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Abstract

Background: Integration of early outpatient palliative care for patients with advanced cancer requires overcom-
ing logistical constraints as well as attitudinal barriers of referring providers. This pilot study assessed provider
perception of logistical and attitudinal barriers to outpatient palliative care referral as well as provider acceptabil-
ity of an embedded onco-palliative clinic model.

Methods: This was a cross-sectional survey-based study of medical oncologists, palliative care physicians, ad-
vanced practice providers (APP), and oncology nurses at a large U.S. academic center. Participants were invited
to participate through anonymous online survey. Participants rank ordered logistical barriers influencing referral
to an outpatient palliative clinic. Respondents indicated level of agreement with attitudinal perception of palli-
ative care and acceptability of an embedded palliative clinic model through five-item Likert-like scales.
Results: There were a total of 54 study participants (28 oncology physicians/APPs, 15 palliative physicians/APPs,
and 11 oncology nurses). Across the three cohorts, most survey respondents ranked “time burden to patients” as
the primary logistical barrier to outpatient palliative care referral. Both oncology and palliative providers indicated
comfort with primary palliative care skills although palliative providers were more comfortable with symptom
management compared with oncology providers (93.3% vs. 32.2%). A majority of participants (94.9%) were will-
ing to refer to a palliative care provider embedded within an oncology clinic.

Conclusion: Additional health care time cost to patients is a major barrier to outpatient palliative care referral.
Embedding a palliative care provider in an oncology clinic may be an acceptable model to increase patient ac-
cess to outpatient palliative care while supporting the oncology team.

Keywords: barrier; cancer; outpatient; palliative care; referral; time cost

Introduction

Patients with advanced cancer, particularly lung can-
cer, benefit from early integration of palliative care
with standard oncology care.'™ The American Society
of Clinical Oncology (ASCO) recommends that all pa-
tients with advanced cancer receive outpatient pallia-

tive care early in their disease course concurrent with
active treatment.” Barriers to palliative care referrals
previously described include limited resource availabil-
ity, financial constraints, time burden of additional
clinic appointments, patient and caregiver fatigue,
and negative perception of end-of-life care by referring
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providers.®” Successful palliative care referral requires
overcoming attitudinal barriers as well as logistical lim-
itations in palliative care delivery as perceived by the
referring provider.* '

In considering palliative care referral, oncology pro-
viders frequently weigh a patient’s prognosis and
unmet palliative needs with limited availability of sub-
specialty palliative care resources.'’ For the past de-
cade, palliative care programs at National Cancer
Institute (NCI)-designated cancer centers have experi-
enced significant growth in outpatient palliative clinics,
outpacing inpatient palliative or hospice services."?
Expansion of outpatient palliative services has led to
significant variability in referral criteria, timing of re-
ferral, and models of outpatient palliative care delivery
across cancer centers worldwide.">™"”

Prior survey-based studies have offered insight into
oncologists’ perception of palliative care services,”'
yet none have attempted to ascertain both attitudinal
barriers as well as logistical barriers affecting oncolo-
gists’ decision in referring patients for outpatient palli-
ative care. In addition, the attitudes of oncology
nursing staff as well as advanced practice providers
(APPs, nurse practitioners, and physician assistants)
toward palliative care services are unknown. With the
growth of palliative clinics, oncology nurses are in-
creasingly empowered to advocate for palliative care re-
sources for patients with advanced cancer.'®*°
Oncology nurses offer unique perspectives that may
more closely reflect barriers faced by patients and
their families when attempting to complete palliative
care consultation.*

To address these questions, we conducted a cross-
sectional survey-based study of physicians, APP, and
oncology nurses to explore the perception of logistical
and attitudinal barriers affecting referral to subspe-
cialty palliative care. This pilot study also explores ac-
ceptability of an embedded palliative care clinic
model as a means to overcome attitudinal and practical
barriers to outpatient palliative care consultation.

Methods

This cross-sectional study was part of a larger pilot pro-
ject to assess the impact of embedding a palliative phy-
sician in a thoracic oncology clinic. At the time of this
study, all participants interfaced with outpatient pallia-
tive care through a freestanding palliative clinic that is
available to all cancer patients at this institution. We
utilized an anonymous online survey of physicians,
APP, and oncology clinic nurses in the Divisions of
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Medical Oncology and Palliative Medicine at the
Ohio State University Comprehensive Cancer Center.
APP included certified nurse practitioners and physi-
cian assistants. All physicians and APPs in medical on-
cology and palliative medicine were invited to
participate through institutional listserv. For this ex-
ploratory pilot study, only nursing staff in the thoracic
oncology clinic were invited to participate in the nurs-
ing cohort. Potential study participants (n=130) re-
ceived an institutional review board (IRB)-approved
e-mail invitation that explained the nature of the
study and included an online link to the survey with
a consent form for study participation. Potential
study participants received a reminder e-mail if they
had not completed the study survey within two weeks
of receiving the initial study invitation. The study was
approved by the IRB.

Survey development

The study survey was a 29-item questionnaire explor-
ing factors influencing provider referral to outpatient
palliative care services (Supplementary Appendix
SA1l). The survey comprised three main sections—
logistical barriers to outpatient palliative care referral,
attitudes toward palliative care, and acceptability of
an embedded palliative care clinic model. The survey
also included questions about professional training
level, years of postgraduate work experience, and
amount of palliative care training. Survey items per-
taining to logistical barriers and acceptability of an em-
bedded palliative clinic model were developed through
literature review and multidisciplinary team consensus,
whereas survey items pertaining to attitudinal percep-
tion of palliative care were reproduced from previously
published surveys with permission from investigators
at MD Anderson Cancer Center.”"

Logistical barriers to outpatient palliative referral
were elucidated through literature review and consen-
sus of a multidisciplinary stakeholder committee, com-
prising two medical oncologists, a palliative care
physician, and two nursing administrators. The com-
mittee identified five main logistical barriers to out-
patient palliative care referral at this institution;
additional health care cost to patient, remote clinic
location, time burden of additional appointments,
perceived lack of added value to patient care, and pa-
tient refusal of palliative care referral. Study partici-
pants were asked to rank these barriers from “1”
(primary barrier) to “5” (least important barrier)
when deciding on whether to refer a patient for
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outpatient palliative care services. As this was a pilot
study, this was the first utilization of these questions.

Survey items regarding provider attitudes toward pa-
tient characteristics warranting palliative care referral,
perception of “palliative care” service name, level of
comfort with primary palliative care skills, and degree
of clinician support were reproduced from previously
published surveys with permission from investigators
at MD Anderson Cancer Center.”'® These survey
items were previously pilot tested with hematology
and medical oncology providers (physicians and
APPs) at a single large academic cancer center although
reliability and validity of these survey items were not
previously reported.”°

To assess acceptability of an embedded palliative
clinic model, participants indicated their level of agree-
ment with the statement “I would refer patients to a pal-
liative care provider working in my outpatient clinic”
through five-item Likert-like scale (“strongly agree,”
“agree,” “neither agree nor disagree,” “disagree,” and
“strongly disagree”).

» <«

Data analysis

Descriptive statistics were used to summarize the data
by provider type (oncology, palliative, or nursing).
Fisher’s exact test was used to test for differences be-
tween provider types for those who chose “strongly
agree” versus all other options. As the questions
addressing level of comfort of care among providers
measured similar underlying factors, these questions
were used to estimate the reliability of the instrument
using Cronbach’s alpha. These data are exploratory
and only questions believed to be of interest before
data collection began were tested for statistical signifi-
cance. All analyses and graphs were generated in R ver-
sion 4.0.

Results

Response rate

The overall response rate for all providers was 41.5%
(54/130). In the Division of Medical Oncology, overall
survey response rate was 30.8% (28/91), which reflects
participation from medical oncologists (19/65; 29.2%)
and APP (9/26; 34.6%). In the Palliative Medicine divi-
sion, overall survey response rate was 53.6% (15/28),
which reflects participation from palliative physicians
(9/15; 60.0%) and APP (6/13; 46.1%). All thoracic on-
cology clinic nurses (11/11; 100%) responded to this
survey.
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Participant characteristics

The characteristics of study participants are provided
in Table 1. There was a comparable level of postgradu-
ate experience between respondents in medical oncol-
ogy and palliative care. A majority of oncology
providers (21/28; 75%) reported at least some level of
palliative care education—palliative clinical rotation
(9/28; 32%) or palliative care lectures (10/28; 36%).
Oncology nurses reported little or no training in palli-
ative care.

Logistical barriers to palliative care referral

Figure 1 summarizes the perception of logistical barri-
ers to outpatient palliative care referral as ranked by
medical oncology providers, palliative care providers,
and oncology nursing staff. A majority of respondents
in all three groups (medical oncology 78%, palliative
80%, and nurses 64%) ranked “time burden to patients”
as either the primary or secondary barrier when
considering referral to the outpatient palliative
care for cancer patients. Clinicians in both medical
oncology and palliative care ranked “patient prefer-
ence” as an influential logistical barrier to palliative
clinic referral with more than half of respondents
(medical oncology 52% and palliative 53%) ranking
this as either the first or second most important bar-
rier. Most oncology nurses (82%) ranked “palliative
clinic location” as the primary or secondary barrier
to outpatient palliative care, whereas oncology and
palliative clinicians were more equivocal on this

Table 1. Participant Demographics by Provider Type

Medical
oncology, Nurses, Palliative,
Characteristic, n (%) N=28 N=11 N=15
Provider training level
Physician 19 (68) N/A 9 (60)
APP 9 (32) N/A 6 (40)
Postgraduate experience
<10 Years 16 (57) 6 (55) 8 (53)
>10 Years 12 (43) 4 (36) 7 (47)
Unknown 0 (0) 19 0 (0)
Palliative care training®
Formal palliative care fellowship 2(7) N/A 9 (60)
(one year or more)
Formal palliative care rotation 9 (32) N/A 2(13)
(one month or more)
Palliative care courses, 10 (36) 5 (45) 4 (27)
continuing medical
education lectures
or conferences
No training 7 (25) 6 (55) N/A

At this institution, nurses do not have the opportunity to undergo a
formal palliative care fellowship or rotation.
APP, advanced practice providers.
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FIG. 1. Logistical barriers to outpatient palliative care referral. Logistical barriers to outpatient palliative
care referral as ranked by medical oncology providers, palliative care providers, and oncology nursing staff.
Left-sided percentages represent cumulative percentage of ranked order first and second most important
barrier as designated by survey participants. Gray bars represent percentage of respondents ranking an
item as third most important barrier. Right-sided percentages represent cumulative percentage of ranked
order fourth and fifth (least important) barrier to outpatient palliative care referral.
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barrier. A majority of respondents ranked “lack of
added value” as the least influential barrier.

Provider perception of palliative care skills

As summarized in Figure 2, clinicians in both medical
oncology and palliative care reported feeling comfort-
able discussing advance care planning, death and
dying, and prognosis with patients. All palliative care
clinicians reported feeling comfortable providing symp-
tom management (93.3% “strongly agree”), whereas
oncology providers indicated less comfort with symp-
tom management (32.1% “strongly agree”) (Fisher’s
exact test: p<0.01). Oncology providers also reported
feeling less comfortable with managing mood symp-
toms such as anxiety and depression (10.7% “strongly
agree”) compared with palliative care providers (40%
“strongly agree”) (Fisher’s exact test: p<0.05). All phy-
sicians and APPs indicated that they agree or strongly

agree with the statement “I refer my patients to hospice
for end of life care.” Among the five questions address-
ing comfort of care, Cronbach’s alpha was estimated to
be 0.80 (95% confidence interval: 0.71-0.88) indicating
acceptable to good reliability.

Provider perception of support

Figure 3 reflects responses to survey items on support
and job satisfaction when caring for patients with a ter-
minal prognosis. A subset of medical oncology provid-
ers (25%) and oncology nurses (18%) indicated that
they feel a sense of failure when unable to alter a pa-
tient’s disease course, whereas no palliative care re-
spondents agreed with this statement. Although all
palliative participants reported feeling satisfaction in
providing end-of-life care (86.7% “strongly agree”
and 13.3% “agree”), a subset of medical oncology
(21%) and nursing providers (18%) responded
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FIG. 2. Provider perception of palliative care skills. Primary palliative care skills as perceived by medical
oncology providers, palliative care providers, and oncology nursing staff. Left-sided percentages represent
cumulative percentage of “strongly agree” and “agree” responses as designated by survey participants. Gray
bars represent percentage of respondents providing neutral response (“neither agree nor disagree”). Right-
sided percentages represent cumulative percentage of “disagree” and “strongly disagree” responses.

care

neutrally to this item. Oncology participants (physi-
cians/APPs 82% and nurses 100%) reported having
close relationships with patients and families, whereas
the palliative cohort responded more neutrally to this
statement (33% “neither agree nor disagree”). Palliative
providers endorsed the strongest support from col-
leagues in caring for patients at the end of life (66.7%
“strongly agree” and 20% “agree”), whereas perception
of clinician support was felt less strongly among med-
ical oncology providers (17.9% “strongly agree” and
53.6% “agree”) and oncology nurses (0% “strongly
agree” and 72.7% “agree”).

Acceptability of an embedded palliative

clinic model

Most medical oncology providers and all oncology
nurses indicated that they would be willing to refer pa-

tients to a palliative provider working within an outpa-
tient oncology clinic (Table 2). Only two (7.1%)
medical oncology providers responded neutrally to
this statement.

Patient characteristics for palliative care referral

and perception of palliative care service name

Participants across all three cohorts largely agreed with
palliative care referral for patients newly diagnosed
with cancer, no longer receiving cancer treatment for
advanced disease, receiving cancer treatment with pal-
liative intent, and actively receiving treatment with cu-
rative intent (Supplementary Fig. S1). Most
participants across all three cohorts disagreed that the
service name “Palliative Care” is a barrier to referral,
synonymous with end-of-life care, or decreases hope
in patients and families (Supplementary Fig. S2).
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Unlike medical oncology and palliative providers, a
majority of oncology nurses (64%) indicated that the
name “Palliative Care” is associated with treatment of
chemotherapy side effects (Supplementary Fig. S2).

Discussion

This exploratory cross-sectional study highlights prac-
tical barriers to integration of early palliative care with
standard oncology care as recommended by current
ASCO guidelines.” As part of a larger pilot project to
embed a palliative care provider in a thoracic oncology
clinic, this survey-based study explored logistical and

Table 2. Acceptability of Embedded Outpatient Palliative
Care Model

| would refer patients to a Palliative
Care provider working in my
outpatient clinic, n (%)®

Nursing
Medical oncology staff,
providers, N=28 N=11

attitudinal barriers influencing referral to a freestand-
ing palliative clinic before opening of an embedded
onco-palliative clinic model. At this institution, medi-
cal oncology providers and inpatient palliative consult
teams are the primary gatekeepers to outpatient pallia-
tive clinic referral. By capturing perceptions of the
overall referral base, this study explores perceived bar-
riers in relation to a freestanding outpatient palliative
clinic before piloting embedded palliative providers in
oncology clinics. To assess nursing perception of out-
patient palliative care, thoracic oncology nurses were
included in this study to elicit baseline perspective in
a targeted nursing cohort before embedding a palliative
provider in the thoracic oncology clinic. Eliciting the
perspective of referring providers and nursing staft
was pertinent in exploring barriers to palliative care re-
ferral, acceptance of a new embedded palliative clinic
model, and providing baseline data to explore how per-
ceptions and barriers change with embedded outpa-

By ranking logistical barriers to outpatient palliative

Strongly agree 17 (61) 8 (73)

Agree 9 (32) 3(27) tient _palliati

Neither agree nor disagree 2(7) 0 (0) 1ent onco-pallialive care.
Disagree 0 (0) 0 (0)

Strongly disagree 0 (0) 0 (0)

“Palliative care providers were excluded from this survey item.

care referral in this study, both oncology and palliative
care providers recognize the significant time burden of



Agne et al.; Palliative Medicine Reports 2021, 2.1
http://online.liebertpub.com/doi/10.1089/pmr.2020.0114

standard oncology care for patients with advanced can-
cer. Although outpatient palliative care services have
expanded at many NCI-designated cancer centers for
the past decade, most palliative clinics operate in a free-
standing model that is separate from a patient’s outpa-
tient oncology clinic.'"> At the time of this survey,
patient access to outpatient palliative care was only
available through a freestanding palliative clinic oper-
ating separately from outpatient oncology care at this
institution. Providing embedded palliative care within
an oncology clinic may facilitate earlier palliative care
referral while decreasing health care time cost to pa-
tients. Across diverse cancer diagnoses, Yabroff et al.
described a significant increase in health care-related
time cost to patients in the last year of life when com-
pared with the first year after cancer diagnosis.>' Per-
ception of additional health care time cost,
particularly in patients approaching the end of life,
amplifies reluctance of providers to recommend and
patients to accept referral to nonembedded palliative
care services. For these reasons, early outpatient pallia-
tive care referral (>12 months before death) is more
likely to occur for patients with longer disease course
or to address treatment-related symptoms rather than
longitudinal palliative care management across the dis-
ease continuum.”>>> Embedding a palliative care pro-
vider within an oncology clinic may decrease the
perception of additional time cost to patients typically
experienced by a freestanding palliative clinic model.
Time cost to patients is further reduced when an em-
bedded palliative provider has flexibility to see patients
concurrently with the oncology team or during infu-
sion of systemic cancer treatment.

Similar to Hui et al.,” this study demonstrated a high
comfort level with primary palliative care skills such as
prognostication, advance care planning, and cancer
symptom management among oncology providers.
By surveying palliative care providers, this study is
unique in that palliative care participants indicated a
higher level of comfort with emotional and physical
symptom management compared with their oncology
colleagues. This finding reflects subspecialty training
of palliative providers in complex symptom manage-
ment, whereas oncology training focuses on treatment
of the underlying malignancy. In addition, palliative
care providers reported less comfort with prognostica-
tion compared with oncology providers, which may re-
flect less knowledge of newer cancer treatments as
perceived by palliative care providers. These findings
highlight the need for close collaboration between
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these two specialties to facilitate end-of-life decision
making in patients with advanced cancer. An embed-
ded onco-palliative clinic model may facilitate closer
collaboration between medical oncologists and pallia-
tive providers by facilitating shared goals of care dis-
cussions and symptom assessments in the oncology
clinic.

Although respondents frequently agreed on survey
items, differences between medical oncology and palli-
ative providers were often most interesting in the
strength of their responses. For example, when asked
about their comfort level when providing symptom
management to patients, both specialists indicated a
high level of comfort (100% vs. 86% “agree” or
“strongly agree” palliative care vs. medical oncology).
Palliative providers, however, appeared substantially
more comfortable with symptom management in that
they more frequently indicated a strong comfort level
versus medical oncologists (“strongly agree” 93% vs.
32%, respectively). Although other studies chose to col-
lapse levels of the Likert scale,”!° doing so results in the
loss of these subtle but important differences. There-
fore, we chose not to collapse the Likert scale levels
in this study.

Medical oncologists with access to on-site palliative
care report higher overall job satisfaction, which is clin-
ically relevant as oncologists with low job satisfaction
are less likely to discuss prognosis with their patients.**
In addition to supporting patient care, palliative care
providers work closely with oncology teams to process
the emotional toll of caring for dying patients.
Although both oncology and palliative providers in
this study cited satisfaction in providing end-of-life
care, a subset of oncology providers expressed a sense
of failure when unable to alter the disease course of a
dying patient, which was not reported by palliative
care providers. This finding may reflect the focus of dis-
ease curability in medical oncology, whereas patient
death is widely accepted in palliative care. Feelings of
failure may also reflect a sense of closeness oncology
providers and nurses develop with their patients,
which results in both personal satisfaction and emo-
tional burden of transitioning patients to end-of-life
care.

Although this pilot study yielded useful and interest-
ing data to guide development of an embedded
onco-palliative clinic model, the study had several lim-
itations. This study was limited by low overall response
rates among both oncology and palliative providers. As
participation was voluntary and not compensated, low
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response rate may be reflective of the lack of financial
incentive for survey completion. This study also reflects
only the perception of clinicians and nurses at a single
academic cancer center with on-site palliative care.
Logistical barriers to palliative care integration in this
study may not be reflective of other community oncol-
ogy practices. Among nursing staff, only thoracic on-
cology clinic nurses were included in this study
population. Further research is recommended to eluci-
date the larger nursing perspective pertaining to outpa-
tient palliative care. Potential barriers to an embedded
palliative clinic model was beyond the scope of this
survey-based study. The study was not powered to de-
tect distinct differences in provider types and was ex-
ploratory in nature. Further research is needed to
confirm the findings of this study.

Conclusion

The goal of this study was to explore perceptions of
barriers to outpatient palliative care referral at a
large academic cancer center. Time cost to patients
was identified as the primary logistical barrier to out-
patient palliative care consultation. Although resource
intense, the concept of embedding a palliative care
provider in an oncology clinic to reduce health care
time cost to patients was largely acceptable to both on-
cology providers and nursing staff. This study also
suggests that closer collaboration between medical on-
cology and palliative care providers may improve
comfort with prognostication while providing emo-
tional support for the medical team in caring for
dying patients.
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