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Abstract

Background An international panel achieved consensus on 9 need-based and 2 time-based major referral criteria to identify
patients appropriate for outpatient palliative care referral. To better understand the operational characteristics of these criteria, we
examined the proportion and timing of patients who met these referral criteria at our Supportive Care Clinic.

Methods We retrieved data on consecutive patients with advanced cancer who were referred to our Supportive Care Clinic
between January 1, 2016, and February 18, 2016. We examined the proportion of patients who met each major criteria and its
timing.

Results Among 200 patients (mean age 60, 53% female), the median overall survival from outpatient palliative care referral was
14 (95% confidence interval 9.2, 17.5) months. A majority (n =170, 85%) of patients met at least 1 major criteria; specifically,
28%, 30%, 20%, and 8% met 1, 2, 3, and >4 criteria, respectively. The most commonly met need-based criteria were severe
physical symptoms (n =140, 70%), emotional symptoms (n =36, 18%), decision-making needs (n =26, 13%), and brain/
leptomeningeal metastases (n =25, 13%). For time-based criteria, 54 (27%) were referred within 3 months of diagnosis of
advanced cancer and 63 (32%) after progression from > 2 lines of palliative systemic therapy. The median duration from patient
first meeting any criterion to palliative care referral was 2.4 (interquartile range 0.1, 8.6) months.

Conclusions Patients were referred early to our palliative care clinic and a vast majority (85%) of them met at least one major
criteria. Standardized referral based on these criteria may facilitate even earlier referral.

Keywords Ambulatory care - Outcome and process assessment (health care) - Neoplasms - Referral and consultation - Palliative
care - Selection criteria

Introduction

Cancer patients often experience significant physical and psy-
chological distress, and are faced with many difficult deci-
sions regarding cancer treatments and care planning [9, 28].
Timely involvement of palliative care into oncologic care has
been found to improve patients’ quality of life, symptom bur-
den, mood, and quality of end-of-life care [7, 8, 15, 22].
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Multiple professional organizations such as the World
Health Organization (WHO), the American Society of
Clinical Oncology (ASCO), the National Comprehensive
Cancer Network (NCCN), and the Institute of Medicine
(IOM) have endorsed timely palliative care referral for cancer
patients [6, 25, 31]. However, there remains significant het-
erogeneity among clinicians in deciding who should be re-
ferred to palliative care and when is the most appropriate time
[19], which likely contributed to the inconsistent and delayed
referrals [16, 17].

To optimize use of the scarce palliative care resources and
standardize care, a panel of international experts on palliative
cancer care developed a consensus list of criteria for outpatient
palliative care referral for patients with advanced cancer seen
at secondary/tertiary care hospitals [18]. This consensual list
consisted of 9 needs-based criteria and 2 time-based criteria;
however, these criteria have not been tested empirically. A
better understanding of operational characteristics of these
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referral criteria may facilitate their application in clinical prac-
tice and identify opportunities for refinement. In this retro-
spective study, we determined the proportion of patients re-
ferred to palliative care who met the major referral criteria. We
also determined when these standardized referral criteria were
first met to highlight opportunities for earlier referral.

Methods
Eligibility criteria

In this retrospective study, we included consecutive patients
with advanced cancer (i.e., locally advanced, metastatic, or
recurrent) who were seen at the Supportive Care Outpatient
Clinic at University of Texas MD Anderson Cancer Center
(MDACC) for consultation between January 1, 2016, and
February 18, 2016. By focusing on patients who were already
referred to palliative care, we were able to examine the relative
timing of referral based on criteria as compared to actual prac-
tice. The institutional Review Board at the MDACC reviewed
and approved this study with waiver for informed consent.

Outpatient supportive care clinic

The outpatient clinic and referral pattern have been described
in detail elsewhere [4, 12, 16]. Briefly, this clinic operates
5 days a week and is regularly staffed by an interdisciplinary
team consisting of physicians, nurses, psychologists, coun-
selors, and a pharmacist. Other professionals such as social
workers, chaplains, child life counselors, dieticians, and phys-
ical therapists are available on an as needed basis. In 2018,
there were 1772 new patient consultations and 6943 follow-up
visits. The mean time from referral to consultation was
10.6 days.

Data collection

We reviewed the electronic medical records and collected data
on baseline demographics at the time of outpatient palliative
care consultation, including age, sex, race, cancer diagnosis,
Eastern Cooperative Oncology Group (ECOG) performance
status, and CAGE questionnaire. The CAGE questionnaire
has been validated for screening of alcohol-related disorders
[5]. It consists of 4 questions (“Cut down,” “Annoyed,”
“Guilty,” and “Eye opener”) with a score of 2 or greater indi-
cating a risk of alcoholism [23].

We also conducted symptom distress screening with the
Edmonton Symptom Assessment System (ESAS). This is a
12-item numeric rating scale that examines the average symp-
tom intensity over the past 24 h, including pain, fatigue, nau-
sea, depression, anxiety, drowsiness, dyspnea, poor appetite,
poor well-being, insomnia, financial distress, and spiritual
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distress. Each item was rated using a numeric rating scale that
ranges from 0 (none) to 10 (worst possible). A score of 7 or
higher was considered as “severe” [21, 27, 30]. ESAS has
been widely used in clinical practice and validated in multiple
clinical settings [11].

We determined if patients met each of the 11 major criteria
within 30 days of the palliative care consultation [18]. Each
criterion was coded in a binary manner (yes or no). We also
reviewed the chart from the time of diagnosis of advanced
cancer and captured the date that these criteria were first met
(if applicable). The operational definition for each criteria is
shown below:

1. Severe physical symptom(s)—documentation of severe
pain, dyspnea, nausea, or other physical symptoms, such
as an intensity of > 7/10 on the ESAS both at the time of
palliative care consultation and prior to that visit

2. Severe emotional symptom(s)—date of documentation
of severe depression or anxiety, such as an intensity of>
7/10 on ESAS both at the time of palliative care consul-
tation and prior to that visit

3. Request for hastened death—date of documentation of
suicidal intent or ideation both at the time of palliative
care consultation and prior to that visit

4. Spiritual or existential crisis—documentation of severe
spiritual pain, such as an intensity of > 7/10 on ESAS or
description by chaplain both at the time of palliative care
consultation and prior to that visit

5. Assistance with decision-making/care planning—
documentation that patients requested for addition assis-
tance with cancer treatment decision-making or advance
care planning both at the time of palliative care consul-
tation and prior to that visit

6. Patient request—documentation that patients requested
specifically for palliative care referral anytime prior to
palliative care consultation

7. Delirium—date of documentation of clinical diagnosis
of delirium or Memorial Delirium Assessment Scale
(MDAS) > 13/30 palliative care consultation both at
the time of palliative care consultation and prior to that
visit. The MDAS is a validated scale that assesses the
severity of delirium [2, 24]. It consists of 10-items based
on clinical observations and interview of the patient.
Each item is assigned a score from 0 to 3, with a higher
score indicating greater severity. A total score of 13/30
supports the diagnosis of delirium [2].

8. Brain or leptomeningeal metastases—radiologic or clin-
ical diagnosis of cancer involvement in the brain or
leptomeninges prior to palliative care consultation.
Patients with central nervous system tumors were coded
as yes.

9. Spinal cord compression or cauda equina—radiologic or
clinical diagnosis of impending or symptomatic spinal
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cord compression or cauda equine syndrome prior to
palliative care consultation

10. Within 3 months of diagnosis of advanced/incurable
cancer for patients with median survival 1 year or
less—palliative care consultation occurred within
90 days from date of diagnosis of advanced cancer. For
coding purposes, we defined a list of malignancies with
expected survival of 1 year or less from time of diagnosis
based on the medical literature, including metastatic
lung cancer, metastatic non-colorectal gastrointestinal
cancers, metastatic anaplastic thyroid cancer, metastatic
hepatocellular carcinoma, metastatic renal cell carcino-
ma, metastatic head and neck cancer, metastatic cancer
of unknown primary, locally advanced pancreatic can-
cer, locally advanced anaplastic thyroid cancer, and
acute myeloid leukemia.

11. Progressive disease despite second line palliative sys-
temic therapy—palliative care consultation relative to
the date of documentation of progression from second
line treatment.

We classified the criteria into 2 categories: need-based
criteria (#1—#9) and time-based criteria (#10—#11). Need-
based criteria were further sub-classified into distress criteria
(#1-4#4), support criteria (#5—#6), and neurological criteria
(#7-#9) [18].

We also collected survival data based on the last date of
follow-up and vital status from cancer registry and the elec-
tronic health records.

Statistical analysis

The primary objective of this study was to determine the pro-
portion of patients referred to palliative care who met the
standardized referral criteria. We hypothesized that at
least 80% of patients referred to palliative care would
meet at least 1 standardized referral criterion. With 200
patients, we calculated that we could estimate the pro-
portion of patients referred to palliative care who met at
least 1 standardized referral criterion with a standard
error of <3%.

The baseline patient demographics and ESAS were sum-
marized using standard descriptive statistics including
mean, standard deviation, range, interquartile range
(IQR), and frequency. Kaplan-Meier survival analysis
was used to estimate the median time from time of
meeting criterion to death and its 95% confidence inter-
vals. Overall survival was calculated either from the
time of palliative care consultation or when the referral
criteria were met.

The Statistical Analysis System version 9.4 (SAS Institute
Inc., Cary, North Carolina) was used for statistical analysis.

Results
Patient characteristics

The baseline patient characteristics at time of outpatient palli-
ative care consultation are summarized in Table 1. The mean
age was 60; 106 (53%) were female and 127 (64%) were non-
Hispanic White. The most common cancer diagnoses were
respiratory (n =36, 18%) and gastrointestinal (n =36, 18%).
A majority of patients had a diagnosis of metastatic disease
(n=111, 56%). Pain, fatigue, and insomnia were the symp-
toms with the highest intensity.

The median interval from first oncology consultation to
outpatient palliative consultation was 5.3 months (interquar-
tile range 1.2, 21 months). The median overall survival from
palliative care consultation was 14 months (95% CI 9.2,
17.5 months).

Proportion of patients who met referral criteria
at the time of palliative care consultation

For need-based criteria, severe physical distress was the most
commonly met at the time of palliative care consultation (n =
140, 70%), followed by severe emotional distress (n =36,
18%), assistance with decision-making/care planning (n =
26, 13%) and brain or leptomeningeal metastases (n =25,
13%) (Table 2). Four criteria (request for hastened death, spir-
itual crisis, patient request for palliative care referral, and de-
lirium) were met in <2% patients.

For time-based criteria, 54 (27%) were referred within
3 months of diagnosis of advanced cancer and 63 (32%) after
progression from > 2 lines of palliative systemic therapy.

Overall, 170 (85%) met at least one major criteria at the
time of palliative care referral (Fig. 1).

Timing when major referral criteria were first met

Table 3 shows that the median time from first documentation
of severe physical or emotional symptoms to referral was gen-
erally within 1 month. In contrast, the median interval was 3.6
to 4.6 months between neurological involvement and pallia-
tive care referral. Similarly, the median interval was
4.3 months for “within 3 months of diagnosis of advanced
cancer” and 4.1 months for “progressive disease despite sec-
ond line systemic therapy”.

Discussion

Consistent with our hypothesis, a vast majority (85%) of pa-
tients referred to our palliative care outpatient clinic met at
least one of the 11 major criteria, supporting the applicability
at these criteria in clinical practice. The most commonly met
criteria were related to symptom distress, while several criteria

@ Springer



298

Support Care Cancer (2020) 28:295-301

Table 1 Patients characteristics at time of palliative care consultation Table 2 Proportion of patients who met major referral criteria at the
(N=200) time of outpatient palliative care consultation
Variable N (%) Major criteria Present (%)
Age, mean (range) 60 (21-89) Severe physical symptom(s) 140 (70)
Female sex 106 (53) Severe emotional symptom(s) 36 (18)
Race Request for hastened death 1(0.5)
Caucasian 127 (64) Spiritual or existential crisis 2(1)
Black 19 (10) Assistance with decision-making/care planning 26 (13)
Hispanic 30 (15) Patient request 4(2)
Other 24 (12) Delirium 0(0)
Cancer type Brain or leptomeningeal metastases 25 (12.5)
Breast 23(12) Spinal cord compression or cauda equine 3(1.5)
Gastrointestinal 36 (18) Within 3 months of diagnosis of advanced/incurable 54 (27)
Genitourinary 16 (8) cancer for patients with median survival 1 year or less
Gynecological 21 (11) Diagnosis of advanced cancer with progressive disease 63 (31.5)
Head and neck 32 (16) despite second line systemic therapy (incurable)
Hematological 10 (5)
Respiratory 36 (18) . .
Other 26 (13) were rarely met. We also identified that a subset of these
Cancer stage criteria were met prior to palliative care consultation, suggest-
Metastatic 111 (56) ing an opportunity for earlier referral if these criteria were
Locally advanced 56 (28) systematically applied.
Recurrent or advanced 33 (16) ‘We found that severe physical and emotional distress was a
ECOG Performance Status key trigger for oncologists to refer patients to palliative care.
0 1(1) This is reflected by the observation that 70% and 18% of
1 58 (29) patients had severe physical and emotional ESAS intensity
2 85 (43) at the time of palliative care consultation. Implementation of
3 51 (26) routine symptom distress screening as mandated by the
4 4(2) Commission on Cancer likely enhanced oncologists’ aware-
Edmonton Symptom Assessment System (0—10), median (IQR) ness of symptom burden and is associated with improved
Pain 5@,8) outcomes [1, 21]. Oncologists can address some common
Fatigue 53,7 symptoms in the front line; at the same time, referral to palli-
Nausea 0(0,5) ative care has been found to further improve quality of life,
Depression 1(0,4) mood, and symptom control over oncologic care alone in ran-
Anxiety 2(0,5) domized trials [7, 8, 15, 22]. Our data suggest that oncologists
Drowsiness 3(0,6) recognize the role of palliative care in optimizing symptom
Dyspnea 1(0,4) control.
Poor appetite 42,7)
Poor well-being 52,7 35
Poor sleep 53,7
Memorial Delirium Assessment Scale (0-30), 1(0,2) 30
median (IQR) § -
CAGE Questionnaire > +2 25 (13) |5
Time intervals, median (IQR), months T 20
From advanced cancer diagnosis to first oncology 2(0.7,8.7) E .
consultation )
From advanced cancer diagnosis to outpatient 10.1 (3.9, 26.7) g 10 I
palliative care consultation s g
From first oncology consultation to outpatient 5.3 (1.2,21) I
palliative care consultation 0 -
0 il 2 3 4 5

CAGE, Cut down, Annoyed, Guilt and Eye-Opener Questionnaire;
ECOQG, Eastern Cooperative Oncology Group; /QR, interquartile range

*Unless otherwise specified
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Number of Major Criteria Met

Fig. 1 Proportion of patients with advanced cancer who met major
referral criteria at outpatient palliative care consultation (N =200)
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Table 3

Proportion and timing of patients with advanced cancer who met major referral criteria prior to outpatient palliative care consultation

Major criteria

Proportion of patients who
met criterion prior to or at
palliative care consultation

Interval from meeting
criterion to palliative
care consultation, month

Overall survival from
time of meeting criterion,
months

n (%) Median (IQR) Median (95% CI)
1. Severe physical symptom(s) 148 (74) 0(0,1.1) 15.9 (12.1, 29.9)
2. Severe emotional symptom(s) 64 (32) 0.3 (0,4.5) 19.7 (9.7, 112.1)
3. Request for hastened death 2(1) - —
4. Spiritual or existential crisis 2(D) - -
5. Assistance with decision-making/care planning 36 (18) 0(0,0.4) 24.5 (4.3, 48.8)
6. Patient request 4(2) 0 (0, 0) 17.4 (3.6, 17.5)
7. Delirtum 3(1.5) - -
8. Brain or leptomeningeal metastases 25 (12.5) 3.6(2,74) 14.1 (8.1, 34.1)
9. Spinal cord compression or cauda equine 3(1.5) 4.6 (0.1,5.5) 13.9 (1.9, 13.9)
10. Within 3 months of diagnosis of advanced/incurable 54 (27) 4.3 (1.3,10.3) 19.2 (11.6, 44.3)
cancer for patients with median survival 1 year or less
11. Diagnosis of advanced cancer with progressive disease 63 (31.5) 4.1(1.6,13.3) 15 (9.2, 46.6)
despite second line systemic therapy (incurable)
12. Any one criteria 178 (89) 2.4 (0.1, 8.6) 25.1(15.9,30.1)

IOR, interquartile range

We only computed the intervals if at least 4 patients met a criterion

Interestingly, several criteria were less often met, including
delirium, request for hastened death, spiritual crisis, and pa-
tient request for palliative care referral. For example, many
patients are either unaware of palliative care or confused about
its role [26]. They often rely on their oncologists to suggest an
appropriate referral. We believe that these criteria remain im-
portant because they clearly indicate a need for further support
if present.

We also examined the time interval when each patient first
met each criterion in relation to their palliative care consulta-
tion. Our findings highlighted that clinicians were referring
patients based on symptoms with limited delay; in contrast,
they were less likely to be referred immediately when meeting
the neurological involvement criteria and time-based criteria.
Our data suggest that if patients were referred based on these
criteria, they would be seen by palliative care clinic approxi-
mately 4 months earlier. Importantly, our patients were
relatively unique because they were already referred
quite early in the disease trajectory (i.e., >1 year over-
all survival from time of consultation) relative to many
other institutions [3, 13, 14, 32].

Standardized referral based on these criteria may facilitate
even earlier referral for these patients [10, 18, 20]. Earlier
referral may be beneficial; however, many palliative care pro-
grams may not be able to handle to increased workload [29].
Individual institutions would need to decide which criteria
subset should be adopted and/or modified—symptom, neuro-
logical, or time-based criteria [15].

This study has several limitations. First, this is a single-
center study involving a tertiary care cancer center. The patient

population and oncologist characteristics may not be general-
izable to other settings. Furthermore, our center has a large
palliative care service and patients were already referred rela-
tively early [13, 14, 32]. Thus, future studies should examine
these criteria in other settings. Second, this is a retrospective
study and data collection was dependent on the quality of
documentation in the electronic medical records. Third, the
focus of this study was on patients already referred to pallia-
tive care to assess how the timing of the criteria compared to
actual practice. Future research should examine the operation-
al characteristics in oncology setting. Fourth, we were only
able to assess whether patients met each criterion and
could not ascertain whether patients were actually re-
ferred because of them, partly because the reason for
referral was not well documented. A prospective study
is required to examine this question. Fifth, only the ma-
jor referral criteria based on Delphi consensus were
assessed in this study [18]. Because referral criteria
should ultimately be tailored to each institution, a differ-
ent set of criteria may be considered in other settings.

In summary, we found that a large proportion (85%) of
patients referred to our palliative care outpatient clinic met at
least one major criteria, supporting the applicability of the
major referral criteria. Our study also highlighted that neuro-
logical and time-based criteria were less likely used to trigger
a referral; standardized referral based on these criteria may
facilitate even earlier referral. Future studies should assess
the applicability of these criteria in oncology clinics and
whether automatic referral could result in targeted referrals
and improved patient outcomes.
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