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Symptom Distress

Implementation of palliative care guidelines to improve pain, fatigue,
and anxiety in patients with advanced cancer
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BACKGROUND: The integration of palliative

care into standard oncology care is supported by
research to improve quality of life and symptom
distress in patients with advanced cancer. In 2016,
the American Society of Clinical Oncology (ASCO)
released practice guidelines for oncology palliative
care that emphasized interprofessional assessment
and management of this patient population.

OBJECTIVES: The purpose of this study was to
evaluate the effect of clinical guidelines on symp-
tom distress in patients with advanced cancer.

METHODS: In two oncology palliative care clinics,
the Edmonton Symptom Assessment Scale

(ESAS) scores for pain, fatigue, and anxiety were
measured prior to consultation (T1) and at two
subsequent visits (T2 and T3). A standardized doc-
umentation template was used to measure fidelity
for key guideline components.

FINDINGS: Pain, fatigue, and anxiety ESAS

scores were statistically lower from T1to T3. The
frequency of patients having a decrease of 2 or
more points for all symptoms increased compared
to baseline data. There was 100% compliance to
the documentation template during the guideline
implementation.

KEYWORDS
pain; fatigue; anxiety; palliative care;
symptom distress; assessment tools
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ABOUT 1.68 MILLION PEOPLE ARE DIAGNOSED WITH CANCER ANNUALLY in the United
States, and about 50% of these patients are expected to have uncontrolled dis-
tressing symptoms, such as pain, fatigue, and anxiety, that negatively affect
quality of life (American Cancer Society, 2017). Distressing symptoms are even
more prevalent in patients with advanced cancers, which are defined as cancers
with distant metastatic disease, end-stage disease, cancer that is life-limiting,
or with a prognosis of 6-24 months (Aboshaiqah et al., 2016; Ferrell et al., 2017).
Uncontrolled pain, fatigue, and emotional distress (anxiety and/or depres-
sion) are the most commonly reported symptoms and often are reported as
severe (Basch et al., 2016; DeShields, Potter, Olsen, & Liu, 2014; Donovan,
Thompson, & Jacobsen, 2012; Hwang, Cho, & Yoo, 2016; Stark, Tofthagen,
Visovky, & McMillan, 2012). These symptoms may result from emotional, psy-
chosocial, or spiritual distress, as well as the physical burden of the disease;
therefore, comprehensive care of these patients requires an interprofessional
approach. Nurses, in particular, have a significant opportunity to contribute to
comprehensive care and to coordinate the many needs of the patients (Baker,
Krok-Schoen, & McMillan, 2016; DeShields et al., 2014; Didwaniya, Tanco, de
la Cruz, & Bruera, 2015; Ferrell, Smith, Levit, & Balogh, 2014; Li, Xiao, Yang, &
Zhao, 2017).

As cancer treatments continue to advance, patients are living longer with
distressing symptoms, and there is a need to provide concurrent palliative care
with evidence-based oncology care to address the effect of cancer and its treat-
ment on quality of life (Dionne-Odom et al., 2015; Ferrell et al., 2014, 2017;
Haun et al., 2017; Walling at el., 2016). The integration of palliative care into
the treatment plan of patients with advanced cancer has been recognized by
multiple national organizations, including the American Society of Clinical
Oncology, the National Comprehensive Cancer Network, the Hospice and
Palliative Nurses Association, and the Oncology Nursing Society. Integrating
palliative care planning is recognized as an essential component in providing
quality cancer care to best meet quality-of-life needs and to assist with the
management of distressing symptoms (Dans et al., 2017; Ferrell et al., 2014,
2017). With palliative care as an accepted component of quality cancer care, the
effect of care can best be evaluated by using standard measures. Such measure-
ments include objective changes in symptom distress, healthcare resource use,
and the effect on the patient’s experience. This allows a better understanding
of the direct impact of palliative care within the context of the delivery of care
for patients with advanced cancer.
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In 2016, evidence-based guidelines were released by the
American Society of Clinical Oncology (ASCO) specific to the pro-
vision of oncology palliative care, with an increased focus on the
psychosocial and interprofessional components of the consulta-
tion, including coping assessment, care coordination, and caregiver
needs (Ferrell et al., 2017). Unique to these guidelines are the rec-
ommended key components of each palliative care consultation
to directly address multiple areas of psychosocial and caregiver
concerns that have been found to influence a patient’s quality of
life and physical suffering. The guidelines are composed of the fol-
lowing specific care components (Ferrell et al., 2017):

Rapport and relationship building with patient and caregiver
Symptom distress and functional status management
Exploration of understanding of diagnosis and prognosis
Clarification of treatment goals

Assessment and support for coping needs

Care coordination with other care providers

Referrals to other care providers as indicated

The specific aims of the study were that the patients seen in the
outpatient palliative care clinic would (a) receive the guideline-based
consultation evidenced by fidelity (100% compliance and com-
pletion) with a standardized documentation template; (b) rate
their pain, fatigue, and anxiety prior to their initial consultation
(T1) in the palliative care clinic and prior to the two follow-up
visits (T2 and T3); and (c) experience pain, fatigue, and anx-
iety. It was expected that, with the incorporation of the practice
guidelines and an increase in interprofessional care, the patient
symptom distress would improve, evidenced by a decrease in
patient Edmonton Symptom Assessment Scale (ESAS) scores for
pain, fatigue, and anxiety.

Methods

A within-subjects pre-/post-test design was used to measure the
self-reported patient symptom scores related to pain, fatigue, and
anxiety before and after a standardized oncology palliative care
consultation.

Setting

The study was conducted at two part-time palliative care clinics in
the Levine Center Institute (LCI), part of the Carolinas Healthcare
System (CHS), from April to August 2017. Palliative care services
were provided through collaboration with Carolinas Palliative Care
and Hospice Group (CPCHG), a medical group within CHS. The
palliative care teams included a physician (MD), a nurse practi-
tioner (NP), an RN, and a licensed clinical social worker (LCSW).
An RN navigator and registered dietitian were also available upon
referral and worked within the same clinical area.

Participants
All new patients with advanced cancer referred to the palliative
care clinics were evaluated for inclusion in the study. Inclusion

“The integration of
palliative care into
the treatment plan
has been recognized
by multiple national
organizations.”

criteria were being aged 18 years or older, able to speak English,
and diagnosed with any type of advanced cancer. Exclusion cri-
teria were patients who were non-English speaking and patients
with low-stage, curable cancer (not defined as advanced). All
three ESAS scores (T1, T2, and T3) had to be obtained for the
analysis; therefore, only patients who completed all three visits
were included.

Procedure and Measurements

This study was reviewed by the institutional review board com-
mittee at CHS and was determined to be exempt from review. For
the guidelines to be followed in detail, a documentation template
was created within the electronic health record (EHR) because
each visit and fidelity was monitored (see Figure 1). The compo-
nents of the template included specific attention to the essential
components of care that are listed within the ASCO practice
guidelines.

To introduce use of these guidelines, this study was imple-
mented to evaluate the effect of symptom distress on patients
with advanced cancer after the incorporation of the ASCO pal-
liative care clinical guidelines used within an oncology palliative
care consultation. Symptom distress scores were measured at T1,
T2, and T3. The ESAS tool was initially validated in a palliative
care setting and subsequently has been shown to have success
in documenting the symptom experience of patients with cancer
(Bruera, Kuehn, Miller, Selmser, & MacMillan, 1991; Chang,
Hwang, & Feuerman, 2000; Hui & Bruera, 2017). However, the
ESAS is not without limitations because tracking symptom dis-
tress and subsequent worsening or improvement is still not a
standardized practice for all clinicians in this field (Hui & Bruera,
2017; Rauenzahn, Schmidt, Jones, Aduba, & Tenner, 2016). Specific
attention was focused on the ESAS scores for pain, fatigue, and
anxiety for all new patient referrals.

Before being seen by the MD or NP in the palliative care clinic,
each patient completed an ESAS tool to rank the presence and
intensity of 10 symptoms (pain, fatigue, anxiety, depression,
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insomnia, well-being, drowsiness, appetite, nausea, and shortness
of breath). As shown in Figure 2, the clinic flow was streamlined
to allow translation (i.e., transferability/replication for other
clinic settings). The patient was educated on completion of the

FIGURE 1.
PALLIATIVE CARE CONSULTATION CHECKLIST

PATIENT NAME:

tool by the medical assistant or RN who placed the patient in an
examination room and assisted with the tool. This process took
5-10 minutes and was incorporated into the rooming process.
This was repeated prior to each of the two follow-up visits, and

DATE OF BIRTH:

REFERRING PHYSICIAN:

DIAGNOSIS AND STAGE:

REASON FOR REFERRAL:

HISTORY OF PRESENT ILLNESS:

SYMPTOM

SCALE SCORE®

Pain

Fatigue

Appetite

Nausea

Anxiety

Depression

Insomnia

Shortness of breath

Drowsiness

Well-being

Eastern Cooperative Oncology Group score/current therapies in place

PAST MEDICAL HISTORY:

FAMILY HISTORY:

SOCIAL HISTORY:

CAREGIVER INFORMATION:

ADVANCE DIRECTIVES:

MEDICATION HISTORY:

PHYSICAL EXAMINATION:

DIAGNOSTIC RESULTS:

IMPRESSION AND PLAN

Understanding of diagnosis and prognosis-related treatment goals:
Symptom management needs:

Psychosocial needs/support:

Caregiver needs:

Coping strategies:

Referrals/care coordination:

Advance care planning:
Follow-up plan:

2Symptom categories and scoring were based on the Edmonton Symptom Assessment Scale, with scores ranging from 0 (not present at all) to 10 (the worst ever imagined).
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scores were compared with specific attention to pain, fatigue,
and anxiety. The provider used the tool to guide the evaluation
of the patient based on the symptom reports and scores to deter-
mine the plan of care and necessary interprofessional referrals
while completing the comprehensive assessment of the patient
and family members. Data were then extracted from the EHR and
maintained within a secure database for analysis.

Statistical Analysis

Descriptive statistics were conducted on patient demographic
information and the primary cancer diagnosis. Repeated-
measures analyses of variance (ANOVAs) with post hoc pairwise
comparisons were conducted to evaluate pain, fatigue, and anxi-
ety across the three time points. The dependent variables for the
study included the symptom scores of pain, fatigue, and anxiety,
and the standardized palliative care consultation served as the
independent variable. Pearson correlation coefficients were con-
ducted among pain, fatigue, and anxiety at each timepoint and
between change scores. In addition, change scores from T1 to
T3 were calculated and Pearson r correlations were conducted
on change scores among pain, fatigue, and anxiety. ESAS scores
that decreased by 2 or more points indicated clinical significance
(Zhao et al., 2014). Statistical analyses were performed with IBM
SPSS Statistics, version 24.0, with alpha set to 0.05.

FIGURE 2.
CLINICAL FLOW AND RESPONSIBILITIES

MEDICAL ASSISTANT OR RN

® Check patient in to obtain demographics, medication review, and vital
signs. The Edmonton Symptom Assessment Scale is reviewed with the
patient, and he or she is asked to score symptoms based on a scale rang-
ing from 0 (not present at all) to 10 (the worst ever imagined).

B Medical assistant or RN reviews scores with provider prior to patient being
evaluated.

PROVIDER (NURSE PRACTITIONER OR PHYSICIAN)

® Use scale to guide visit to help prioritize most distressing symptoms and
needs identified by the patient.

B |nvestigate caregiver needs, burdens, and coping, as well as advanced
care planning needs during social assessment.

B Determine medical plan for distressing symptoms after full assessment.

B |nvolve appropriate interprofessional teammate as determined by symp-
toms and patient goals (e.g., social worker, dietitian, chaplain).

INTERPROFESSIONAL TEAM ROLES

m Social worker: coping, caregiver, resource assessment, advanced directives

® Dietitian: reviews appetite or weight alterations, resource needs for
nutrition

® RN navigator: assists with transition of care or scheduling needs

B Pastoral care: addresses existential suffering needs

Results

Sample Characteristics

A total of 50 patients were included for initial evaluation within
the two clinics during the project time period, and 31 (62%) com-
pleted all three visits for final inclusion in the sample. Twelve
patients did not have both follow-up visits (did not show or were
scheduled to follow-up only as needed), six patients were referred
to hospice during the project time period, and one patient died.
Thirty-one patients were included in the final sample. The mean
time between T1 and T2 was 28 days (median = 28 days), and the
mean time between T2 and T3 was 38 days (median = 36 days).
Table 1 displays descriptive statistics for demographic character-
istics and cancer type.

Pain

A repeated-measures ANOVA with a Greenhouse-Geisser correction
determined that ESAS pain scores differed among the three time
points (F[1.56, 46.69] = 4.648, p = 0.021). Post-hoc tests using the
Bonferroni correction revealed a decrease from T1 (X = 5, SD = 3.183)
to T2 (X = 4.29, SD = 2.877), which was not statistically significant
(p = 0.278), and a decrease from T2 to T3 (X = 3.39, SD = 2.848),
which was not statistically significant (p = 0.28). The decrease from
T1 to T3 was statistically significant (p = 0.005) (see Table 2).

Anxiety

A repeated-measures ANOVA with a Greenhouse-Geisser correc-
tion showed a statistically significant difference among the three
time points (F[1.84, 55.11] = 5.62, p = 0.007). Post-hoc tests using
the Bonferroni correction revealed a decrease from T1 (X = 4.23,
SD = 3.27) to T2 (X = 3.26, SD = 2.7), which was not statistically
significant (p = 0.077), and a decrease from T2 to T3 (X = 2.49,
SD = 2.55), which was also not statistically significant (p = 0.192).
However, the decrease in ESAS anxiety scores from T1 to T3 was
statistically significant (p < 0.001).

Fatigue

A repeated-measures ANOVA with a Greenhouse-Geisser correction
showed a statistically significant decrease in ESAS fatigue scores
across the three time points (F[1.81, 54.32] = 8.352, p = 0.001). Post-
hoc tests using the Bonferroni correction revealed a decrease from
T1 (X = 6.26, SD = 2.94) to T2 (X = 4.84, SD = 2.97), which was statis-
tically significant (p = 0.011), and a decrease from T2 to T3 (X = 3.81,
SD = 3.16), which was not statistically significant (p = 0.085). The
decrease from T1 to T3 was statistically significant (p = 0.001).

Correlations Among ESAS Symptom Change Scores

Pearson correlation coefficient was used to determine the pres-
ence of any relationships between pain, anxiety, and fatigue
change scores. A statistically significant correlation was found for
anxiety change and fatigue change (r[34] = 0.39, p = 0.019). The
correlations between pain and fatigue change scores, as well as
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pain and anxiety changes scores, were not statistically significant
(p = 0.148 and 0.383, respectively).

ESAS Score Comparison

To evaluate clinical significance as per methods used in Zhao
et al. (2014), descriptive statistics (n and %) were conducted to
determine the percentage of patients who experienced a decrease
of 2 or more points in ESAS scores within each symptom between

TABLE 1.
SAMPLE CHARACTERISTICS (N = 31)

CHARACTERISTIC n
Gender

Female 17
Male 14
Age (years)

Younger than 65 23
65 or older 8
Ethnicity

Caucasian 23
African American 5
Hispanic 3
Marital status

Married 19
Single 8
Divorced 3
Widowed 1
Residential area

Rural 26
Urban 5
Primary cancer diagnosis

Gl (HCC, pancreas, peritoneal, colon) 9
Breast 6
Head and neck 4
Lung 4
Other 8

Gl—gastrointestinal; HCC—hepatocellular carcinoma

IMPLICATIONS FOR PRACTICE

T1 and T3. These percentages were then compared to the per-
centage of patients who had a decrease of 2 or more points in
symptom scores during the pre-project period (which involved
delivery of standard care). A greater percentage of patients had
a decrease of 2 or more points in their ESAS scores following the
incorporation of the ASCO practice guidelines compared to the
pre-project period (see Table 3).

Discussion

The purpose of this study was to implement the 2016 ASCO
oncology palliative care practice guidelines into the care of
patients with advanced cancer within outpatient palliative care
clinic settings. The results of this study support previous findings
of the complex symptom-related needs of patients with advanced
cancer and the need for a comprehensive strategy to positively
affect quality of life (Didwaniya et al., 2015; Donovan et al., 2012;
Ferrell et al., 2014; Hui & Bruera, 2017). The two aims of the study
were met, which included having patients seen in the outpatient
palliative care clinic receive the guideline-based consultation
with a standardized documentation template and rate their pain,
fatigue, and anxiety at T1, T2, and T3. The results from this study
reported ESAS scores for pain, fatigue, and anxiety decreasing by 2
or more points only occurred for the symptom of fatigue (X = 2.45).
The mean difference of the three scores was 1.61 for pain and 1.74
for anxiety, which is trending toward a decrease of 2 points.

The ESAS score change measurements of all three symptoms
was statistically significant from T1 to T3. Fatigue was the only
symptom that decreased after one follow-up visit (T2), whereas
pain and anxiety scores required three visits for a statistically
significant change. Because of the elements of the guidelines,
there was intent on the part of the nurses, in particular, to specif-
ically assess and address caregiver needs and the coping skills of
patients and their caregivers. During the study, patients indicated
that knowing their caregivers were supported improved their
physical feelings of distress. In addition, involving social workers,
navigators, and dietitians early in the consultation was felt to be
helpful in improving any psychosocial or non-medical elements
of pain, fatigue, and anxiety. This collaboration would be worthy
of further research and outcome measurement.

Prior to the implementation of this study and the incorporation of
the practice guidelines, the ESAS scores decreased 2 or more points
in 36% of patients for pain, 37% for fatigue, and 30% for anxiety. After
the implementation of the practice guidelines, a higher percentage
of patients did have a decrease in ESAS scores of 2 or more points.
This represents additional substantial improvement in the patient’s
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reported experience, providing additional evidence to support the
integration of interprofessional outpatient palliative care.

Limitations

Although this study did achieve its aims with statistical improve-
ment of patient ESAS scores in pain, fatigue, and anxiety following
a newly developed guideline-based palliative care consultation,
there were some limitations that should be acknowledged.
Limitations include variability of provider practices and patient
reporting. Despite education and scripting for the providers par-
ticipating in the project, retrospective reflection of the providers
revealed their approach to the discussion of the ESAS scores
was inconsistent. Depending on clinic flow and scheduling, the
reflection on previous scores with the patient and correlating the
score to the subjective report of the patient was not consistent.
For example, it was found through the data collection process
that several unchanged scores between visits did not reflect the
subjective report documented in the medical note. Their score
was an unchanged 10 of 10; however, the note recorded a patient
response of improved, controlled pain. It could be suggested to
remind patients of their previous score; however, this may be
viewed as leading for their report.

Second, with the mean and median times between visits ranging
from 28 to 38 and 28 to 36 days, respectively, a significant time was
demonstrated between visits which could allow multiple changes
in the patient’s disease status and/or treatment plan to occur. This
could have interfered with the true causality of each symptom dis-
tress score and occurred because of multiple reasons, including
limited capacity of a part-time clinic, patient schedule changes, and
multiple obligations of the patient and family.

Implications for Research

Future investigations with larger samples and an extended
time period would be beneficial to determine what time inter-
val could more significantly decrease ESAS scores and patient
symptom distress. Because of the labile nature of the advanced

TABLE 3.
PERCENTAGE OF PATIENTS WITH DECREASE
OF 2 OR MORE POINTS IN ESAS SCORES

PRE-STUDY (N = 50) TIME1-3 (N = 31)

VARIABLE n % n %
Anxiety 15 30 16 52
Fatigue 19 37 15 48
Pain 18 36 17 55

ESAS—Edmonton Symptom Assessment Scale

cancer trajectory, to improve multiple symptom scores in a more
significant way, either more frequent assessments or a longer
time period of measurement may be needed. Correlating the
symptom scores to specific interventions of the interprofes-
sional team would add to the understanding of the impact on
these symptoms and determine what role within the team led to
improvement and how to strategically continue the care design.
Opportunities and implications for nurses are robust, although
somewhat dependent on resources and the structure of the clinic
and team. Understanding how the integration of the guidelines
affects the caregiver’s experience would be beneficial for a clearer
understanding of caregiver needs and resources and how that
ultimately improves the patient’s quality of life.

Conclusion

The integration of the ASCO oncology palliative care guide-
lines into an interprofessional outpatient palliative care setting
demonstrated a significant decrease in pain, anxiety, and fatigue
in patients with advanced cancer over time. A comprehensive,
interprofessional palliative care approach is recommended to
improve symptom distress and quality of life in this vulnerable
patient population.

TABLE 2.
ESAS SCORES ACROSS GUIDELINE
IMPLEMENTATION (N = 31)

TIME 1 TIME 2 TIME 3
VARIABLE X X X
Anxiety 423 3.26 2.49
Fatigue 6.26 484 381
Pain 5 429 339

ESAS—Edmonton Symptom Assessment Scale
Note. ESAS scores range from 0 (not present at all) to 10 (the worst ever imagined).
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