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abstract

Although robust evidence demonstrates that specialty palliative care integrated into oncology care improves
patient and health system outcomes, few clinicians are familiar with the standards, guidelines, and quality
measures related to integration. These types of guidance outline principles of best practice and provide
a framework for assessing the fidelity of their implementation. Significant advances in the understanding of
effective methods and procedures to guide integration of specialty palliative care into oncology have led to
a proliferation of guidance documents around the world, with several areas of commonality but also some key
differences. Commonalities originate from a shared vision for integration; differences arise from diverse roles of
palliative care specialists within cancer care globally. In this review we discuss three of the most cited standards/
guidelines, as well as quality measures related to integrated palliative and oncology care. We also recommend
changes to the quality measurement framework for palliative care and a new way to match palliative care services
to patients with advanced cancer on the basis of care complexity and patient needs, irrespective of prognosis.
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INTRODUCTION

Until recently, the integration of specialty palliative
care into oncology occurred near the end of life, when
patients had few or no options for disease-modifying
treatment. As a growing body of evidence has high-
lighted the benefits of adding palliative care services
earlier in the course of illness for patients with cancer,
oncologists’ perspectives have shifted. With that sense
of opportunity, researchers have conducted several
rigorous prospective trials to examine the efficacy of
specialty palliative care integration into routine on-
cology care.1-3 Studies have consistently demonstrated
improvement in patient, caregiver, and health system
outcomes of importance, and this wave of evidence
has necessitated translating evidence-based pro-
cesses and expert consensus into guidance for busy
clinical teams.4 Furthermore, challenges in achieving
integration reported by oncology clinicians and ad-
ministrators,5 including inconsistent access to pallia-
tive care services6,7 and variations in palliative care
quality,8 have necessitated the development of guid-
ance to direct practice.

In meeting clinicians’ and administrators’ needs dur-
ing the transition from evidence development to
clinical implementation, the field has focused on
methods to ensure the fidelity of palliative care de-
livery. Ensuring fidelity involves providing guidance to

clinicians on the best practice components (eg, timing,
frequency, duration, patient populations) that improve
outcomes of interest. Such efforts to ensure fidelity of
specialty palliative care integration into oncology
comprise two forms: standards/guidelines and quality
measures. Standards and guidelines synthesize and
prioritize best practices. Quality measures provide
methods for measuring the frequency of achieving
ideal practice, benchmarking across practices, and
identifying gaps in health care. Here we describe the
various methods to guide best practices in oncology
and palliative care integration, presented in an in-
creasing order of granularity from high-level standards
and guidelines to quality measures evaluating prac-
tice. For the purposes of this review, we have limited
our scope to those documents focusing on integrated
specialty palliative care in patients with cancer, rec-
ognizing that several others exist for more disease-
agnostic realms. We highlight commonalities and
differences among these documents and suggest
three ideas to make efforts more patient centered and
useful to clinical teams.

STANDARDS AND GUIDELINES FOR PALLIATIVE CARE
INTEGRATION INTO ONCOLOGY

Standards and guidelines provide general frameworks
for how palliative care should be operationalized in the
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oncology context. Because standards and guidelines
provide general guidance, clinicians and administrators
often first reference them to perform service planning and
resource allocation and discuss broadly the current per-
formance of an organization. Standards and guidelines
typically include high-level descriptions of best practices,
with lesser attention given to how concordance with best
practices is measured. This latter construct is better de-
scribed by quality measures. Quality measures generally
include details on how to define whether a practice is
followed, which patients or visits are eligible for that best
practice, and how results should be interpreted.

On the basis of considerable evidence for feasibility and
efficacy, several national and international oncology or-
ganizations have produced recommendations regarding
consistent integration of palliative care into oncology. From
the United States, these include ASCO,9 which recently
published its clinical practice guideline as follow-up to
a provisional clinical opinion in 2013,10 the National
Comprehensive Cancer Network,11 the Oncology Nursing
Society,12 and the Commission on Cancer.13 Around the
globe, several oncology organizations have led nation- and
health ministry–level strategies to further palliative care
integration. These include the European Society of Medical
Oncology (ESMO),14 European Association for Palliative
Care,15 Italian Association of Medical Oncology,16 German
Guideline Program in Oncology,17 and German Compre-
hensive Cancer Centre Network.18 Although some coun-
tries seem to lack their own recommendations, many19-21

actually defer to the WHO22 or ASCO global recommen-
dations.23 Collectively, these guidelines emphasize the role
of concurrent palliative and oncology care for all patients,
regardless of treatment intent or prognosis.

Recommendations come from varying organizations and
geographies; however, they all share four common themes.
These themes include: the need to guarantee access to
specialty palliative care services for all patients with cancer,
use of stratification (triage) methods to determine referral to
specialty palliative care services, focus on informal care-
givers alongside patients, and interdisciplinary composition

of specialty palliative care teams (not simply limited to
medical and nursing members).

Our group focused on three key sets of palliative care in-
tegration standards and guidelines commonly cited by
experts. These were chosen because of their attention to
integration methods, focus on specialist palliative care
teams, and development by multidisciplinary clinical or-
ganizations. These are listed in Table 1.

Fourth Edition Guidelines From the National Consensus

Project for Quality Palliative Care in the United States

The National Consensus Panel (NCP) guidelines are the
leader in guidelines and quality domains for specialty
palliative care in the United States.26,27 The 2018 update to
the guidelines,24 led by the National Coalition for Hospice
and Palliative Care and funded by private foundations,
represents one of the largest, most comprehensive and
rigorous undertakings to define best practices in specialty
palliative care. The update was accompanied by a sys-
tematic review,28 examining both the breadth and quality of
the science supporting each best practice. The update was
motivated by the need to broadly update the standards from
2013 and develop additional guidelines for community-
based palliative care, as US care models further embrace
care outside of hospital settings. Furthermore, the expert
panel focused on informal caregivers because of an in-
creased recognition of the need for specialty teams to care
for caregivers and embrace caregivers as partners in im-
proving patient quality of life, given that most time in the last
year of life is spent in the community, and family and friends
provide the majority of day-to-day care.29 The guidelines
present an eight-domain framework to assess quality in
palliative care, ranging from Structures and Process of Care
to Care Near the End of Life. In total, 39 guidelines with 274
total criteria for meeting the guidelines from the NCP were
published.

We highlight a few of the NCP guidelines presented. In the
Structure and Process domain, the guidelines recommend
that specialty palliative care teams include certified (or
those with additional education) interdisciplinary team

TABLE 1. Characteristics of Key Guidelines/Standards for Palliative Care Integration

Characteristic
National Consensus Project for

Quality Palliative Care24
European Society for Medical

Oncology14
Defining High-Quality Palliative Care in Oncology

Practice Guidance Statement25

Authoring
organization

National Coalition for Hospice and
Palliative Care (US)

Designated Centres of Integrated
Oncology and Palliative Care
Accreditation Program

American Society of Clinical Oncology and American
Academy of Hospice and Palliative Medicine

Primary audience Palliative care specialists Oncology and palliative care Oncology and palliative care teams and other
supportive care specialists

Primary output 8 domains, 39 guidelines, 274
criteria

13 standards for integration 598 clinical palliative care practices recommended for
oncologists; 347 potentially for specialists

Key recommendation Specialty palliative care has
discrete, definable best
practices that it should strive to
follow

Routine integration of palliative care
into oncology is achievable when
best practices are maintained

Palliative care is a philosophy of care focused on
quality of life that requires oncologists, palliative
care specialists, and other supportive care
specialists working together
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members and that patients and family members have
access to teams at all times of the day and night. In ad-
dition, the guidelines also recommend that all palliative
care clinicians are educated in safe prescribing of opioids
and that their standard practice includes completing ac-
cessible care plans and comprehensively assessing both
patient and caregiver distress early in the course of illness.
The Psychological and Psychiatric Aspects of Care domain
of the guidelines states that all teams have access to
a social worker and support coping and emotional growth
while assessing decisional regret. Overall, the guide-
lines emphasize the need for and composition of in-
terdisciplinary teams to care for patients with cancer and
also highlight the importance of addressing caregiver needs
across all domains.

ESMO Designated Centres of Integrated Oncology and

Palliative Care Accreditation Program

The ESMO Designated Centres of Integrated Oncology and
Palliative Care Accreditation Program recognizes cancer
centers that provide comprehensive services in supportive
and palliative care as part of their routine cancer care. A
similar program in the United States from the Joint Com-
mission also exists.30 The program, initiated in 2003, has
recognized nearly 200 cancer programs in 41 countries. A
modified Delphi process using expert consensus produced
13 standards for integration, within topics of: integration
issues, credentialing, service provision, research, and
education. An example of a standard includes oncology
centers demonstrating that they incorporate expert care in
pain, symptom management, and psychosocial distress.
Furthermore, the guidelines require that oncology centers
ensure access to expert care for inpatient symptom sta-
bilization, incorporate programmatic support of family
members, and maintain physical facilities and clinical
expertise to provide available and responsive inpatient end-
of-life care. The standards focus on the integration and
codelivery of care of the oncology and palliative care teams,
in both outpatient and inpatient settings.

Defining High-Quality Palliative Care in Oncology

Practice: An ASCO/American Academy of Hospice and

Palliative Medicine Guidance Statement

In 2016, Bickel et al25 explored essential elements of
palliative care within the professional purview of the on-
cology team at any time from diagnosis onward, thus
highlighting particular patients and clinical situations where
specialty-level integration of palliative care should occur.
Compared with the other sets of standards, this work fo-
cused on standardizing clinical processes of care and
identifying clinicians who may be responsible for the de-
livery of that care, which could include oncology teams,
specialist palliative care teams, or other supportive care
professionals. The Delphi process using a multidisciplinary
team of oncology and palliative care professionals together
with lay persons produced a consensus statement on

components of care related to high-quality palliative care
delivery in US medical oncology practices. Notable stan-
dards include monthly, systematic symptom assessment
and psychosocial well-being of patients, spiritual issues of
patients, and caregivers’ distress deployed by oncology
teams as part of routine care. Regular prognostic disclosure
and communication to the patient and other clinical team
members, assessment of prognostic understanding, and
initiation of advance care planning at the time of recognition
of advanced cancer are also considered clinical standards
for oncology teams. Patients with complex or uncontrolled
care needs, including pain or other symptoms requiring
significant adjuvant medications or interventions, or those
with complex psychosocial or spiritual needs should be
referred to specialist palliative care services.

These sets of guidelines/standards address care within
both types of palliative care delivery: primary (oncologist
delivered) and specialist (palliative care specialist de-
livered). Such equal focus recognizes that oncologists are
the primary deliverers of palliative care for a majority of
patients with cancer; however, specialists play an important
role in complex patient cases. Furthermore, the research by
Bickel et al25 highlights areas in between, where care
delivery could be delivered by either oncologists or palliative
care specialists, on the basis of access, resources, and
time. This work also recognizes that certain domains of care
could be delivered by other supportive care experts outside
the palliative care team.

Although we could not summarize all guidelines or stan-
dards related to palliative care integration, readers are
invited to evaluate other standards focused on pediatric
populations31 or nutritional support.32 Another review by
Kaasa et al33 and the Lancet Commission summarizes
several bodies of evidence related to care pathways and
models guiding integration and includes sections on
standards related to education of the workforce and referral
to specialists. Such reviews complement work by Waller
et al34,35 on needs-based assessments to trigger referral to
palliative care.

Despite the breadth of published standards or guidelines
for palliative care integration, as presented previously, there
remain no agreed-on national or international guidelines
regarding criteria for referral to palliative care (despite the
fact that palliative care is a referral-based specialty). Cer-
tainly, not every person with advanced cancer needs,
wants, or will benefit from referral to palliative care. Most
patients do benefit, but the timing and reasons for referral
remain ill defined.

Rapid evolutions in cancer treatments and the associated
dynamic nature of patient outcomes dictate a need to
transition away from prognosis- or disease severity–based
criteria for specialist palliative care integration. At the heart
of the palliative care philosophy is meeting the needs of
patients and their caregivers, regardless of diagnosis,
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severity of condition, or consideration of disease-
modifying treatments. Data now demonstrate the ability
of specialist palliative care to improve patient outcomes
when integration is agnostic to disease prognosis, as
shown by integration efforts in patients with hematologic
malignancies undergoing stem-cell transplantation with
curative intent.36 Furthermore, the proliferation of novel
and highly effective anticancer treatments are producing
scenarios where many cancers resemble chronic ill-
nesses rather than acute causes of decline or death. This
transition warrants evolution in how we identify param-
eters to guide integration of specialist palliative care and
oncology.37-39

Although a few recommendations frame referrals to
specialist palliative care around patient and caregiver
distress and needs,40,41 many begin with discussions
regarding disease severity, prognosis, or treatability/
curability.10,11,42 We propose in Figure 1 an evolution
from current referral criteria, often on the basis of disease
severity, avoidance of health care expenditures, or use
patterns, to those focusing on patient and caregiver
complexity and needs.43 In Figure 1, palliative care in-
tensity mirrors the complexity of the needs of the patient
and caregiver, rather than reflecting few treatment op-
tions or short prognosis. For example, severe symptoms
such as breathlessness, which often presents early in the
disease course long before death, may alone be triggers
for consultation.44 This approach requires clinicians to
perform regular and systematic screening and assess-
ments of multiple domains of quality of life (eg, symp-
toms, emotional concerns, independence, and function),
starting from the time of diagnosis. Such comprehensive
assessments, when inclusive of patient and caregiver
needs, allow clinicians to determine overall care com-
plexity within palliative care and supportive care realms.
Then, when thresholds for care complexity and high patient
needs are met, referrals to palliative care specialists are
made. Fundamentally, we propose a shift away from dis-
ease severity and prognosis toward the needs of the

patient, which should guide the type and intensity of pal-
liative care he or she receives.

DOMAINS OF QUALITY MEASURES FOR PALLIATIVE CARE
INTEGRATION IN ONCOLOGY

The Centers for Medicare and Medicaid Services in the
United States defines health care quality measures as
“tools that help measure or quantify healthcare pro-
cesses, outcomes, patient perceptions, and organiza-
tional structure and/or systems that are associated with
the ability to provide high-quality health care and/or that
relate to one or more quality goals for health care.”45

Health care quality measures typically include specificity
around measurement settings (ie, when and where the
measure is applicable), numerators (how adherence to
the measure is concluded), denominators (who is eli-
gible for the measure), exclusion (under what cir-
cumstances the measure does not apply), reporting
requirements (how is adherence to measures reported),
and measurement philosophy (whether measurement
was performed for internal improvement or external
reporting).

The frequently cited Donabedian Framework for Quality
Measurement46 classifies quality measures into a structure,
process, or outcome category. Quality measures, which
focus on the people, resources, and assets related to care,
are deemed structural. An example includes a measure
regarding teams incorporating educational initiatives and
programs to prevent clinician burnout and increase resil-
ience. Processmeasures relate to how care is delivered. For
example, a measure that assesses what percentage of
patients had an advance care planning discussion would
fall into this category. Last, outcome measures are most
commonly identified as those that change a patient’s health
state. There are now many well-validated outcome mea-
sures available for palliative care. Examples include the
Palliative care Outcome Scale and the Edmonton Symptom
Assessment System. Guidance on how to choose and use
these measures in practice has been developed by the

Disease-modifying treatments

Palliative care

Disease Severity

Ca
re

 In
te

ns
ity

Patient and Caregiver Complexity 

Ca
re

 In
te

ns
ity

Palliative care

Disease-modifying treatments

Disease-modifying treatments

A B

FIG 1. (A) Current model and (B) proposed complexity-based integration framework for specialty palliative care in oncology. Disease-modifying treatments
(background) are provided throughout the continuum of care, because they make sense in the clinical situation and in alignment with patient preferences.
Palliative care intensity increases to mirror patient and caregiver complexity, not necessarily because treatment options are fewer or the disease is more
advanced.
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European Association for Palliative Care.47 Other constructs
that are related to improvements in patient outcomes, but
that do not directly change a health state (eg, access,
service use), are not classically considered outcome
measures in the Donabedian framework; however, they are
included in other frameworks as intermediate outcomes.48

Overwhelmingly, palliative care quality measures evaluate
processes of care. Less commonly, structure and outcome
measures are used.49,50

Knowing that palliative care specialists drive improvements
in several individual and health system outcomes, we
propose an expansion of the Donabedian framework for
quality measurement in palliative care integration (Fig 2).
Figure 2 depicts a hierarchic relationship within palliative
care quality measurement, where structure and processes
are established first, with the goal of improving several
patient and system outcomes. Such an expanded frame-
work allows for assessment of all the outcomes improved by
palliative care at the individual, system, and population
levels, while identifying areas where additional quality
measures require development. For example, despite ro-
bust evidence demonstrating decrease in hospitalizations
and emergency room visits for patients receiving specialty
palliative care,51,52 no defined quality measures related
to this use outcome exist, although they are critical to
benchmarking, making comparisons, and standardizing
measurement techniques. Without an expanded frame-
work for quality measurement, we miss opportunities to
develop measures in domains important to palliative care
delivery (eg, access, population health) and standardize the
definitions and procedures for measuring those impacts.

Busy clinicians and administrators are challenged by the
increasing number of available palliative care quality
measures, with ranges of approximately 50 measures in
200653 increasing to 142 in 200954 and approximately 300
measures more recently.55,56 With a shift toward value-
based reimbursement that requires regular measurement

of quality, alongside recent reports highlighting the stag-
gering burden of quality measurement responsibilities
placed on clinicians,57-59 there is an ongoing imperative to
prioritize among the large list of measures. One such pri-
oritization initiative comes from the American Academy of
Hospice and Palliative Medicine and Hospice and Palliative
Nurses Association: the Measuring What Matters initia-
tive.60 In this initiative, a technical expert panel and clinical
user panel sorted through the expansive list of existing
quality measures and prioritized 10 of the most technically
impactful and clinically feasible to measure. The successful
identification of a top 10 measures list served three goals:
guiding measurement efforts by oncologists in providing
primary palliative care, assisting busy palliative care clini-
cians in prioritizing among many measures from which to
choose, and, because of peer review bymethodologists and
clinicians as part of the panel review, providing feasibility for
measurement. Often, much attention is paid to developing
and testing new quality measures. The Measuring What
Matters experience reminds us that emphasizing imple-
mentation, by using feasibility and usefulness criteria to
guide prioritization of a streamlined list, is also a necessary
endeavor for the field.

In addition to the large number of measures, another
challenge we face is the lack of quality measures to evaluate
the fidelity of specialty palliative care integration into on-
cology. Cancer-specific palliative and supportive care quality
measures must remain focused on the processes of primary
and specialist palliative care delivery themselves, such as
addressing mucositis and nausea during chemotherapy
treatment.61 However, there exists much potential in eval-
uating the nature of the integration itself, defining mea-
surement characteristics (eg, numerator, denominator,
exclusion criteria) more specifically than the existing ESMO
guidelines discussed earlier. For example, a proposed quality
measure could assess the percentage of patients referred to
specialty palliative care for whom an easily accessible col-
laborative oncology/palliative care comprehensive care
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FIG 2. (A) Current framework and
(B) proposed updated quality mea-
surement framework for palliative
care patients and caregivers. Pyr-
amids depict a hierarchic approach
to quality measurement in pallia-
tive care, with structures of care
established first, followed by pro-
cesses of care, leading to im-
provement in several patient and
system outcomes.
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plan (process measure), accessible at all times to both
teams, has been developed by the third visit. Such a plan
could serve as a centralized and accessible repository of
the patient’s wishes and preferences and understanding
of his or her disease and prognosis, as well as caregiver
needs. Another example could be assessment of whether
clearly defined triggers or thresholds for consultation are
established between oncologists and palliative care
specialists (structure measure) and then adhered to in
80% of cases (process measure). Measures regarding
coordinated palliative care plans and availability of
standardized triggers with associated compliance as-
sessments are not yet standard. Such measures to guide
the integration itself would assess the degree to which
care at the intersection of the two specialties meets ex-
pectations and, if gaps are uncovered, spur improvement
efforts to further coordinate care.

BUILDING ON A STRONG FOUNDATION

Standards/guidelines and quality measures addressing
palliative care integration into oncology have proliferated
around the world, demonstrating remarkable growth since
the early 2000s. Reports share a cohesive message:

oncology teams should provide dedicated attention to the
experience of patients with cancer and regularly use pal-
liative care specialists when criteria-based thresholds are
met. We recommend evolutions in a few key areas, in-
cluding clinicians looking beyond disease severity and
prognosis to the distress experienced by patients and their
caregivers, their symptom burden, and any impairment in
physical function that has or is likely to occur. Furthermore,
we recommend advancing the nature of the quality mea-
surement framework for specialty palliative care, includ-
ing the addition of five categories of outcomes beyond
the patient health outcomes in the classic Donabedian
framework. Inherently, specialist palliative care aims to
improve care across all components of a health system, and
therefore, measurement of its outcomes should expand
beyond individual patients. Last, we recommend devel-
opment and testing of new quality measures (and asso-
ciated measurement specifications) focused on the sharing
of palliative care service delivery responsibilities between
oncology teams and palliative care specialist teams. In-
tegration efforts have come a long way, and future efforts
like those recommended will build upon and strengthen the
impressive work to date.
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