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Abstract Increasingly, evidence suggests the integration of
palliative care (PC) with standard oncologic care can yield
substantial benefits. As part of an effort to improve the PC
of cancer patients, the National Comprehensive Cancer Net-
work (NCCN) has developed clinical practice guidelines for
PC that promote access to quality, evidence-based PC. This
study sought to characterize current implementation of the
guidelines by NCCN member institutions. Institutional repre-
sentatives appointed to the NCCN Palliative Care Guidelines
Panel were asked to complete an online survey in the spring of
2014. The survey focused on availability of PC services,
screening and referral practices for PC, PC education, and
quality improvement programs. The survey was completed
by representatives from 21 of 25 NCCN member institutions
(84 %). A majority routinely provides PC services via inter-
disciplinary teams; 52% routinely inform patients of the avail-
ability, elements, and benefits of PC. The guidelines are most
often used to guide clinical practice; only 10 % reported using
the guidelines to formally screen for PC needs and/or make
referrals to PC specialists. Among the 62% of institutions that
screen any patients using any available criteria, when a patient
screens positive for PC needs, a referral to a PC specialist is
made less than half the time. Implementation of PC Guide-
lines is incomplete and various aspects of the guidelines, such
as the recommendation to screen all patients for PC needs, are
applied inconsistently. Despite this, most institutions provide
PC services in a manner consistent with the guidelines.

Greater implementation of the guidelines’ recommendations
is needed.
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Introduction

Increasingly, evidence suggests that the integration of pallia-
tive care (PC) with standard oncologic care throughout the
disease trajectory can yield substantial benefits for patients
and their caregivers and reduce the overall burden of costs to
the health care system [1]. In the late 1990s, the National
Comprehensive Cancer Network (NCCN) convened a panel
of multidisciplinary professionals with representatives from
member institutions to formulate clinical practice guidelines
for PC. The NCCN Palliative Care Guidelines (hereafter re-
ferred to as PC Guidelines) were first published in 1999 [2]
and are updated annually [3]. The purpose of the PC Guide-
lines is to offer an evidence-based framework that serves as a
primary resource for PC for primary oncology teams and other
cancer care professionals. The guidelines are designed to pro-
mote access to quality, evidence-based PC, and thus, meet the
goals of PC to help cancer patients experience the best quality
of life (QOL) possible throughout the course of illness.

The PC Guidelines serve to define PC, describe the criteria
for referral of oncology patients to PC, delineate best practices
in PC delivery and practice, and provide guidance on improve-
ment of PC effectiveness and efficiency through education and
quality improvement initiatives. For example, the guidelines
recommend early collaboration with a PC specialist for all can-
cer patients and specify processes that should be in place to
integrate PC into standard oncology care. An important step
toward achieving PC integration includes conducting routine
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screening to identify patients with PC needs. Thus, the guide-
lines provide criteria for screening and referral to a PC special-
ist and recommend that all patients be screened and re-screened
at appropriate intervals for PC needs. Criteria include patient
characteristics such as the presence of symptoms, including
pain, that are not well controlled with conventional manage-
ment, high-symptom burden, high distress, severe comorbid
conditions, frequent and/or complex admissions and limited
treatment options. The guidelines also include standards of care
for symptom assessment and symptom management and spec-
ify clinical pathways that provide detailed recommendations
related to PC interventions and PC service delivery.

In the last several years, a number of national and interna-
tional organizations have published guidelines regarding PC
services for cancer patients [4]. Few studies have evaluated
the extent to which these guidelines have been implemented
or have helped to create a standard for PC services [4, 5]. To
our knowledge, no studies have evaluated progress in
implementing the NCCN PC Guidelines. The purpose of the
current study was to assess implementation of key aspects of
the PC Guidelines by NCCN member institutions.

Methods

In April 2014, a letter of invitation to participate in an online
survey was sent via electronic mail to each institutional rep-
resentative appointed to the NCCN PC Guidelines Panel. For
institutions that had more than one representative on the panel,
a single representative was selected to receive the invitation.
The letter contained a link to a web-based survey formatted by
the Moffitt Cancer Center Survey Methods Core. Multiple
reminders were sent via electronic mail between late April
and early June 2014 to institutional representatives who did
not complete the survey in response to the initial request. In
instances in which an institutional representative did not reply
or the organization had only recently become a NCCN mem-
ber institution, attempts were made to identify and contact an
individual who is involved in the delivery of PC services at the
institution who could complete the survey. Survey items fo-
cused on the availability of PC services screening and referral
practices for PC, PC education, and quality improvement pro-
grams. Additional survey items focused on institutional
knowledge and attitudes toward the provision of PC and bar-
riers to the delivery of PC services. More specific information
about item content is presented with the results, and a copy of
the survey is available upon request.

Results

Responses were received from 21 of the 25 NCCN member
institutions, reflecting a response rate of 84 %. The initial set

of survey items inquired about the availability of PC services
and service delivery. All 21 institutions responding (100 %)
provide some form of PC; 20 of 21 (95 %) reported a formal
PC program or department. Eleven out of 21 (57 %) offer
specialty PC services for select groups. Nine (43 %) offer
speciality PC services for pediatrics, eight (38 %) for adoles-
cents and young adults, and nine (43 %) for senior adults. Five
(24 %) respondents and one (5 %) respondent offer specialty
PC services to select cancer types (e.g., gynecologic cancers)
and specific treatment modalities (e.g., patients receiving ra-
diation), respectively.

Consistent with the PC Guidelines, nearly three fourths
(71 %) deliver PC services via an interdisciplinary team. All
21 of the institutions (100 %) reported the participation of
physicians board-certified in hospice and palliative medicine,
as well as advanced practice professionals such as nurse prac-
titioners and physician assistants. Other disciplines formally
involved in providing PC include registered nursing (67 %),
social work (86%), chaplaincy (76%), psychiatry (24 %), and
psychology (48 %). The guidelines recommend that PC be
initiated by the primary oncology team. Consistent with this,
20 of 21 institutions (95 %) indicated that referrals to PC are
made by the attending oncologist. Ninety-five percent also
allowed referrals to be made by any physician involved in a
patient’s care while 67 % allowed referrals by advanced prac-
tice professionals, 29% allowed referrals by registered nurses,
19 % allowed referrals by social workers, and 14 % allowed
referrals by psychologists. Fifty-two percent of institutions
responding allow patients to self-refer to PC. Nine institutions
(43 %) reported having institutional guidelines or triggers in
place to facilitate the utilization of PC services while five
(24 %) indicated this effort as in progress. Approximately half
of the institutions (52%) responding indicated that patients are
routinely informed of the availability, elements, and benefits
of PC.

The next set of survey items focused on quality improve-
ment. Eleven of 21 (52%) institutions indicated having some
type of quality improvement initiative in place tomonitor the
quality of PC provided, and another six (29%) indicated that
they are in the process of developing one. Eight of the 20
institutions (40 %) that have a formal PC program or depart-
ment have earned accreditation or certification. Ten of 21
(48 %) institutions reported that they submit data to the Na-
tional Palliative Care Registry [6], a registry created by the
Center to Advance Palliative Care that collects operational
data on PC programs to promote standardization and im-
prove the quality of PC in the United States. The guidelines
recommend instituting educational programs for health care
professionals to improve effective PC service delivery.
Sixty-seven percent of respondents reported having a formal
educational/training program in place while an additional
four (19 %) indicated that they are in the process of develop-
ing such a program.
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The next set of survey items referred to the extent to which
the guidelines are used to guide PC. Nineteen percent use the
guidelines to guide patient assessment and almost half (43 %)
use them to guide clinician practice. Eight institutions (38 %)
indicated that the guidelines are not used in PC service deliv-
ery. Only 10% of respondents reported using the guidelines to
screen for PC needs and/or make referrals to PC. Specific
criteria considered while screening include the following pa-
tients: with uncontrolled symptoms or high-symptom burden
(85 %), with metastatic or locally advanced disease (54 %),
with limited treatment options or at the end of life (62 %), with
specific types of cancer (15 %), who are undergoing specific
treatments (15 %), and who are inpatient (54 %). When a
patient screens positive for PC needs, a referral is made to
PC services only approximately half the time (46 %). Al-
though most institutions do not expressly use the guidelines
to screen patient characteristics for PC needs or a PC referral,
13 of 21 institutions (62 %) indicated they screen at least some
(but not all) patients in some manner (but not usually with the
PC Guidelines) to determine whether PC services are appro-
priate. Among those who do screen, the majority (62 %) indi-
cated that patients are not routinely rescreened for PC needs.

In the penultimate set of survey items, respondents were
asked to gauge their institution’s knowledge of, and attitude
toward, PC services (see Table 1). Most respondents indicated
that overall, provision of PC at their institution is consistent
with the goals of PC as outlined by the NCCN PC Guidelines.
However, there is less agreement on the benefits of PC and
appropriate recipients and timing of PC. Finally, the last set of
survey items asked respondents about perceived institutional
barriers to providing quality PC services. As shown in Table 2,
the two most frequently cited barriers were attitudes toward
PC and insufficient staffing; only 5 % cited regulatory or ad-
ministrative issues as a barrier.

Discussion

The survey results demonstrate variable implementation of the
PC Guidelines by member institutions. Broad adoption of PC
is indicated by widespread availability of services at member
institutions as all but one have a formal PC program or de-
partment. The offering of specialty PC services to patient
groups, such as adolescents and young adults and senior
adults, by a majority, indicates attention to needs distinct from
the general adult oncology population. There seems to be
general agreement among member institutions about the con-
stituents of PC and its benefits, as well as commitment to
educational programming for health care professionals to im-
prove PC delivery. Dedication to program quality improve-
ment is indicated by a high rate of participation in data sub-
mission to the National Palliative Care Registry and the pro-
motion of PC services overwhelmingly supported by individ-
ual championing of PC service efforts at member institutions.

Rather than rely on national guidelines or standards, many
member institutions have institution-specific triggers in place
to facilitate the use of PC services; in 76 % of cases, referrals
are made simply at the discretion of the oncologist and/or
primary oncology team. The PC Guidelines themselves are
more often used by member institutions to inform clinical
practice. Although only a few member institutions use the
PC Guidelines to screen for PC needs and/or make referrals
to PC services, a majority perform at least partial screening of
some patients for PC needs. In addition, the screening criteria
considered the following: uncontrolled symptoms, high-
symptom burden presence of locally advanced or metastatic
disease, and limited treatment options, for example are gener-
ally consistent with the criteria recommended in the PC
Guidelines. Whether these are the ideal criteria remains to be
determined as research evaluating the accuracy and utility of
these screening criteria is limited [7, 8].

Despite significant achievements, limitations in implemen-
tation of the PC Guidelines continue to impact member PC
services. The interdisciplinary team construct, a mainstay of
PC, and formal quality improvement efforts to monitor the

Table 1 Institutional knowledge of, and attitude toward, palliative care
services

At my institution Strongly agree
or agree (%)

Providers agree on what palliative care is 43

Providers agree on the elements that constitute
palliative care

67

Providers agree on who should receive palliative
care

29

Providers agree on the benefits of palliative care 43

Palliative care is done in a manner consistent
with the goals of palliative care as outlined
by the NCCN PC Guidelines

81

There is someone championing the palliative
care service effort

95

Referrals to palliative care services occur in a
timely and efficient manner

43

Providers agree that early integration of palliative
care should occur for all oncology patients

19

Table 2 Perceived institutional barriers to providing quality palliative
care services

The following hinders my institution’s ability to
provide quality palliative care services

% Endorsing

Attitudes toward palliative care 71

Insufficient staffing 67

Limited financial resources 57

Lack of awareness of the need for palliative care 48

Time constraints 48

Lack of effective leadership 10

Regulatory or administrative issues 5
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quality of PC provided are still not universally employed.
Relatively few use the PC Guidelines to screen for PC needs,
and when a patient screens positive for PC needs using other
guidelines or triggers, a referral to PC services is not prevalent.
The primary oncology team may not refer the patient for PC
services, and patient self-referral capability is also restricted.
This may be due, at least in part, to institutional attitudes about
the integration of PC in standard oncology care and/or limited
resources available to provide PC services.

Although informative, this study has noteworthy limita-
tions. First, some NCCN member institutions did not partici-
pate in the survey. Although 84 % is a high rate of participa-
tion, findings are only representative of the subset of institu-
tions that responded to the survey. Similarly, the responses
correspond to the views of the institutional representative
who completed the survey. Whether an on-site audit of PC
at each institution would yield similar results is unknown.
Second, during the conduct of the survey, three institutions
were named NCCN Comprehensive Cancer Centers, increas-
ing the total number of member institutions from 22 to 25. The
survey was made available to representatives from each of
these institutions; however, these institutions are not (yet) rep-
resented on the PC Guidelines Panel. It may be the case that
participation on the PC Guidelines Panel, or any other NCCN
panel, for that matter, will have some bearing on an individ-
ual’s responses on behalf of their institution to a survey such
as this.

The results of the current survey suggest several future
directions for examining implementation of the NCCN PC
Guidelines. The extent to which the PC Guidelines have been
implemented in National Cancer Institute (NCI)-designated
cancer centers is not known. The NCI-designated cancer cen-
ters represent most of the leading cancer centers in the United
States, and it would be informative to examine whether they
have implemented the PC Guidelines. Similarly, it would be
informative to examine implementation of the PC Guidelines
in community-based cancer centers. Given the documented
lack of standardized PC care in cancer clinical trials, [4] it
would be interesting to assess the PC resources actually avail-
able in community-based cancer centers who participate in
NCI’s cooperative oncology groups. Finally, given the in-
creasing acceptance of the need to integrate PC with standard

oncology care, it would be informative to resurvey the NCCN
member institutions at some later date to determine whether
progress has been made in implementing the PC Guidelines.

Participants’ responses to our questions about institutional
attitudes toward PC and barriers to PC service delivery sug-
gest ways to both promote greater implementation of the
guidelines, and advance the integration of PC with standard
oncology. The majority of respondents indicated that there is
no agreement on the benefits of PC, on who should provide it
and who should receive it and when. As the empirical evi-
dence in support of PC services throughout the disease trajec-
tory continues to accumulate, and the adoption of standardized
needs assessments and referral criteria for PC utilization
evolves, we should anticipate more agreement among busy
oncology care providers on the role of the PC specialist and
the value of PC.
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