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Abstract
Purpose
Research in palliative care demonstrates improvements in overall survival, quality of life,

symptommanagement, and reductions in the cost of care.Despite theAmerican Society of

Clinical Oncology recommendation for early concurrent palliative care in patients with

advanced cancer and high symptom burden, integrating palliative services is challenging.

Our aimswere to quantitatively describe the palliative referral rates and symptomburden

in a South Texas cancer center and establish a palliative referral system by implementing

the Edmonton Symptom Assessment Scale (ESAS).

Methods
Aspart of ourPlan-Do-Study-Act process, all staff received aneducational overviewof the

ESAS tool and consultationorderingprocess. TheESAS formwas then implementedacross

five ambulatory oncology clinics to assess symptom burden and changes therein

longitudinally. Referral rates and symptom assessment scores were tracked asmetrics for

quality improvement.

Results
On average, one patient per month was referred before implementation of the

intervention comparedwith 10 patients permonth after implementation across all clinics.

In five sample clinics, 607 patients completed the initial assessment, and 430 follow-up

forms were collected over 5 months, resulting in a total of 1,037 scores collected in

REDCap. Themean ESAS score for initial patient visitswas 20.0 (standard deviation, 18.1),

and referred patients had an initial mean score of 39.0 (standard deviation, 19.0).

Conclusion
This project highlights the low palliative care consultation rate, high symptom burden of

oncologypatients, andunderuse of services byoncologists despite improvementswith the

introduction of a symptom assessment form and referral system.

INTRODUCTION
Increasingly, research has demonstrated
that earlypalliative care improvesqualityof
life, treatment decision making, care sat-
isfaction, and health care use.1-5 Thus, the

American Society of Clinical Oncology has
recommended that “combined standard
oncology care and palliative care should be
considered early in the course of illness for
any patient with metastatic cancer and/or
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high symptom burden.”1(p880) In addition, to improve the
overall management of distress in patients with cancer, the
National Comprehensive Cancer Network has recommended
that all patients be screened throughout the trajectory of their
disease course.6 However, in a national survey of oncologists,
these guidelines did not seem to be widely disseminated.7

Studies have identified barriers to integration of palliative care,
which include a lack of consensus regarding a symptom as-
sessment tool and the level of distress that is appropriate for
referral, an inadequately trained workforce, and cultural
stigma.8 The strategies to overcome these barriers are a key
aspect of ongoing research and include methods for identi-
fication, assessment, andmanagement of palliative care needs.

A recent systemic review discussed the heterogeneity in
tools used for distress screening, timing, and the referral
process.9 One such tool is the Edmonton Symptom Assess-
ment Scale (ESAS), which has been validated in multiple
languages (including English and Spanish) as a symptom
assessment tool in patients with cancer that can be completed
in less than 2 minutes.10-20 The ESAS tool consists of 10 items
that capture general symptom burden (eg, fatigue, nausea)

scored on a scale from 0 to 10; scores of $ 7 indicate severe
symptom burden.21-24 As one of four National Cancer
Institute–designated cancer centers in Texas, our center plays
an active role in reducing distress andmorbidity of cancer and
related therapies for the large and diverse South Texas
population. Our main objective for this quality improvement
(QI) project was to quantitatively define palliative referral
rates and symptomburden in ambulatory oncology patients at
our cancer center using the ESAS tool. Furthermore, we aim to
implement a screening and referral process to better integrate
palliative services in the oncology clinic. Using the Model for
Improvement, we report the results of our first Plan-Do-
Study-Act (PDSA) cycle and examine potential triggers for
providers to initiate palliative care referral, which we are
currently studying in the second cycle of the model.25

METHODS
Initially, our cancer center had no established workflow for
symptom assessment or palliative referral. Off-site palliative
referral was available; however, in data pulled from the elec-
tronic medical record, less than 0.1% of patient encounters
resulted in referrals across all oncology clinics. For this QI
project,weestablishedrelationshipswithambulatorypalliative
consultation services and developed a referral pathway for our
center, with the primary aimof increasing referrals for patients

with high symptom burden. Second, the ESAS tool was
implemented in oncology clinics to improve symptom as-
sessment and serve as a metric for symptom management.

An educational session was held with providers to in-
troduce the ESAS tool and explain the palliative consultation
process.Allambulatoryclinicshadaccess totheuseof theESAS
form and consultation process; however, the tool was piloted
specifically in five clinics treatingpatientswithbreast,GI, lung,
and head and neck cancers. The questionnaire was adminis-
tered by trained medical assistants at each clinic visit, re-
gardless of disease status or prior responses or referrals. The
completed ESAS form was reviewed by the provider during
each visit to decide if a palliative referral was appropriate based
on patient-reported symptom burden. From October 2015
through February 2016, in selected clinics, 1,099 ESAS forms
were collected, with 1,037 completed forms.

Study data, including patient demographics, cancer type,
ESAS score, and palliative care referral, were collected and
managed using REDCap (Research Electronic Data Cap-
ture).26 Data were collected to measure referrals and quantify
symptom burden to facilitate the development of an in-

stitutional trigger-based referral system to be studied in the
second iteration of the PDSA model. Here, we report the
impact of a standardized symptom assessment and referral
process on trends in symptom scores and palliative care re-
ferral rates.

RESULTS
A total of 669 initial forms were collected in the five selected
clinics, with 607 patients (90.7%) completing an initial ESAS
questionnaire, and 430 follow-up forms were collected,
resulting in a total of 1,037 completed scores. The mean ESAS
score for the initial visit was 20.0 (standard deviation, 18.1;
range, 0 to 83; maximum range possible, 0 to 100); it was 20.6
(standard deviation, 18.2; range, 0 to 83; maximum range
possible, 0 to 100) on first follow-up. Severe symptoms ($ 7)
for any category were reported in 41.4% (n = 251) and 40.8%
(n= 98) of patients on initial and follow-up visits, respectively.
The most common malignancy was GI cancer (53.9%), fol-
lowed by breast cancer (21.9%). To assess trends in symptom
burden, we examined the distribution of total ESAS score by
cancer type, which revealed similar symptom burden at initial
and follow-up visits by cancer type (Fig 1). Within the five
clinics sampled, only 3.5% (n = 21) of initial encounters and
2.5% (n = 11) of follow-up encounters resulted in palliative
referrals.
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To determine if we could improve the referral system, we
examined the distribution of total ESAS scores (data not
shown) and severe symptomburden (AppendixFig A1, online
only). Approximately 30% and 20% of patients reported a
score of $ 8 and $ 9, respectively, on any symptom. Ad-
ditionally, 12.1% (n = 125) of patients marked the worst
possible score in at least one of the assessment areas.We found

that 25% of patients had a total score greater than 30 (data not
shown).

Across all oncology clinics at our center before the QI
initiative, fiveencounters (0.07%)resulted inreferral fromMay
2015 through September 2015, with 6,547 total patient en-
counters. In contrast, after the educational session and initi-
ation of the ESAS forms, 54 encounters (0.8%) resulted in
referral, with 6,421 unique encounters, across all clinics during
the 5-month period. A run chart of this consecutive 10-month
period shows an average monthly referral rate of one referral
versus 10.8 referrals after the implementation of the ESAS tool
and referral system (Fig 2).

DISCUSSION
With provider education and initiation of a symptom
screening tool and palliative referral process, we improved

referral rates 10-fold. Despite this improvement, the overall
percentageof referrals remained less than1%across the cancer
center. Additionally, assessment of the ESAS scores suggests
that symptom burden remains similarly high from initial to
follow-up encounters. Therefore, we explored potential cri-
teria todevelopand implementa triggerbasedonpatient-rated
symptom scores.
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Fig 1. Box and whisker plots showing distribution of total Edmonton Symptom Assessment Scale (ESAS) score by cancer type at (A) initial and (B) follow-up visits.
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Fig 2. No. of palliative consults per month. Arrow indicates imple-
mentation of Edmonton Symptom Assessment Scale and referral process;
dashed lines indicate average No. of consults per month.
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Toour knowledge, this is the firstQI project to characterize
the symptom burden of ambulatory oncology patients at all
spectrums of the disease course by using the ESAS tool to
determine appropriate palliative care referral triggers and help
patients and providers more actively manage cancer symp-
toms. A previous study of palliative care referrals among
patients with cancer at different stages in the disease trajectory
indicated that although clinical symptoms did not differ,
patientswhowerereferredearlier tendedtohave fewermedical
visits per month despite the involvement of more medical
services comparedwith patients referred late.27We found that
more than 40% of ambulatory oncology patients indicated
having at least one severe symptom (score$ 7); however, we
only saw an overall palliative care referral rate of 0.8% across
the cancer center. The lowpalliative care consultation rate and
the underuse of services by oncologists at the cancer center
despite use of a symptom assessment tool demonstrate the
need to better integrate symptom assessment and palliative
care referrals into ambulatory settings to achieve the benefits
of early integration.

Barriers to integration included preconceived notions on

the role of palliative care in oncology, system efficiency
concerns, and patient payer source. Some physicians opted to
only give ESAS forms to individuals who had metastatic
disease, because they felt patients receiving curative-intent
treatment would not benefit from palliative care. Mis-
understanding of the benefits of palliative care services seems
to be our greatest barrier to implementation.

In the eraof electronicmedical records andclinical practice
guidelines, the development of clinical decision support sys-
tems is increasingly important but should be approached
carefully to avoidprovider alert fatigue.28,29 On the basis of the
principles of developing clinical decision support systems and
our pilot data, future projects will evaluate using an electronic
medical record trigger to improve use of palliative services,
patient outcomes, and symptom management.28 Our data
suggest that if we captured all patients who self-identify with a
severe score of$ 7, approximately 40% of our patients would
be included. This speaks to both the high percentage of pa-
tients with cancer who perceive a significant symptom burden
and the need for increasing the cancer care focus on symptom
management.

As an extension of this initiative, the second PDSA cycle
aims to study the use of the ESAS tool with an electronic
medical record–based provider alert (ie, trigger), which
captures a predefined percentage of patients in all medical

oncology clinics at our cancer center. The trigger thereby
facilitates the identification of patients with high symptom
burden, prompting providers to initiate palliative care referral.
Future studies will determine if this trigger-based approach
improves referral to palliative services as well as symptom
control and outcomes for patients at our institution.
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Appendix
Definition of Terms

GI cancers: include esophageal, gastric, pancreatic, hepatobiliary, colorectal, and anal cancers; unique encounter: single patient visit

with provider; first follow-up visit: visit at which a second Edmonton Symptom Assessment Scale form was completed.
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Fig A1. Percentage of patients reporting severe symptom burden (n = 607). ESAS, Edmonton Symptom Assessment Scale.
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