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ABSTRACT

Purpose: To explore the impact of implementation of a symp-
tom screening and supportive/palliative care referral pathway in
patients newly referred to a Canadian gastrointestinal medical
oncology clinic.

Methods: Eighty-eight subjects were recruited in each study arm.
Intervention subjects were assessed by a member of the support-
ive/palliative care team if they had a severity score of >3/10 on the
Edmonton Symptom Assessment System. Controls received nor-
mal care, including discretionary referral. Symptom severity was
assessed over the subsequent five months. Data on survival, care set-
ting of death (home, hospice or hospital) and long-term resource
use were also collected.

Results: Screening led to 141 specialist supportive/palliative care
visits in the intervention arm versus only nine in the control arm.
There were, however, no subsequent significant differences in symp-
tom severity or the long-term outcomes measured. Many patients
identified by the >3/10 severity threshold did not need/want spe-
cialist supportive/palliative care referral, and those with severe dis-
tress were either identified by the oncology team already or were too
unwell or overwhelmed to participate in the study. The specialist
service was not overwhelmed. Important considerations on timing
and mode of administration of screening tools were revealed.
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Conclusion: Routine symptom screening can be burdensome for
oncology patients and needs to be as simple as possible. Triaging
positive screens is an important role for oncology nurses. Investment
in training oncology teams to manage uncomplicated distress in the
oncology clinic allows for optimal use of scarce supportive/palliative
care specialist resources for patients with complex needs.

INTRODUCTION

he scope of practice for palliative care now extends well
beyond end-of-life care, including supportive care concur-
rent with potentially curative treatment, as described in the
WHO definition of palliative care (WHO, 2018) and illustrated
in the Bow Tie Model of 21st Century Palliative Care (Hawley,
2013). Early palliative care in oncology is generally defined as
palliative care referral at the time of diagnosis of advanced
(stage 4) cancer (Courteau et al., 2018; NCI, 2000). Early pal-
liative care has been shown to have many benefits for patients
and families, with no shortening of survival, and reduced costs
to the health care system (Bischoff et al., 2013; Zimmermann
et al., 2014; Hui et al., 2014, Jang et al., 2015; Ferrell et al., 2015;
Vanbutsele et al., 2018; May et al., 2015). Nonetheless, the
majority of palliative care referrals are made late, often only
days or weeks before death (Wentland et al., 2012; Walling
et al., 2013) and physical and emotional distress can be high.
However, cancer patients with stage 1, 2 or 3 disease are
often just as physically and/or emotionally distressed as
those with advanced disease, but may be reluctant to disclose
symptoms to their oncologist (Kim et al., 2016; Barbera et al.,
2010). Identifying the need for specialist supportive/pallia-
tive care services is challenging in a busy oncology clinic set-
ting (Schenker, Bahary et al., 2018; Schenker, Crowley-Matoka
et al., 2014; Blackhall et al., 2016; Xiao et al., 2013). The oncol-
ogy nurse is in the best position to identify patient distress and
is most likely the first healthcare professional to review any
distress screening tool results (Fadhlaoui et al., 2022). Due to
rapidly evolving new cancer therapies, prognosis is increas-
ingly difficult to predict (Hui & Bruera, 2015). However, physi-
cal symptoms and psychosocial distress are criteria that could
guide the development of standardized referral pathways (Burt
& Kamal, 2018). Systematic use of patient questionnaires is
expensive to implement and can be burdensome for patients
(Antunes et al., 2014; Etkind et al., 2015).
We explored the implementation of a symptom screen-
ing and supportive/palliative care referral pathway in patients
newly referred to a Canadian gastrointestinal medical oncology
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clinic. This study aimed to compare the effects of a paper
symptom assessment process for referral to a combined sup-
portive/palliative care service with the usual care of symptom
assessment alone. The standard mechanism for psychosocial
specialist and palliative care referral is oncologist discretion,
when they feel they need assistance in meeting patient’s sup-
portive/palliative care needs. The BC Cancer Pain & Symptom
Management/Palliative Care (PSMPC) service provides phy-
sician assessment and multidisciplinary management of dis-
tress in cancer patients at any stage of illness, in a consultative
capacity, including prescribing. The care setting is an oncol-
ogy centre in a culturally diverse urban location where approxi-
mately 30% of patients are non-English-speaking.

METHODS
Study Design

The study population for this randomized trial was patients
with all stage gastro-intestinal (GI) cancers who consented to
participate in the study at their first or second oncology clinic
visit between March 3, 2015, and September 26, 2018. The
GI tumour group of oncologists was selected because it was
responsible for the most referrals to the PSMPC service.

The screening tool included the revised Edmonton
Symptom Assessment Scale (ESASr) (Hui & Bruera, 2016;
Chang et al., 2000), modified by having minimum, average
and maximum pain scales, and a quality-of-life numerical
scale. It also included the Canadian Problem Checklist (CPC)
but this was not used for outcome assessment. The com-
bined assessment tool is referred to as the Pain and Symptom
Questionnaire (PSQ) and was already in routine use (see
attached example). Patients who were not able to commu-
nicate in English and who did not have access to a translator
were excluded.

The intervention arm was offered referral to the PSMPC
team if they reported any ESASr score of >3/10 (Woo et al.,
2015). Patients in the control arm would only see the PSMPC
team if a referral was requested by the oncologist (usual care).
Patients in both study arms had to complete the PSQ, which
was not usual care in the GI clinic.

Patients of one oncologist who was trained in both medi-
cal oncology and palliative care were excluded. All nine other
oncologists participated. The British Columbia Ministry of
Health provided data on survival, hospital visits, home care
use, and location of death for the 12 months after the last study
visit for each patient.

The outcomes for the study were:

. Effect on symptoms and quality of life over five months
- Long-term impact on resource utilization or location of death.

Sample size

The sample size calculation was based on the premise that
better symptom control was the primary outcome of interest.
This outcome was demonstrated by change in the ESASr total
distress score, using a method recommended by Hemming
et al. (2011). This outcome meant 152 subjects would be
required to demonstrate a difference in mean symptom sever-
ity of at least 1/10 (Hui et al., 2015). Adding 15% to account for
expected dropouts made our target sample for recruitment 176.
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Randomization

Oncologists were assigned by cluster randomization
(Torgerson, 2001). Halfway through recruitment, the oncol-
ogists were re-randomized to ensure balancing of the study
arms. One of the oncologists moved from the intervention arm
to the control arm and two from the intervention arm were
replaced.

Study Interventions

All patients referred for a first consultation with the GI
medical oncology clinic were identified by telephone in
advance by a research assistant (RA). The RA approached
interested patients in the waiting room or delegated this to the
palliative care nurse due to scheduling conflicts. Participants
were not made aware that there were two arms to the study.
The consent form referred to the intervention as “Supportive
Care.” Participants completed the PSQ in person before their
oncology appointments for up to five months /visits.

Intervention group

The oncology nurse reviewed the PSQ, and any concerns
were drawn to the attention of the oncologist. If an ESASr
score was >3/10, an RN or physician from the PSMPC team
met right away with the patient, or the patient was seen at the
PSMPC clinic at the first available opportunity, according to
patient’s preference.

Control group
Controls were made aware that they were free to raise any
concerns with the oncology team, as per usual care.

Statistical analysis

Analysis was by intention to treat, using R version
3.4.3(2017-12-06) (R-3). Sensitivity analyses were done and
methods including the last value carried forward and multi-
ple imputation method were used to replace missing values
(Rombach et al., 2016).

The ESASr total distress score over time was compared
within and between groups. Bivariate analysis, including
t-tests, and paired t-tests were used to compare the mean and
median scores within and between groups. The type-1 error
level and power of the study were pre-specified as 5% and
80%, respectively.

Quality of life was assessed via a single item with a 0-10
response scale, where 10 is the best overall quality of life and
0 the worst (see PSQ in appendix). The linear mixed model
method was used to address differences in patients’ homo-
geneity between oncologists. Results were adjusted for age at
the time of enrolment, gender, oncologist, baseline symptom
scores and adjusted for other symptoms (Azizabadi & Assari,
2010). The best regression model was chosen based on the
lower Akaike Information Criterion.

It was expected that there would be attrition of participants,
as some would not be receiving chemotherapy, and some
would be followed for treatment in Community Oncology
sites. To handle the expected missing values Multivariate
Imputation by Chained Equations and the Last Observation
Carried Forward methods were used to account for missing
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data (Myers, 2000). The number of imputations needed for
good statistical purposes was chosen based on Graham et al.,
2007).

The survival analysis method compared the survival rates
between groups, and a Kaplan Meier survival plot was com-
pleted (Goel et al., 2010). The linear regression model was used
to evaluate the number of hospital visits and home care use
(Schneider et al., 2010). The linear regression model was used
to evaluate if the intervention affects the number of hospital
visits (including urgent and elective), ER visits, and the fre-
quency of using homecare service). The multinomial regres-
sion method was used to test the effect of the intervention on
the care setting of death. All results were adjusted for baseline
characteristics (Sperandei, 2014).

RESULTS

Demographic data and baseline symptoms scores

We screened 1,008 patients, of which 242 were approached
for participation. The most common reasons for ineligibility
were lack of ability to speak English and not being expected to
be offered systemic therapy. Some were unable to be contacted
prior to their appointment. Recruitment was stopped when 88
patients had consented in each arm (Figure 1). Dropouts were
expected, but there was more attrition than we had planned
for, less often due to death (15%) than for other reasons (59%)

Figure 1

Recruitment and loss to follow-up

(Table 1). Most of these reasons were beyond our control (e.g.,
being transferred to a community oncology clinic or declin-
ing offered systemic therapy. Some patients missed appoint-
ments). Many withdrew because of not having time or not
being well enough to complete the PSQ. From the first to last
visit, the dropout numbers increased from 3/54 subjects (5%),
to 6/50, 10/38, 11/30, 10/24 and 12/16 (75%). A small number of
appointments was missed by the study team.

There was a male preponderance and average age was
64 years (Table 2). Three-quarters of the participants in each
group had advanced cancer. The mean baseline ESASr score
was higher among control group (23.41 versus 17.75) (P<0.05)
overall and for tiredness, lack of appetite, anxiety, and
wellbeing (Table 2).

Pain and symptom management / palliative care clinic
(PSMPC) visits

Looking across the total of 227 visits by intervention partic-
ipants, the threshold for referral was met by 61% at their base-
line visit, and then between 71% and 83% for the first to fifth
follow-up visits. However, screen-positive patients were seen
by at least one member of the PSMPC team at only 100 (44%)
of these visits. Forty-five patients were seen by the full PSMPC
team and 55 by the PSMPC nurse alone, either because the
nurse was able to meet their needs without physician support,

Screened = 1008

v

Eligible = 242

A 4

Intervention Arm

Consented =176
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Dropped out=14 |~ v Dropped out= 10
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Died = 4 » Died =3
Dropped out=15 | v Dropped out=11
n=53 n=55
Died=1 ¢ Died =2
Dropped out =12 v Dropped out=12
n=40 n=41
Died=1 ¢ Died=1
Dropped out= 10 v Dropped out=7
n=29 n=33
Died =0 € Died = 0
Dropped out =7 W Dropped out=6
n=22 n=27
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Table 1

Reasons for loss to follow-up

Table 2

Baseline Characteristics

Reasons for Loss to

Control

Characteristics

Control

Intervention Total Intervention p-value
follow-up (n=88) (n=88)
After 1 month Mean Age (year) 64.7 63.5 >0.05
Died 5 9 14 Female (n) 34 30 >0.05
Withdrew 0 2 Patients with 63 63 >0.05
1
Missed 4 5 advanced cancer' (n)
. Mean Quality of 7.6 6.89 >0.05
Discharged 10 6 Life [CI] (higheris  [6.697.63]  [6.39,7.39]
Total 14 10 24 better)
After 2 months Mean Maximum 3.27 3.43 >0.05
Pain [CI] (higher is [2.58,3.96] [2.72,4.14]
Died 4 3 7 worse)
Withdrew 0 1 Mean ESASr score 17.75 23.41 <0.05
Missed 3 ) for 8 following [14.63,20.87] [20.06,26.75]
. symptoms [Cl]
Discharged 9 2 (higher is worse)
Total 15 n 26 Tiredness [Cl] 3.08 393 <0.05
After 3 months [2.51,3.65] [3.35,4.51]
Died 1 2 3 Drowsiness [Cl] 214 2.84 >0.05
[1.63,2.65] [2.14,3.54]
Withdrew 0 1
Nausea [CI] 0.80 118 >0.05
Missed 5 8 [0.48,1.12] [0.73,1.63]
Discharged 7 3 Lack of Appetite 1.65[1.13,2.17] 3.07 <0.05
Total 12 12 24 [C1] [2.38,3.76]
After 4 months Shortness of Breath  1.16 [0.73,1.59] 1.28 >0.05
[€1] [0.85,1.71]
Died 1 1 2
' Depression [Cl] 119[0.81,1.57] 1.61 >0.05
Withdrew 0 0 [1.14,2.08]
Missed 9 6 Anxiety [CI] 1.78 2.51 <0.05
Discharged 1 1 [1.33,2.23] [1.99,3.03]
Wellbeing [Cl] 2.75 3.78 <0.05
Total 10 7 7 [226324]  [3.254.31]
After 5 months " Advanced cancer: Stages |ll and IV including any sub-categories.
Died 0 0 0 Note: locally advanced but not resectable was considered as
advanced.
Drop Out 1 1
Missed 5 4
Discharged 1 1
Total 7 6 13
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or the patient did not want to pursue a full assessment, which
would have necessitated waiting or returning at a different
time. The threshold for PSMPC referral was met by 76% of
the control participants at baseline, but only nine PSMPC
referrals were made (Table 3).

For 127 visits in the intervention arm the patient screened
positive, but did not go on to have a PSMPC consultation as a
result. In 33 of these cases, the oncology nurse/physician was
able to address the symptom(s) and a nutritionist in five. For
15 eligible visits (6.6%), there was no research assistant avail-
able to arrange the referral, though only eight had a symptom
severity over 5/10. At 52 of the screen-positive visits, the patient
declined referral to PSMPC, more commonly in the later visits
during the patient’s course of care: 5.5% declined at the base-
line visit and then 12%, 26%, 37%, 42% and 75% from the first
to fifth screen-positive follow-up visits, though the numbers at
the later follow ups were small.

Table 3

Pain and symptom management / palliative care (PSMPC) visits

Quality of life, maximum pain and symptom severity

Though there were some trends in quality of life and symp-
tom severity scores, which favoured the intervention group,
over the first four months of follow-up, no trend was statisti-
cally significant (Figure 2). Specifically, we found no statisti-
cally significant change in the ESASr total distress score over
time between the two groups (Figure 3).

Survival

Multivariable analysis showed there was no significant dif-
ference in survival time between the intervention and control
groups (Figure 4). At a given instance of time, a participant in
the intervention group was 0.99 times less likely to die than
someone in the control group, adjusted for gender, age, ESASr
score of 4 or more at the baseline, the total number of study
visits, and the ESAST total score at the baseline [95% CI = 0.56,
1.78] (p > 0.05).

Intervention Arm Control Arm P-Value
Time frame Number of Number of % Number of Number of %

patients with  PSMPC visits patients with ~ PSMPC visits

ESASr score ESASr score

24 out of 88 24 out of 88
First visit 54 45 83% 67 3 4% <0.05
Month 1 50 37 74% 57 2 4% <0.05
Month 2 38 26 68% 42 2 5% <0.05
Month 3 30 18 60% 31 1 3% <0.05
Month 4 24 1 46% 24 1 4% <0.05
Month 5 16 4 25% 22 0 0% <0.05
Figure 2 Figure 3

Average Quality of Life Scores Over Time

- s - = FudyAm +

~ = = Y,

Baseline Menth 1 Menth 2 Month 3 Manth 4 Month 5
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Total Symptom Distress Scores Over Time

Month 2 Month 3

Baseline Month 1 Month 4 Month 5
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Figure 4

Survival over time for participants in the two groups

Strata -+ StudyArm=C -+ StudyArm=l

1.00 +

0754

Survival Probability
E
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Time (Days)
Resource use Multivariable analysis showed a negative but statistically

Of the total 176 participants, 144 had a total of 379 hospital ~ non-significant association between the study intervention and
visits, including 236 elective visits and 143 urgent visits. The = the average number of hospital visits. Results showed that on
mean number of hospital visits per person was 2.15, consisting ~ average the number of hospital visits (both urgent and elective)

of 2.22 /participant in the intervention group and 2.09/partici-  was 0.06 points lower among the intervention group in compar-
pant in the control group (Figure 5a). ison with the control group [95% CI =-1.09, 0.97] (Figure 5b).
Figure 5a Figure 5b
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Also, multivariable analysis showed a positive but statistically
non-significant association between the study intervention and
the average number of urgent hospital visits. On average, the
number of urgent hospital visits was 0.31 higher in the interven-
tion group than the control group [95% CI =-0.32, 0.94].

There was a negative, but statistically non-significant asso-
ciation between the study intervention and the average num-
ber of elective hospital visits. On average, the number of
elective hospital visits was 0.36 points lower among the inter-
vention group in comparison with the control group [95% CI =
-1.11, 0.38]. Results for all three of these analyses were adjusted
for baseline characteristics, including age, gender, physician,
and ESASTr score.

Similarly, there was a small reduction in the average num-
ber of ER visits in the intervention group (-0.36, 95% CI -1.05,
0.36). The mean number of ER visits was 1.76, made up of 1.51
per participant in the intervention group and 2.01 in the con-
trol group (Figures 6a and 6b). None of these differences were
statistically significant.

Figure 6a

Total number of Emergency Department visits

30-

20~ StudyArm

5
8 T

0 5 10
Number of ER Visits

Figure 6b

Number of Emergency Department visits — Comparing two groups

@
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i -
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5 Eec
2 =&
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2
& |
Study Arm
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The only statistically significant difference we found
between the groups, other than the specialist referral rate,
was in the use of homecare support (Figure 7a). Home sup-
port services, as provided, were determined by an array of
healthcare professionals caring for the patients, which may
have had been influenced to some extent by the availability
of services. A homecare service was used by 25 individuals
in the intervention group and 37 individuals in the control
group. The comparison between groups showed no signifi-
cant association between using the homecare service and the
study intervention. The odds of enrolling into a homecare
service was 0.55 for someone in the intervention group com-
pared to someone in the control group [95% Cl= 0.28, 1.06].
(Figure 7b)

For the participants who were enrolled in a homecare ser-
vice, the mean number of homecare service visits per par-
ticipant was 7.03, made up of 7.16 visits in the intervention
group and 6.94 visits in the control group (-1.98, 95% CI -3.91,
-0.05).

Figure 7a

Use of home care services by study groups
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Location of death

Comparison of death location among the intervention
and control groups showed there was no significant associa-
tion between the death location and being in the intervention
group (Table 4). The odds of dying at a private home versus
dying in a hospital would decrease by 0.06 for someone in the
intervention group in comparison to someone in the control
group [95% CI = 0.001, 2.92].

Table 4

Location of death in each of the study groups

Location of Death Study Arm Total (n =55)

Intervention

(n=26)

Control
(n=29)

Hospital (% of arm) 15 (45.5%)
6 (46.2%)

18 (54.5%) 33(60.0%)

Other Health 13 (23.6%)

Care Facility (not a
hospital) (% of arm)

Other Specified 1 0

Location

7(53.8%)

1(1.8%)

Private Home 7 (87.5%) 1012.5%) 8 (14.5%)

BC Cancer Agency BCCAID:
CARE + RESEARCH

PATIENT PAIN & SYMPTOM

QUESTIONNAIRE STUDY ID:

THANK YOU for taking time to complete this questionnaire to help us spend time on what is important to you today;
please ask a team member if you find it difficult to answer particular questions.
PLEASE LEAVE BLANK ANY QUESTIONS YOU DO NOT WISH TO ANSWER.

ALL QUESTIONS APPLY TO THE LAST WEEK

Today's Date

(da/mmsyy)

All things considered, how would you rate your Overall
Quality of Life?
worstpossible0 1 2 3 4 5 6 7 8 9 10 bestpossible

On a scale of 0 to 10, where 0 = no pain and

10 = the worst pain imaginable.
Pain — Minimum

nopain 0 1 2 3 4 5 6 7 8 9 10 worst
Pain — Average
nopain 0 1 2 3 4 5 6 7 8 9 10 worst

Pain —
nopain 0 1 2 3 4 5 6 7 8 9 10 worst
System] Please mark picture where you hurt.

NoTiredness 0 1 2 3 4 5 6 7 8 9 10 WorstPossile Tiredness
(Tiredness = lack of energy)

If any, what are your current main problems?

NoDrowsiness 0 1 2 3 4 5 6 7 8 9 10 WorstPossible Drowsiness
(Drowsiness = feeling sleepy)

No Nausea 0123456 7 8 9 10 WorstPossible Nausea
No Lack of 0123456 7 8 9 10 WorstPossible Lack Iy |
Appetite of Appetite
NoShortness 0 1 2 3 4 5 6 7 8 9 10 WorstPossible Shortness
of Breath of Breath L
NoDepression 0 1 2 3 4 5 6 7 8 9 10 WorstPossible Depression
No Anxiety 0123456 7 8 9 10 WorstPossible Aniety
(Anxiety = feeling nervous)
BestWellbeing 0 1 2 3 4 5 6 7 8 9 10 WorstPossible Wellbeing
(Wellbeing = how you feel overall)
Front Back

NoOtherProblem 0 1 2 3 4 5 6 7 8 9 10 WorstPossible Other
Problem
Specify Other Problem (e.g. -

PLEASE CHECK ALL ITEMS THAT ARE CURRENTLY A CONCERN OR PROBLEM FOR YOU

DISCUSSION

We demonstrated that an ESASr threshold of 4/10 was a sen-
sitive identifier of patients who might benefit from specialist
supportive/palliative care. However, slightly less than half who
met the threshold for referral actually required PSMPC team
consultation, the remainder being able to have their needs met
by their oncology team or another supportive care service, such
as nutrition or counselling. Of those accepting PSMPC services,
less than half required a full multidisciplinary consultation.

This is useful information on which to plan resource allo-
cation for those contemplating similar distress screening.
Supportive care services being overwhelmed when symptom
and distress screening is implemented is unlikely to be a con-
cern, providing that other healthcare providers involved have
the resources within their own teams to respond. Triaging of
screen-positive patients by oncology nurses will allow the most
appropriate service to be involved.

The impact of screening on the commonly used long-term
palliative care outcome measures we selected was disappoint-
ing. The intervention group had significantly higher mean
ESASr scores for symptoms other than pain at baseline, but the
two arms were otherwise well-matched and statistical analysis
corrected for that small difference. Recruitment was challeng-
ing, and levels of distress were relatively low in those that con-
sented to participate. Though there were some minor trends to
early benefit for the intervention group, these were not sustained
at five months. The only long-term outcome with a statistically

TO BE COMPLETED BY A MEMBER OF THE PAIN & SYMPTOM MANAGEMENT TEAM

OAC OCN QOCsI OFv Ogve Oowvi O New Patient [J Follow-up

Interventions Completed During Clinic Visit (circle the word(s) that best describe the ticked intervention)
0O Symptom ical Needs
[ Clinical Study (specify)
[ Comfort Measures: (oxygen, medication administration, wound care) other:
[ Patient Education: (fatigue, dyspnea, nausea, anorexia, lymphedema, constipation, wound care, pain) other:

(medical doctor, nurse, ist) other:

[ Practical: (finances, other:
[ SociallEmotional Support: (anxiety, depression, body image, sexuality, fears, ips) other:
0 Spintual (total pain; meani other.

[ Advancs Care P anning Gonve-sasions

0 B Mallimive Sane [in,g Berefit Frogram Initiated PPS (%)
O AR Ota ned

[ Other:

Referrals Completed During Clinic Visit/Updates (circle the word(s) that best describe the ticked referral/update)

O Ragiation or Medics! Oneolagy Cons altation
O Radiation or Medical Oncology Update

[ Fal ert & Fam ly Counseling

O Mutrition

[ Phys 2herapy or Docwpstaral Therapy

[0 Respirztary Therapy

O Psychistry

[ S Phone Call

[ Murs ng ReterrzliLipdats (palliative, hospital, systemic, radiation) other:

O Minimally Invasive Palliative Procedure (epidural, block, other.

O Samurity Home Sars Referal
O Cam~urity Home Cara Updaie
[ Hospital Admissiar
[0 Haspice Ad~ission
[ Jther Referrals

O No Pain [ Cancer Pain (if yes, complete ECS-CP)
O Cancer Treatment-Induced Pain [J CIPN [ Post Surgical [ other :

Edmonton Classification System for Cancer Pain (ECS-CP) (circle applicable ‘cancer’ pain pattern)
Mechanism Nc Ne Nx

Incident Pain Io (no incident pattern) li (incident pattern)
Psychological Distress Po (none) Pp (present)
Addictive Behaviour Ao (none) Aa (present)

Px (unknown)
Ax (unknown)

Cognitive Function Co (no impairment) Ci (partial) Cu Cx (i

Non-Cancer Pain

O PHN [J other neuropathic [J bone/joint (] ial [ other

Interventions Non-Opioid Other Drugs Topical Treatment Bowel Performance
[ No Interventions | £ NSAID o cale

Emotional Practical Informational Physical
O leansfwanics [ work/school O wrderslandic g my O corentration® ey
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significant difference between groups was a small reduction in
the number of homecare service visits received by those who
received home hospice support, of minimal clinical relevance.

Other studies have shown that documenting symptom sever-
ity does not lead to improvement in outcomes unless posi-
tive screens lead to change in management, preferably from a
multidisciplinary team (Slama et al., 2020; Yount et al., 2014).
A full multidisciplinary assessment followed by an ongoing
relationship with an additional service takes time and energy.
Embedding as much care as possible into the oncology clinics
would seem easier for patients, but distressed patients may not
have the capacity to get the full benefit of a referral if they are
already overwhelmed. For these patients, a separate time for
consultation may be preferred.

It is also possible that we did not measure the most relevant
outcomes. Numerical scales do not identify individual goals
for comfort, and people tend to prefer rating effects of symp-
toms on their ability to function in specific tasks (Gibbins
et al., 2014). Minimal clinically important differences (MCID)
in pain severity criteria result in over-estimation of response
in groups with high pain intensity, and under-estimation
of response in those with low pain intensity (Hui & Bruera,
2016). What may be acceptable to one person may be entirely
unacceptable to another, and arbitrary triggers may not opti-
mally capture needs for specialist support.

Our participants may also have been less likely to benefit
than those in advanced cancer studies because of lower inten-
sity of symptoms. A review of 644 screens from mixed can-
cer patients accrued from a group of US cancer centres (Funk
et al., 2016) found that 23% reported a symptom score of 8/10
or higher, but 18% declined referral to supportive care, and only
61% of the remainder actually received a consultation. Of those
seen once, only 19% completed one or more follow-up appoint-
ments. Similarly, a study of mixed Japanese cancer patients
using a threshold for any one symptom of 5/10 or overall dis-
tress score of 6/10 resulted in half of the completed question-
naires meeting referral criteria. After oncologist review, only
half of these were actually referred, a fifth of which the pallia-
tive care team was already involved in caring for (Morita et al.,
2008; Morita et al., 2013). Symptom severity and complexity
are not the same thing; complexity being much more difficult
to identify. Bruera and colleagues recommend the ESASr to
triage symptomatic patients but suggest review by the oncolo-
gist and further symptom assessment before referral (Bruera
& Yennurajalingam, 2012). Though this adds more burden of
assessment and management on the oncology teams, it allows
for most efficient use of limited supportive care resources.
Our study is consistent with these, in that participants in the
intervention arm sometimes declined PSMPC referral, mostly
because they did not feel they needed it. Eligible patients’ most
frequent reason for declining to participate in the study was
being overwhelmed already, so the study may have effectively
excluded those most likely to benefit. Potential benefits such as
better understanding of the disease, coping, advance care plan-
ning, lower caregiver depression and stress were not assessed.

Patients with GI cancers may be less likely to be highly
symptomatic as compared with other cancers previously
demonstrated to benefit from integrated supportive/palliative
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care, such as advanced lung cancer. Progression of differ-
ent cancers may also affect ability of interventions to effect
change in outcomes over similar time periods, and follow-up
may need to be longer to identify differences in outcomes in
patients with less aggressive tumour types. Temel and col-
leagues (2017) compared early palliative care in patients with
lung cancer and with GI cancer. The lung cohort had a signif-
icant benefit in terms of quality of life from the study inter-
vention, but the GI cohort did not (Temel 2017) whereas those
who received usual care consulted a PC clinician upon request.
The primary end point was change in quality of life (QOL).

Study limitations

Limitations of the study include high attrition, missing data,
and crossovers. Due to resource constraints, patients who were
unable to speak English and did not have an available family
member to translate were also excluded. High dropout rates
have challenged other researchers in the same way as this study.
Temel and colleagues (2020) reported failure to complete a well-
funded, large multicentre study focused on early integration in
advanced GI cancer patients. A similar study in advanced pan-
creatic cancer also did not reach its feasibility goals (Schenker
et al., 2018). Completing trials in symptomatic cancer patient
groups is challenging because of the rapidly changing medical
status and a high burden of non-study treatments and investiga-
tions. Completing just a single-page form in the waiting room
was overwhelming for many of our patients. Other ways to cap-
ture data are needed, such as online surveys completed at home,
or telephone surveys conducted by skilled assessors.

In addition to some of the control group patients receiving
a PSMPC referral, we were also not able to exclude cross-over
effects, which could have further reduced our power to detect
differences between the groups. Completing the PSMQ may
have validated patients’ or caregivers’ concerns and made them
more comfortable raising the concerns with the oncology team.
Participating oncologists would have been aware that the qual-
ity of their palliative care practice was indirectly being assessed,
and this may have increased their efforts to address patients’ pal-
liative care needs themselves. It is also noteworthy that palliative
care knowledge and skills have been included, to at least a min-
imal extent, in most undergraduate and postgraduate medical
curricula, and almost universally in oncology training programs.
The participating oncologists in this study were a generally “pal-
liative care-aware” team, with considerable skills in this area.
Standard cancer care now includes at least primary level pallia-
tive care delivered by cancer care teams and family physicians.

CONCLUSION

Routine symptom screening is a promising means of identi-
fying cancer patients with palliative care needs, but completion
of symptom screening tools can be burdensome to patients at
a time when they are already overwhelmed. Remote direct data
entry by patients may be a better option than screening in busy
oncology clinics. The details of what happens after a screening
tool is administered needs to be carefully considered before
implementation. Triaging by the oncology nurse is necessary
to direct patients to the most appropriate supportive care ser-
vice, or to deal with it themselves.
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Though having symptom screening data is helpful for
oncology teams to identify distressed patients, symptom-trig-
gered specialist consultation is unlikely to make a substan-
tially better impact on patient outcomes than management by
a good oncology team with easy access to specialist palliative
care support when needed.
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