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Abstract

The NCCN Guidelines for Palliative Care provide interdisciplinary recommendations on palliative care for patients with cancer. These
NCCN Guidelines Insights summarize and provide context for the updated guidelines recommendations regarding hospice and end-
of-life (EOL) care. Updates for 2017 include revisions to and restructuring of the algorithms that address important EOL concerns.
These recommendations were revised to provide clearer guidance for oncologists as they care for patients with cancer who are
approaching the transition to EOL care. Recommendations for interventions and reassessment based on estimated life expectancy
were streamlined and reprioritized to promote hospice referrals and improved EOL care.
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Please Note
The NCCN Clinical Practice Guidelines in Oncology
(NCCN Guidelines®) are a statement of consensus of the
authors regarding their views of currently accepted ap-
proaches to treatment. The NCCN Guidelines® Insights
highlight important changes to the NCCN Guidelines®
recommendations from previous versions. Colored
markings in the algorithm show changes and the discus-
sion aims to further the understanding of these changes
by summarizing salient portions of the NCCN Guide-
line Panel discussion, including the literature reviewed.
These NCCN Guidelines Insights do not represent the
full NCCN Guidelines; further, the National Comprehen-
sive Cancer Network® (NCCN®) makes no representation
or warranties of any kind regarding the content, use, or ap-
plication of the NCCN Guidelines and NCCN Guidelines
Insights and disclaims any responsibility for their applications
or use in any way.

The full and most current version of these NCCN
Guidelines are available at NCCN.org.
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PREPARING PATIENTS AND FAMILIES FOR END-OF-LIFE AND TRANSITION TO HOSPICE CARE

ESTIMATED INTERVENTIONS
LIFE
EXPECTANCY
* Assess prognostic awareness and patient/family
understanding of the expected course of disease
Years * Provide clear, consistent discussion with the patient
and family about prognosis and anticipated care
Year to needs on an ongoing basis
months | — . [* Facilitate advance care planning (See PAL-29)

a surrogate decision maker
» Elicit values and preferences with respect to
quality of life
* Determine need for specialized palliative care or
eligibility and readiness for hospice care

Months
to weeks

» Assess for decision-making capacity and need for

REASSESSMENT

Acceptable:

* Reduction of patient/family distress

* Acceptable sense of control

* Relief of caregiver burden

» Strengthened relationships

* Optimized quality of life

* Personal growth and enhanced meaning

Unacceptable:
« Intensify palliative care
interventions

Version 2.2017 © National Comprehensive Cancer Network, Inc. 2017, All rights reserved. The NCCN Guidelines® and this illustration may not be reproduced in any

form without the express written permission of NCCN®.

PAL-27

991

NCCN Categories of Evidence and Consensus

Category 1: Based upon high-level evidence, there
is uniform NCCN consensus that the intervention
is appropriate.

Category 2A: Based upon lower-level evidence, there
is uniform NCCN consensus that the intervention is
appropriate.

Category 2B: Based upon lower-level evidence, there
is NCCN consensus that the intervention is appro-
priate.

Category 3: Based upon any level of evidence, there
is major NCCN disagreement that the intervention
is appropriate.

All recommendations are category 2A unless otherwise
noted.

Clinical trials: NCCN believes that the best management
for any patient with cancer is in a clinical trial. Participa-
tion in clinical trials is especially encouraged.

Overview

The aim of the NCCN Clinical Practice Guidelines
in Oncology (NCCN Guidelines) for Palliative
Care is to help assure that each patient with cancer
experiences the best quality of life (QOL) possible
throughout the disease trajectory by providing guid-
ance for the primary oncology team. The NCCN
Palliative Care Panel is an interdisciplinary group of
representatives from NCCN Member Institutions,
consisting of experts in medical oncology, hematol-
ogy and hematology/oncology, pediatric oncology,
neurology and neurooncology, anesthesiology, psy-
chiatry and psychology, internal medicine, palliative
care and pain management, and geriatric medicine.
The NCCN Guidelines for Palliative Care include
recommendations for the screening, assessment, and
management of palliative care needs of patients with
cancer and their families/caregivers. These guide-
lines were developed and are updated annually—or
sooner based on available evidence—by the collab-
orative efforts of these experts based on their clini-

© JNCCN—]Journal of the National Comprehensive Cancer Network | Volume 15 Number 8 | August 2017
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PREPARING PATIENTS AND FAMILIES FOR END-OF-LIFE AND TRANSITION TO HOSPICE CARE

ESTIMATED INTERVENTIONS
LIFE
EXPECTANCY
Years
Year to
months | ——> See Interventions (PAL-27)
* Refer to hospice care agencies
* Assess patient/family understanding of the dying
process and provide education
* Address potential need for transitions in care while
ensuring continued involvement of primary care
Months .. .
to weeks physician and primary oncology team
* Provide information and additional referrals, as
Weeksto| | necessary, for:
days » Psychosocial assessment
(Dying » Legacy work
patient) » Grief counseling

» Spiritual support
» Funeral/memorial service planning
* Educate patient and family on dying process

regarding the dying process
* Promote that patient does not die alone unless

* Respect goals and needs of the patient and family

dying alone is an established preference of patient

REASSESSMENT

Acceptable:

* Reduction of patient/family distress
* Acceptable sense of control

* Relief of caregiver burden

* Optimized quality of life

Ongoing
—| reassessment
(See PAL-27)

Unacceptable:
« Intensify palliative care
interventions

Version 2.2017 © National Comprehensive Cancer Network, Inc. 2017, All rights reserved. The NCCN Guidelines® and this illustration may not be reproduced in any

form without the express written permission of NCCN®.

PAL-28

cal experience and available scientific evidence. The
most recent and full version of these guidelines is
available at NCCN.org.

Background

More than 1.68 million people are expected to be
diagnosed with cancer in the United States in 2017,
and 600,920 people are expected to die of the disease.!
Global cancer rates are increasing, with an associ-
ated increase in the number of cancer survivors liv-
ing with symptoms and disabilities as a result of their
disease and/or its treatment (see the NCCN Guide-
lines for Survivorship, available at NCCN.org).!” In
a large observational cohort study, more than one-
third of patients with cancer reported moderate to
severe symptoms in most categories (pain, nausea,
anxiety, depression, shortness of breath, drowsiness,
well-being, loss of appetite, and tiredness) in the last
weeks of life.* Improved access to palliative care may
help address the challenges faced by patients with

cancer and their families. During the past 20 years,
increasing attention has been paid to QOL issues in
oncology throughout the disease trajectory.*-'° Pal-
liative care in oncology began as hospice and end-
of-life (EOL) care but has developed into an integral
part of comprehensive cancer care, often provided
early in the disease course, concurrent with active
treatment.>!1-16

Palliative care should be initiated by the prima-
ry oncology team (including physicians, nurses, so-
cial workers, mental health professionals, chaplains,
physician assistants, pharmacists, and dietitians) and
then augmented via collaboration with an interdis-
ciplinary team of palliative care experts to address
intractable symptoms and/or complex psychosocial
issues. When further anticancer therapy is unlikely
to provide additional benefit or is expected do more
harm than good, palliative care becomes the predom-
inant care offered to patients with advanced cancer.
Additionally, palliative care efforts should reach be-
yond the patient to family and caregivers. Several

© JNCCN—]Journal of the National Comprehensive Cancer Network | Volume 15 Number 8 | August 2017
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groups have described their ideas and approaches
for, experience and outcomes with, and barriers to
developing successful programs that integrate pallia-
tive care into routine oncologic care.!™!

EOL Care in Oncology

When additional anticancer therapy is likely to do
more harm than good, palliative care becomes the
predominant care offered to patients with advanced
cancer. When possible, inpatient palliative care can
facilitate transfer to hospice care at home or in a care
facility. For those who are too unstable to transfer
out of the inpatient setting, palliative care and hos-
pice may provide EOL care for patients in the hos-
pital. Palliative care should continue even after the
patient’s death in the form of bereavement support
for the patient’s family and caretakers.

The National Academy of Medicine (formerly
the Institute of Medicine) released a consensus report
in 2014 entitled “Dying in America: Improving Qual-
ity and Honoring Individual Preferences Near the End
of Life,” in which experts highlighted the need for im-
proved EOL care. Key findings and recommendations
for improved quality of care focused on person-cen-
tered, family-oriented care; clinician—patient com-
munication and advance care planning; professional
education and development; policies and payment
systems; and public education and engagement.’> EOL
care can often be more aggressive than what is sup-
ported by current evidence. Generally, Medicare pa-
tients with cancer with a poor prognosis have received
highly intensive EOL care.”> Furthermore, chemo-
therapy administration late in the disease course, in-
cluding in the last days of life, is becoming more com-
mon,*** and oncologists have reported that they have
found hospice regulations and reimbursement limita-
tions too restrictive.*® Overall, provision of EOL care
is inconsistent and varies widely across regions, even
among comprehensive cancer centers.**?7

Generally speaking, earlier incorporation of pal-
liative care in the cancer care continuum has been
associated with improved EOL outcomes and has
been shown to positively impact EOL care trajec-
tories (ie, stability of care setting).” Palliative care
consultations for patients with advanced cancer
have also been shown to reduce the quantity and
intensity of life-prolonging care received toward the
EOL.#4 Conversely, the lack of palliative care team

consultation has been shown to be a predisposing
factor for futile life-sustaining treatments at EOL.#
An observational study suggested that inpatient
palliative care led to fewer or no transitions in care
settings at EOL.* Studies have also shown the po-
tential for community-based or home-based pallia-
tive care services to positively influence patient care.
These services have been associated with a reduced
need for EOL emergency department visits, reduced
length and frequency of hospitalization, and fewer
intensive care unit (ICU) admissions and in-hospital
deaths.** Palliative care has been shown to reduce
symptom burden, improve QOL, and increase the
odds of dying at home. Similarly, a 2013 Cochrane
Database systematic review that analyzed home pal-
liative care in patients with advanced illness demon-
strated a reliable reduction of symptom burden and
an increased likelihood of dying at home without a
negative impact on caregiver grief.** Additionally, a
retrospective analysis of patients with advanced can-
cer highlighted the importance of early palliative
care consultations (>3 months before death) and re-
vealed an association between outpatient palliative
care and decreased aggressiveness of EOL care.*

Hospice

Hospice is the most established model of EOL pallia-
tive care for patients with a prognosis of <6 months
and is eligible for coverage by third-party payers and
Medicare. Enrollment in hospice has been shown to
reduce hospitalization and receipt of high-intensi-
ty, nonhospice care toward the EOL. In a matched
cohort study of 86,851 patients with cancer with a
poor prognosis, receiving hospice care (vs no hos-
pice care) at EOL was associated with significantly
lower hospitalization rates, fewer ICU admissions
and invasive procedures, and lower healthcare costs
in the last year of life.* Multiple additional studies
have produced similar findings with regard to hospi-
talizations, emergency department visits, noncancer
clinic visits, and cost savings.*-! Importantly, hos-
pice care is also linked to important improvements
in patient and caregiver QOL.%

Unfortunately, underutilization of hospice care
is a persistent issue. The Dartmouth Atlas Project
examined a 20% sample of Medicare beneficiaries
with poor-prognosis cancers who died in 2003-2007
and 2010. In 2010, 61.3% of patients with cancer

accessed hospice care during their last month of life

© JNCCN—]Journal of the National Comprehensive Cancer Network | Volume 15 Number 8 | August 2017
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(vs 54.6% in 2003-2007), but the average length of
stay (LOS) in hospice care was only 9.1 days (vs 8.7
in 2003-2007).°"%% According to the 2015 edition
of the National Hospice and Palliative Care Orga-
nization’s Facts and Figures: Hospice Care in Ameri-
ca, 36.6% of Medicare decedents with a cancer di-
agnosis accessed >3 days of hospice care in 2001,
and this percentage increased to 43.3% by 2007.%
However, despite the 6-month prognosis eligibility,
the median LOS for hospice patients in 2014 was
just 17.4 days. Approximately 36% of hospice pa-
tients died or were discharged within 7 days of ad-
mission to hospice care.”

Recent studies suggest there is a continued unde-
ruse of hospice services among eligible patients.”*>
Unfortunately, most US patients who receive hos-
pice care are referred too late for hospice care to ex-
ert its full benefit, and many patients are never re-
ferred at all.¥*3¢

Several groups have examined patterns in refer-
rals to hospice care. A recent study at an academic
medical center showed marked and unwarranted vari-
ation in hospice LOS within divisions and by doctor.
For example, in the thoracic oncology division, sev-
eral oncologists had patients with an average LOS of
36 days, whereas others were clustered around 4 days
for the same patient population. However, oncologists
were receptive to feedback and training.’” Through es-
tablishing hospice referrals as a quality improvement
measure, one health system reported that hospice LOS
doubled within a year of implementation.”® Similarly,
another study revealed that educational outreach and
implementation of specific triggers for palliative care
consultation were associated with increased hospice
referrals and LOS.” Targeted interventions may lead
to enhanced use of hospice care and improved EOL
experiences for patients and their families.

NCCN Recommendations

Preparing Patients and Families for EOL and
Transition to Hospice Care

For patients with an estimated life expectancy of years
or years to months (see PAL-27; page 991), provid-
ers should assess prognostic awareness and determine
patient/family understanding of the expected disease
course. The NCCN Guidelines Panel recommends
that practitioners engage in clear, consistent discus-
sion with the patient and family about prognosis and

anticipated care needs on an ongoing basis, which
includes facilitating advance care planning and as-
sessing decision-making capacity and the potential
need for a surrogate decision-maker. Eliciting values
and preferences with respect to QOL and determin-
ing the need for specialized palliative care or eligibil-
ity and readiness for hospice care are also important.
When the patient’s functional status indicates a 6- to
12-month prognosis, a dedicated “hospice informa-
tion” visit with the oncologist may ease the transition
to hospice care for the patient and family, and ensure
that the oncologist remains involved.

Regular reassessment is recommended. Indica-
tors of acceptable patient outcomes from these inter-
ventions include reduced distress, acceptable sense
of control, relief of caregiver burden, strengthened
relationships, optimized QOL, and acceptable per-
sonal growth and enhanced meaning. The panel rec-
ommends that palliative care interventions be inten-
sified in the absence of these outcomes.

For patients with an estimated life expectancy of
months to weeks or weeks to days (see PAL-28; page
992), referral to hospice agencies should be a prior-
ity. Clinicians should assess patient/family under-
standing of the dying process and provide education
as desired. Providers should address the potential
need for transitions in care while ensuring contin-
ued involvement of the primary care physician and
primary oncology team. Patients should receive in-
formation and additional referrals as needed for psy-
chosocial assessment, legacy work, grief counseling,
spiritual support, and funeral/memorial service plan-
ning. It is important to respect the goals and needs
of the patient and family regarding the dying process
and to ensure that the patient does not die alone un-
less it is their established preference.

Regular reassessment is again recommended. Ac-
ceptable outcomes include reduced patient/family dis-
tress, acceptable sense of control, relief of caregiver
burden, and optimized QOL. In the absence of these
outcomes, the NCCN panel strongly recommends
that clinicians intensify palliative care interventions.

Panel Discussion and Updates: For the 2017 update
of the NCCN Guidelines, the panel dedicated con-
siderable efforts to reevaluating recommendations
for care transitions and EOL care. As a result, sev-
eral algorithm pages were restructured and retitled to
more clearly deliver the intended message.

© JNCCN—]Journal of the National Comprehensive Cancer Network | Volume 15 Number 8 | August 2017
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The panel discussion initially began with a review
of the algorithm page formerly titled “Goals/Values/
Expectations, Educational and Informational Needs,
and Cultural Factors Affecting Care for the Patient
and Family.” In previous versions, the recommenda-
tions in this section addressed a wide variety of im-
portant care issues ranging from the assessment and
reassessment of prognostic understanding, communi-
cation preferences, cultural concerns, and the evolu-
tion of these factors over the course of disease. Rec-
ommended interventions were separated into groups
by estimated life expectancy: years/years to months/
months to weeks, or weeks to days (dying patient).

Several panel members expressed concern regard-
ing the wide variety of topics addressed in this sec-
tion and the density of the information. Others felt
that the information already was, or might be, deliv-
ered more effectively in other sections of the guide-
line. The panel then discussed the intent and goals
behind certain language and topics they felt were
critical. One panel member suggested that the algo-
rithm could more clearly define how often practitio-
ners should discuss prognostic awareness with patients
and family/caregivers, whereas another panel member
raised the possibility of reframing this information in
an algorithm on shared decision-making. It was sug-
gested that the current content provided important
guidance on appropriate triggers for reassessment in
palliative care and that these concepts were not ad-
equately addressed elsewhere in the guideline. Others
viewed this section as an opportunity to provide criti-
cal information to help assess “congruence of care,”
such as whether the care being provided was congru-
ent with the patient and family’s goals, values, and
expectations regarding palliative and EOL care. This
point was considered particularly important, because
these goals, values, and expectations are likely to shift
with disease progression and thus their needs would
evolve over the course of the disease.

The discussion next turned to the importance of
referral to hospice early enough in the disease course
for patients to receive its full benefit. A panel mem-
ber noted that the average nationwide hospice stay
for patients with cancer was 17 to 19 days, and that
one-third of hospice patients with cancer die after a
LOS of <7 days. It was further emphasized that these
statistics fail to account for patients with late refer-
rals to hospice who die between the time of hospice
referral and enrollment. Additionally, a panel mem-

ber quoted the worrisome statistic that only 53% to
54% of patients with cancer are dying in hospice
care, not because of patient preference but rather
because the oncologist did not recommend hospice
care early enough.

After significant discussion, the panel arrived at
a consensus to shift the focus of these algorithms to
help oncologists navigate the patient and family’s
needs during the transition to EOL care and/or hos-
pice. Therefore, the title of this section was revised to
“Preparing Patients and Families for End-of-Life and
Transition to Hospice Care” (see PAL-27 and PAL-
28; pages 991 and 992, respectively). The content
was reorganized and streamlined, paring down the
reassessment criteria. The panel decided to reorga-
nize recommendations per estimated life expectancy,
adding the population of patients with an estimated
life expectancy of “months to weeks” to the recom-
mendations originally intended only for those with
an estimated life expectancy of “weeks to days”(see
PAL-28; page 992). The intervention list was reor-
ganized so that the first recommended intervention
became “refer to hospice agencies.” This reorganiza-
tion was established to prompt more timely referrals
to hospice and ensure that the care provided at EOL
would more closely align with the patient and fami-
lies’ stated preferences and values.

Conclusions

Important recent updates to the NCCN Guidelines
for Palliative Care regarding the transition to hos-
pice and EOL care are highlighted in these NCCN
Guidelines Insights. The NCCN Guidelines are up-
dated at least annually, and in the interim when new,
high-quality clinical data become available. The
most up-to-date version of these continuously evolv-
ing guidelines is available at NCCN.org. The rec-
ommendations in the NCCN Guidelines are based
on evidence from clinical trials, where available, and
combined with expert consensus of the NCCN pan-
el. Independent medical judgment is required to ap-
ply these guidelines individually to provide optimal
care. The physician and patient have the responsi-
bility to jointly explore and select the most appro-
priate option from among the available alternatives.
When possible, consistent with NCCN philosophy,
the NCCN panel strongly encourages participation
in prospective clinical trials.
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Instructions for Completion

To participate in this journal CE activity: 1) review the learning
objectives and author disclosures; 2) study the education con-
tent; 3) take the posttest with a 66% minimum passing score
and complete the evaluation at http://education.nccn.org/
node/81541; and 4) view/print certificate. After reading the
article, you should be able to answer the following multiple-

choice questions. Credit cannot be obtained for tests complet-
ed on paper. You must be a registered user on NCCN.org. If you
are not registered on NCCN.org, click on “New Member? Sign
up here” link on the left hand side of the Web site to register.
Only one answer is correct for each question. Once you suc-
cessfully answer all posttest questions you will be able to view
and/or print your certificate. Software requirements: Internet

Posttest Questions

1. A 63-year-old man with stage IV lung cancer has opted to dis-
continue chemotherapy. His oncologist anticipates that the
patient has a prognosis of 1 to 2 months. Which of the follow-
ing actions should be taken first to ensure optimal EOL care?

a. Educate the patient and family on the dying process
b. Refer to a hospice care agency

¢. Provide grief counseling

d. Assess caregiver burden

2. After meeting with the patient and family, an oncology
fellow expresses concern to other members of the care team
that the patient and family may have unrealistic expectations
about prognosis. What response(s) would be recommended

based on the NCCN Guidelines?
a. Assess whether specialist
palliative care is needed
b. Evaluate prognostic aware-
ness on an ongoing basis
c. Facilitate a discussion on
advance care planning
d. Provide education to the
patient and family on the
expected course of disease
e. All of the above
f. None of the above
3. True or False: The primary physician and oncology team
does not need to continue to provide follow-up and re-
main involved in care once a patient has been transitioned
to hospice.
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