concerns.

6. Acceptable Function: Patients view impairments in function dif-
ferently and make different choices based on these perspec-
tives. For some patients, maintenance of cognitive functionis a
sine qua non for existence to feel worthwhile; other patients may
believe that not being able to eat or provide self-care are intol-
erable deficits that would make them ready to stop or reduce
medical treatments. An opportunity to express views of critical
abilities and tolerable and intolerable states helps guide these
complex decisions.

7. Trade-offs: Patients may view time in the hospital, invasive pro-
cedures, or treatments differently, particularly when weighing
these against the value of time at home or quality of life. Allow-
ing patients to reflect on the trade-offs that might be necessary
to achieve different outcomes promotes informed decision
making.

8. Family Involvement: Patients vary in how involved they want fam-
ily members to be and how much they want their own values, as
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opposed to those of family members, to determine care at the
end of life.®® Family understanding of patient goals and prefer-
ences is associated with better outcomes for family members.”*
By exploring these issues with the patient, the clinician can help
the patient develop a plan for engaging family members in these
critical discussions.

|
Basic Principles of End-of-Life Communication

- Patients want the truth about prognosis.®

« You will not harm your patient by talking about end-of-life issues.

* Anxiety is normal for both patient and clinician during these
discussions.'°

- Patients have goals and priorities besides living longer.>

« Learning about patient goals and priorities empowers you to pro-
vide better care.

« For communication tips, see the Table.

. |
Conclusions

Although care of patients with seriousillness has improved over the
past 15 years, with the growth of hospice use and access to hospital
and clinic-based palliative care services, many opportunities forim-
proving serious illness care still exist. Nonpalliative care specialists
will continue to be responsible for much of this care. Evidence s ac-
cumulating of the value of early discussions with patients about se-
rious illness care goals as a key process forimproving end-of-life out-
comes. Conversations about serious illness care goals should be
routinely integrated into clinical care processes by all physicians who
care for this population of patients. Quality improvement prin-
ciples teach us that identification of patients at high risk of death,
clinician education, and instituting a systematic approach offer the
best prospects of improving care.

REFERENCES
1. Wright AA, Zhang B, Ray A, et al. Associations

Published Online: October 20, 2014.
doi:10.1001/jamainternmed.2014.5271.

Author Contributions: Drs Bernacki and Block had
full access to all of the data in the study and take
responsibility for the integrity of the data and the
accuracy of the data analysis.

Study concept and design: Bernacki, Block.
Acquisition, analysis, or interpretation of data:
Bernacki, Block.

Drafting of the manuscript: Bernacki, Block.
Critical revision of the manuscript for important
intellectual content: Bernacki, Block.

Obtained funding: Bernacki, Block.
Administrative, technical, or material support:
Bernacki.

Study supervision: Block.

Author Affiliations: Division of Adult Palliative
Care, Department of Psychosocial Oncology and
Palliative Care, Dana-Farber Cancer Institute,
Boston, Massachusetts (Bernacki, Block); Ariadne
Labs, Brigham and Women's Hospital & Harvard
School of Public Health, Boston, Massachusetts
(Bernacki, Block); Division of Aging, Department of

jamainternalmedicine.com

Care, Harvard Medical School, Boston,
Massachusetts (Bernacki, Block); Departments of
Psychiatry and Medicine, Brigham and Women's
Hospital, Boston, Massachusetts (Block).

Conflict of Interest Disclosures: None reported.

Funding/Support: Financial support for the
development of this guideline comes exclusively
from the American College of Physicians (ACP)
operating budget. This work was supported by
Partners Healthcare and the Charina Foundation.

Role of the Funder/Sponsor: The ACP provided
input into the design and conduct of this review,
including the analysis and interpretation of the data
and approval of the manuscript. The funding
organizations had no role in the collection and
management of the data; preparation and review of
the manuscript; and decision to submit the
manuscript for publication.

Additional Contributions: Atul Gawande, MD,
Brigham and Women's Hospital, contributed in the
development of the Serious lllness Conversation
Guide (Figure).

between end-of-life discussions, patient mental
health, medical care near death, and caregiver
bereavement adjustment. JAMA. 2008;300(14):
1665-1673.

2. Mack JW, Cronin A, Taback N, et al. End-of-life
care discussions among patients with advanced
cancer: a cohort study. Ann Intern Med. 2012;156(3):
204-210.

3. Detering KM, Hancock AD, Reade MC, Silvester
W. The impact of advance care planning on end of
life care in elderly patients: randomised controlled
trial. BMJ. 2010;340:¢1345.

4. Leung JM, Udris EM, Uman J, Au DH. The effect
of end-of-life discussions on perceived quality of
care and health status among patients with COPD.
Chest. 2012;142(1):128-133.

5. Davison SN, Simpson C. Hope and advance care
planning in patients with end stage renal disease:
qualitative interview study. BMJ. 2006;333(7574):
886.

6. Janssen DJ, Spruit MA, Schols JM, et al.
Predicting changes in preferences for life-sustaining

JAMA Internal Medicine December 2014 Volume 174, Number 12

Copyright 2014 American Medical Association. All rights reserved.

Downloaded From: http://ar chinte.jamanetwor k.com/ on 12/06/2014

2001



2002

Clinical Review & Education Special Communication

treatment among patients with advanced chronic
organ failure. Chest. 2012;141(5):1251-1259.

7. Davison SN. End-of-life care preferences and
needs: perceptions of patients with chronic kidney
disease. Clin J Am Soc Nephrol. 2010;5(2):195-204.

8. Miovic M, Block S. Psychiatric disorders in
advanced cancer. Cancer. 2007;110(8):1665-1676.

9. Quill TE. Perspectives on care at the close of life:
initiating end-of-life discussions with seriously ill
patients: addressing the “elephant in the room.”
JAMA. 2000;284(19):2502-2507.

10. Weeks JC, Catalano PJ, Cronin A, et al. Patients’
expectations about effects of chemotherapy for
advanced cancer. N Engl J Med. 2012;367(17):1616-1625.

11. Casarett D, Crowley R, Stevenson C, Xie S, Teno
J. Making difficult decisions about hospice
enrollment: what do patients and families want to
know? J Am Geriatr Soc. 2005;53(2):249-254.

12. Hancock K, Clayton JM, Parker SM, et al.
Truth-telling in discussing prognosis in advanced
life-limiting ilinesses: a systematic review. Palliat Med.
2007;21(6):507-517.

13. Fisher ES, Wennberg DE, Stukel TA, Gottlieb DJ,
Lucas FL, Pinder EL. The implications of regional
variations in Medicare spending, part 1: the content,
quality, and accessibility of care. Ann Intern Med.
2003;138(4):273-287.

14. Morden NE, Chang CH, Jacobson JO, et al.
End-of-life care for Medicare beneficiaries with
cancer is highly intensive overall and varies widely.
Health Aff (Millwood). 2012;31(4):786-796.

15. Barnato AE, Herndon MB, Anthony DL, et al.
Are regional variations in end-of-life care intensity
explained by patient preferences? a study of the US
Medicare Population. Med Care. 2007;45(5):386-393.

16. Keating NL, Landrum MB, Rogers SO Jr, et al.
Physician factors associated with discussions about
end-of-life care. Cancer. 2010;116(4):998-1006.

17. Ramsaroop SD, Reid MC, Adelman RD.
Completing an advance directive in the primary
care setting: what do we need for success? JAm
Geriatr Soc. 2007;55(2):277-283.

18. Block SD. Medical education in end-of-life care:
the status of reform. J Palliat Med. 2002;5(2):243-248.

19. Baile WF, Kudelka AP, Beale EA, et al.
Communication skills training in oncology:
description and preliminary outcomes of workshops
on breaking bad news and managing patient
reactions to iliness. Cancer.1999;86(5):887-897.

20. Buss MK, Lessen DS, Sullivan AM, Von Roenn J,
Arnold RM, Block SD. Hematology/oncology
fellows' training in palliative care: results of a
national survey. Cancer. 2011;117(18):4304-4311.

21. Holley JL, Carmody SS, Moss AH, et al. The
need for end-of-life care training in nephrology:
national survey results of nephrology fellows. Am J
Kidney Dis. 2003;42(4):813-820.

22. Jones L, Harrington J, Barlow CA, et al.
Advance care planning in advanced cancer: can it
be achieved? an exploratory randomized patient
preference trial of a care planning discussion. Palliat
Support Care. 2011;9(1):3-13.

23. Wenrich MD, Curtis JR, Ambrozy DA, Carline
JD, Shannon SE, Ramsey PG. Dying patients’' need
for emotional support and personalized care from
physicians: perspectives of patients with terminal
iliness, families, and health care providers. J Pain
Symptom Manage. 2003;25(3):236-246.

24. Mack JW, Cronin A, Keating NL, et al.
Associations between end-of-life discussion
characteristics and care received near death:

a prospective cohort study. J Clin Oncol. 2012;30
(35):4387-4395.

25. National Hospice and Palliative Care
Organization. NHPCO Facts and Figures: Hospice
Care in America. Alexandria, VA: National Hospice and
Palliative Care Organization; 2009.

26. Ferrell BR. Late referrals to palliative care. J Clin
Oncol. 2005;23(12):2588-2589.

27. Casarett DJ, Quill TE. “I'm not ready for
hospice": strategies for timely and effective hospice
discussions. Ann Intern Med. 2007;146(6):443-449.

28. Brooks GA, Abrams TA, Meyerhardt JA, et al.
Identification of potentially avoidable hospitalizations
in patients with GI cancer. J Clin Oncol. 2014;32(6):
496-503.

29. Clayton JM, Butow PN, Arnold RM, Tattersall
MH. Discussing life expectancy with terminally ill
cancer patients and their carers: a qualitative study.
Support Care Cancer. 2005;13(9):733-742.

30. Christakis N. Death Foretold: Prophecy and
Prognosis in Medical Care. Chicago, IL: University of
Chicago Press; 2001.

31. Weeks JC, Cook EF, O'Day SJ, et al. Relationship
between cancer patients’ predictions of prognosis
and their treatment preferences. JAMA.1998;279
(21):1709-1714.

32. Mack JW, Weeks JC, Wright AA, Block SD,
Prigerson HG. End-of-life discussions, goal
attainment, and distress at the end of life:
predictors and outcomes of receipt of care
consistent with preferences. J Clin Oncol. 2010;28
(7):1203-1208.

33. Steinhauser KE, Christakis NA, Clipp EC,
McNeilly M, Mclntyre L, Tulsky JA. Factors
considered important at the end of life by patients,
family, physicians, and other care providers. JAMA.
2000;284(19):2476-2482.

34. Ahluwalia SC, Levin JR, Lorenz KA, Gordon HS.
Missed opportunities for advance care planning
communication during outpatient clinic visits. J Gen
Intern Med. 2012;27(4):445-451.

35. LeeSJ, Back AL, Block SD, Stewart SK.
Enhancing physician-patient communication.
Hematology Am Soc Hematol Educ Program. 2002;
2002(1):464-483.

36. Wright AA, Zhang B, Keating NL, Weeks JC,
Prigerson HG. Associations between palliative
chemotherapy and adult cancer patients' end of life
care and place of death: prospective cohort study.
BMJ.2014,348:g1219.

37. Higginson IJ, Sen-Gupta GJ. Place of care in
advanced cancer: a qualitative systematic literature
review of patient preferences. J Palliat Med. 2000;
3(3):287-300.

38. Braun KL, Onaka AT, Horiuchi BY. Advance
directive completion rates and end-of-life
preferences in Hawaii. J Am Geriatr Soc. 2001;49
(12):1708-1713.

39. Teno JM, Clarridge BR, Casey V, et al. Family
perspectives on end-of-life care at the last place of
care. JAMA. 2004;291(1):88-93.

40. Goodman DC, Fisher ES, Chang C-H, et al.
Quality of end-of-life cancer care for Medicare
beneficiaries: regional and hospital-specific analyses:
areport of the Dartmouth Atlas Project. Hanover, NH:

JAMA Internal Medicine December 2014 Volume 174, Number 12

Communication About Serious lliness Care Goals

The Dartmouth Institute for Health Policy and Clinical
Practice; 2010. http://www.dartmouthatlas.org
/downloads/reports/Cancer_report_11.16_10.pdf.
Accessed September 9, 2014.

41. Angus DC, Barnato AE, Linde-Zwirble WT, et al;
Robert Wood Johnson Foundation ICU End-Of-Life
Peer Group. Use of intensive care at the end of life
in the United States: an epidemiologic study. Crit
Care Med. 2004;32(3):638-643.

42. Teno JM, Gozalo PL, Bynum JP, et al. Change in
end-of-life care for Medicare beneficiaries: site of
death, place of care, and health care transitions in
2000, 2005, and 2009. JAMA. 2013;309(5):470-477.

43. Earle CC, Landrum MB, Souza JM, Neville BA,
Weeks JC, Ayanian JZ. Aggressiveness of cancer
care near the end of life: is it a quality-of-care issue?
J Clin Oncol. 2008;26(23):3860-3866.

44. Saito AM, Landrum MB, Neville BA, Ayanian JZ,
Earle CC. The effect on survival of continuing
chemotherapy to near death. BMC Palliat Care.
2011;10:14.

45. Toole M, Lutz S, Johnstone PA. Radiation
oncology quality: aggressiveness of cancer care near
the end of life. J Am Coll Radiol. 2012;9(3):199-202.

46. Kwok AC, Semel ME, Lipsitz SR, et al. The
intensity and variation of surgical care at the end of
life: a retrospective cohort study. Lancet. 2011;378
(9800):1408-1413.

47. Teno JM, Mitchell SL, Gozalo PL, et al.
Hospital characteristics associated with feeding
tube placement in nursing home residents with
advanced cognitive impairment. JAMA. 2010;303
(6):544-550.

48. Baker LC, Atlas SW, Afendulis CC. Expanded
use of imaging technology and the challenge of
measuring value. Health Aff (Millwood). 2008;27
(6):1467-1478.

49. Bain KT, Holmes HM, Beers MH, Maio V,
Handler SM, Pauker SG. Discontinuing medications:
a novel approach for revising the prescribing stage
of the medication-use process. J Am Geriatr Soc.
2008;56(10):1946-1952.

50. Vollrath AM, Sinclair C, Hallenbeck J.
Discontinuing cardiovascular medications at the
end of life: lipid-lowering agents. J Palliat Med.
2005;8(4):876-88I.

51. Pizzo PA, Clark NM. Alleviating suffering
101—pain relief in the United States. N Engl J Med.
2012;366(3):197-199.

52. Balboni TA, Vanderwerker LC, Block SD, et al.
Religiousness and spiritual support among
advanced cancer patients and associations with
end-of-life treatment preferences and quality of
life. J Clin Oncol. 2007;25(5):555-560.

53. Wilkinson A, Wenger N, Shugarman LR; Rand
Corporation. Literature review on advance directives.
US Department of Health and Human Services. June
2007. http://aspe.hhs.gov/daltcp/reports/2007
/Jadvdirlr.pdf. Accessed September 9, 2014.

54. Teno JM, Gruneir A, Schwartz Z, Nanda A,
Wetle T. Association between advance directives
and quality of end-of-life care: a national study.

J Am Geriatr Soc. 2007;55(2):189-194.

55. Lorenz KA, Lynn J, Dy SM, et al. Evidence

for improving palliative care at the end of life:

a systematic review. Ann Intern Med. 2008;148(2):
147-159.

jamainternalmedicine.com

Copyright 2014 American Medical Association. All rights reserved.

Downloaded From: http://ar chinte.jamanetwor k.com/ on 12/06/2014



Communication About Serious lliness Care Goals

56. Sudore RL, Fried TR. Redefining the "planning”
in advance care planning: preparing for end-of-life
decision making. Ann Intern Med. 2010;153(4):
256-261.

57. Billings JA. The need for safeguards in advance

care planning. J Gen Intern Med. 2012;27(5):595-600.

58. Dow LA, Matsuyama RK, Ramakrishnan V, et al.
Paradoxes in advance care planning: the complex
relationship of oncology patients, their physicians,
and advance medical directives. J Clin Oncol. 2010;
28(2):299-304.

59. DelVecchio Good MJ, Gadmer NM, Ruopp P,
et al. Narrative nuances on good and bad deaths:
internists’ tales from high-technology work places.
Soc Sci Med. 2004;58(5):939-953.

60. Back AL, Young JP, McCown E, et al.
Abandonment at the end of life from patient,
caregiver, nurse, and physician perspectives: loss of
continuity and lack of closure. Arch Intern Med.
2009;169(5):474-479.

61. Wilson CJ, Newman J, Tapper S, et al. Multiple
locations of advance care planning documentation
in an electronic health record: are they easy to find?
J Palliat Med. 2013;16(9):1089-1094.

62. Roter DL, Larson S, Fischer GS, Arnold RM,
Tulsky JA. Experts practice what they preach:

a descriptive study of best and normative practices
in end-of-life discussions. Arch Intern Med. 2000;
160(22):3477-3485.

63. Jackson VA, Mack J, Matsuyama R, et al.
A qualitative study of oncologists' approaches to
end-of-life care. J Palliat Med. 2008;11(6):893-906.

64. Zhang B, Wright AA, Huskamp HA, et al. Health
care costs in the last week of life: associations with
end-of-life conversations. Arch Intern Med. 2009;
169(5):480-488.

65. Morrison RS, Penrod JD, Cassel JB, et al;
Palliative Care Leadership Centers' Outcomes
Group. Cost savings associated with US hospital
palliative care consultation programs. Arch Intern
Med. 2008;168(16):1783-1790.

66. Morrison RS, Dietrich J, Ladwig$, et al.
Palliative care consultation teams cut hospital costs
for Medicaid beneficiaries. Health Aff (Millwood).
2011;30(3):454-463.

67. Ray A, Block SD, Friedlander RJ, Zhang B,
Maciejewski PK, Prigerson HG. Peaceful awareness
in patients with advanced cancer. J Palliat Med.
2006;9(6):1359-1368.

68. Temel JS, Greer JA, Muzikansky A, et al.

Early palliative care for patients with metastatic
non-small-cell lung cancer. N Engl J Med. 2010;363
(8):733-742.

69. Jacobsen J, Jackson V, Dahlin C, et al.
Components of early outpatient palliative care
consultation in patients with metastatic nonsmall
cell lung cancer. J Palliat Med. 2011;14(4):459-464.

70. Silveira MJ, Kim SY, Langa KM. Advance
directives and outcomes of surrogate decision
making before death. N Engl J Med. 2010;362(13):
1211-1218.

71. Emanuel EJ, Fairclough DL, Wolfe P, Emanuel
LL. Talking with terminally ill patients and their
caregivers about death, dying, and bereavement:
is it stressful? is it helpful? Arch Intern Med. 2004;
164(18):1999-2004.

72. Clayton JM, Hancock K, Parker S, et al.
Sustaining hope when communicating with

jamainternalmedicine.com

terminally ill patients and their families: a systematic
review. Psychooncology. 2008;17(7):641-659.

73. Delvecchio Good MJ, Good BJ, Schaffer C, Lind
SE. American oncology and the discourse on hope.
Cult Med Psychiatry.1990;14(1):59-79.

74. Apatira L, Boyd EA, Malvar G, et al. Hope, truth,
and preparing for death: perspectives of surrogate
decision makers. Ann Intern Med. 2008;149(12):
861-868.

75. Wendler D, Rid A. Systematic review: the effect
on surrogates of making treatment decisions for
others. Ann Intern Med. 2011;154(5):336-346.

76. Smith TJ, Coyne P, Cassel B, Penberthy L,
Hopson A, Hager MA. A high-volume specialist
palliative care unit and team may reduce in-hospital
end-of-life care costs. J Palliat Med. 2003;6(5):
699-705.

77. Smith TJ, Hillner BE. Bending the cost curve in
cancer care. N Engl J Med. 2011;364(21):2060-2065.

78. Sullivan AM, Lakoma MD, Billings JA, Peters AS,
Block SD; PCEP Core Faculty. Teaching and learning
end-of-life care: evaluation of a faculty development
program in palliative care. Acad Med. 2005;80(7):
657-668.

79. Back AL, Arnold RM, Baile WF, et al.

Faculty development to change the paradigm of
communication skills teaching in oncology. J Clin
Oncol. 2009;27(7):1137-1141.

80. Rao JK, Anderson LA, Inui TS, Frankel RM.
Communication interventions make a difference in
conversations between physicians and patients:

a systematic review of the evidence. Med Care.
2007:45(4):340-349.

81. Moss AH, Lunney JR, Culp S, et al. Prognostic
significance of the “surprise” question in cancer
patients. J Palliat Med. 2010;13(7):837-840.

82. Allen LA, Stevenson LW, Grady KL, et al;
American Heart Association; Council on Quality

of Care and Outcomes Research; Council on
Cardiovascular Nursing; Council on Clinical
Cardiology; Council on Cardiovascular Radiology

and Intervention; Council on Cardiovascular Surgery
and Anesthesia. Decision making in advanced heart
failure: a scientific statement from the American
Heart Association. Circulation. 2012;125(15):1928-1952.

83. Davison SN, Torgunrud C. The creation of an
advance care planning process for patients with
ESRD. Am J Kidney Dis. 2007;49(1):27-36.

84. Moss AH, Ganjoo J, SharmaS, et al. Utility of
the "surprise” question to identify dialysis patients
with high mortality. Clin J Am Soc Nephrol. 2008;
3(5):1379-1384.

85. Yourman LC, Lee SJ, Schonberg MA, Widera
EW, Smith AK. Prognostic indices for older adults:
a systematic review. JAMA. 2012;307(2):182-192.

86. Conley DM, Singer SJ, Edmondson L, Berry
WR, Gawande AA. Effective surgical safety checklist
implementation. J Am Coll Surg. 2011;212(5):873-879.

87. Leape LL. The checklist conundrum. N Engl J
Med. 2014;370(11):1063-1064.

88. Neily J, Mills PD, Young-Xu Y, et al. Association
between implementation of a medical team training
program and surgical mortality. JAMA. 2010;304
(15):1693-1700.

89. Bernacki RE, Block SD. Serious illness
communications checklist. Virtual Mentor. 2013;15
(12):1045-1049.

Special Communication Clinical Review & Education

90. Meier DE. Increased access to palliative care
and hospice services: opportunities to improve
value in health care. Milbank Q. 2011;89(3):343-380.

91. Szmuilowicz E, el-Jawahri A, ChiappettalL,
Kamdar M, Block S. Improving residents’ end-of-life
communication skills withashort retreat: arandomized
controlled trial. J Palliat Med. 2010;13(4):439-452.

92. Alexander SC, Keitz SA, Sloane R, Tulsky JA.

A controlled trial of a short course to improve
residents’ communication with patients at the end
of life. Acad Med. 2006:81(11):1008-1012.

93. Sullivan AM, Lakoma MD, Billings JA, Peters AS,
Block SD; PCEP Core Faculty. Creating enduring
change: demonstrating the long-term impact of a
faculty development program in palliative care.

J Gen Intern Med. 2006;21(9):907-914.

94. Fallowfield L, Jenkins V, Farewell V, Saul J,
Duffy A, Eves R. Efficacy of a Cancer Research UK
communication skills training model for
oncologists: a randomised controlled trial. Lancet.
2002;359(9307):650-656.

95. Clayton JM, Butow PN, Tattersall MH, et al.
Randomized controlled trial of a prompt list to help
advanced cancer patients and their caregivers to
ask questions about prognosis and end-of-life care.
J Clin Oncol. 2007;25(6):715-723.

96. 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. 2005;23(6):1278-1288.

97. Larson DG, Tobin DR. End-of-life
conversations: evolving practice and theory. JAMA.
2000;284(12):1573-1578.

98. Sulmasy DP, Hughes MT, Thompson RE, et al.
How would terminally ill patients have others make
decisions for them in the event of decisional
incapacity? a longitudinal study. J Am Geriatr Soc.
2007;55(12):1981-1988.

99. Fried TR, Bradley EH, O'Leary J. Prognosis
communication in serious iliness: perceptions of
older patients, caregivers, and clinicians. JAm
Geriatr Soc. 2003;51(10):1398-1403.

100. Block SD. Perspectives on care at the close of
life: psychological considerations, growth, and
transcendence at the end of life: the art of the
possible. JAMA. 2001;285(22):2898-2905.

101. Jenkins V, Fallowfield L, Saul J. Information needs
of patients with cancer: results from a large study in
UK cancer centres. BrJ Cancer. 2001;84(1):48-51.

102. Maguire P, Faulkner A. Communicating with
cancer patients. BMJ. 1988;297(6663):1610.

103. Hagerty RG, Butow PN, Ellis PA, et al. Cancer
patient preferences for communication of
prognosis in the metastatic setting. J Clin Oncol.
2004;22(9):1721-1730.

104. Back AL, Bauer-Wu SM, Rushton CH, Halifax J.
Compassionate silence in the patient-clinician
encounter: a contemplative approach. J Palliat Med.
2009:12(12):1M3-1117.

105. Clayton JM, Butow PN, Arnold RM, Tattersall
MH. Fostering coping and nurturing hope when
discussing the future with terminally ill cancer
patients and their caregivers. Cancer. 2005;103(9):
1965-1975.

106. Tulsky JA, Fischer GS, Rose MR, Arnold RM.
Opening the black box: how do physicians
communicate about advance directives? Ann Intern
Med.1998;129(6):441-449.

JAMA Internal Medicine December 2014 Volume 174, Number 12

Copyright 2014 American Medical Association. All rights reserved.

Downloaded From: http://ar chinte.jamanetwor k.com/ on 12/06/2014

2003



