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PALLIATIVE ONCOLOGY

Characterizing distress,
the 6th vital sign, 1n an
oncology pain clinic
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ABSTRACT
Context

The delineation of populations of cancer patients
with complex symptoms can inform the planning and
delivery of supportive care services.

Objectives

We explored the physical, psychosocial, and practical
concerns experienced by patients attending an ambu-
latory oncology symptom control clinic.

Methods

Patients attending a Pain Clinic at a large tertiary
cancer centre were invited to complete screening
measures assessing distress, pain, fatigue, anxiety,
depression, and practical and psychosocial problems.
A matched sample of patients who did not attend the
Pain Clinic were selected as a comparison group.

Results

Of all eligible Pain Clinic patients, 46 (77%) com-
pleted the measures; so did 46 comparison group
patients. The percentages of patients reporting distress
(78.3%), pain (93.5%), and fatigue (93.5%) were
higher among Pain Clinic patients than among the
comparison patients. A higher percentage of Pain
Clinic patients also reported multiple, severe, con-
current symptoms: 87% scored 7 or higher in at least
one of the pain, fatigue, or distress scales, and 30.4%
of the patients scored 7 or higher on all three. The
most common problem areas were feeling a burden
to others, trouble talking with friends and family,
spirituality, and sleep difficulties.

Conclusions

Higher levels of multiple, concurrent symptoms
and psychosocial problems were found in Pain
Clinic patients than in a group of patients who did
not attend the Pain Clinic. Routine screening and
triaging of cancer patients using a comprehensive
and standardized panel of questions can facilitate
symptom assessment and management, and can
inform program planning.
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1. INTRODUCTION

Distress in cancer patients has been defined as “an
unpleasant emotional experience that interferes
with [the] ability to cope with a diagnosis of cancer
or its treatments” !. Cross-sectional studies have
documented that approximately 35%—45% of cancer
patients in North America experience significant
levels of distress 23, and in the advanced cancer
population, the prevalence of distress may be as
high as 60% *>.

Although initial conceptualizations of distress
focused on anxiety and depression, recent models
view distress more broadly as resulting from any,
or a combination of, psychosocial, practical, and
physical concerns °. In advanced cancer popula-
tions, physical symptoms have been extensively
examined 710, and research indicates that more se-
vere symptoms are more distressing for patients '!.
Most studies that include a broader construct of
distress have focused to a greater extent on psy-
chological and symptom distress in the advanced
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cancer population to the exclusion of practical
and other psychosocial concerns. Some studies
have been more inclusive in their definition of
distress, using the Problem Checklist tool ! in the
assessment of lung cancer patients 2, bone marrow
transplant patients '3, and heterogeneous cohorts
of cancer patients '!5; however, those studies did
not specifically examine patients with advanced
or progressive disease.

In the present study, we sought to prospectively
examine distress from the broad perspective of psy-
chosocial, practical, and physical concerns in a group
of patients presenting to a Pain Clinic located at a
tertiary cancer centre. This group was identified as
potentially benefiting from a more thorough screen-
ing of their concerns beyond symptom screening,
because they were identified as being likely to have
higher and more complex symptoms than groups
previously studied 3'°. A clearer delineation of the
common problems in this group of patients would
hold the potential to inform program planning within
the cancer program.

2. METHODS
2.1 Participants

All participants were recruited as part of a larger
randomized controlled trial examining distress and
common problems experienced by cancer patients.
The larger study was conducted over a 12-month pe-
riod, and it screened 3113 patients at the Tom Baker
Cancer Center in Calgary, Alberta, Canada. For the
present study, baseline data were obtained from the
subset of patients who were screened using the dis-
tress instrument on the day that they were waiting for
appointments at the Pain Clinic. All reasons for non-
participation in the study were recorded. Another 65
patients completed the distress instrument and were
subsequently referred to and seen in the Pain Clinic
on a different day; those patients are not included in
the current study.

Additionally, a matched convenience sample of
patients from the larger randomized controlled trial
who had completed the same measures at a differ-
ent clinic and time were selected as a comparison
group. To obtain the matched comparison group,
we first removed the 65 patients who had been ini-
tially screened then referred to the Pain Clinic from
the 3113 patients in the randomized controlled trial
sample. From among the remaining 3048 patients, we
selected a subsample of 46 matched 1:1 to the Pain
Clinic group for interval since diagnosis, age, sex,
type of cancer, and treatments received.
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2.2 Measures

2.2.1  Demographics and Cancer History

Relevant background characteristics and cancer
history variables, including age, sex, marital status,
education, ethnic or cultural background, income,
source of income, type of cancer, and stage of the
treatment process were collected by self-report. Type
of cancer and time since diagnosis were obtained from
electronic medical records.

2.2.2  The Distress Thermometer

The Distress Thermometer (pT1) is a 0—10 visual ana-
log scale vertically oriented in the form of a typical
thermometer. A single cut-off score has not yet been
defined for all clinical scenarios. A cut-off score of
4 or more has been shown to perform best in terms
of sensitivity and specificity for labelling cancer
patients with high psychological distress 31417,
When calculating concurrent multiple symptoms,
a cut-off of 7 or more was used. Hoffman et al. '8
suggested that a score of between 4 and 6 on the
DT could indicate possible distress, with a recom-
mendation for referral, and that a score above 7
would indicate definite distress, requiring further
assessment or intervention.

2.2.3  Pain

A numerical rating scale from 0-10 was used
to quantify how much pain patients had been expe-
riencing. A cut-off of 4 or more out of 10 has been
recommended for use as a screening tool for pain
within ambulatory cancer patients 2!, and a cut-off of
7 or more was used to identify severe levels of pain.

19,20

2.2.4  Fatigue

Fatigue was evaluated on a 0—10 numerical rating
scale (rr) similar to the pT; patients were asked to
rate their average fatigue in the preceding week. Few
studies have examined single-item screening tools for
fatigue. One study reported a cut-off of 3 as optimal ?2;
another reported a cut-off of 52!. The U.S. National
Comprehensive Cancer Network recommends using
a cut-off of 4 or more to identify cases of possible
fatigue. A cut-off of 7 or more was used to identify
severe levels of fatigue.

2.2.5  The Modified Problem Checklist

The Modified Problem Checklist ! has been adapted
to the Canadian setting from the original list pub-
lished by the U.S. National Comprehensive Cancer
Network. It includes 7 practical problems (accommo-
dation, transportation, parking, drug coverage, work
or school, income or finances, and groceries) and 13
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psychosocial problems (burden to others, worry about
family and friends, talking with family, talking with
the medical team, treatment decisions, family conflict,
changes in appearance; alcohol or drugs, smoking,
coping, sexuality, spirituality, and sleep). Participants
indicated the presence or absence of each problem in
the week preceding completion of the measure.

2.2.6  The Psychological Screen for Cancer

Part C of the Psychological Screen for Cancer
consists of 10 items rated on a 5-point Likert scale
(“not at all” to ““‘very much so”’) to measure anxiety
and depression. Developed for screening in clinical
practice and as a research tool, the Psychological
Screen has been validated in two separate groups of
cancer patients 2324, A cut-off score of 11 or more
indicates high anxiety and distress.

23,24

2.3 Procedure

All procedures were approved by the Conjoint Health
Research Ethics Board of the University of Calgary,
Faculty of Medicine/Tom Baker Cancer Centre. All
patients attending the Pain Clinic for the first time
were approached by a screening assistant in the wait-
ing area. All patients in the comparison group were
approached by a screening assistant in the waiting
area of the outpatient clinics at the Tom Baker Cancer
Center. All consenting participants completed the
screening on a touch-screen computer.

2.4 Data Analysis

Independent #-tests and chi-square statistics were used
to compare the groups on demographic and medical
intervention variables and on the mean scores of the
DT, PT, and FT. The chi-square statistic was used to
analyze between-group differences for categorical
outcomes—that is, the percentage of participants
at risk for high distress, pain, and fatigue (using a
cut-off score of 4 or more) and participants at risk
for concurrent severe levels (using a cut-off of 7 or
more). The chi-square statistic was used to analyze
between-group differences for each individual prob-
lem and for two summed problem scores created
from the Problem Checklist (practical problems and
psychosocial problems). The data were analyzed us-
ing the Statistical Package for the Social Sciences,
version 17 (SPSS, Chicago, IL, U.S.A.).

3. RESULTS

Of 60 eligible Pain Clinic patients, 46 (76.7%) con-
sented to the study. Of those not consenting, 1 was

deemed too ill to participate, and 10 declined par-
ticipation because of lack of interest (n = 3), unwill-
ingness to consent to research (n = 3), feeling too ill
(n = 1), or unspecified reasons (n = 3). Additionally,
3 others in the Pain Clinic were missed at the time
of screening. Table 1 presents demographics for the
46 Pain Clinic patients and the matched comparison
group. The groups showed no differences on any
demographic or treatment variable.

3.1 Distress, Pain, Fatigue, Anxiety, and Depression

Figure 1 presents the percentage of people in each
group who scored above the clinical cut-off for each
outcome. A higher percentage of patients in the
Pain Clinic group reported scores above the clinical
cut-off for distress (y> =6.90, df =1, p < 0.01), pain
(x*> =32.39, df =1, p < 0.001), and fatigue (x> =8.73,
df=1, p <0.01). No between-group differences were
found for anxiety and depression. Using the cut-off
of 7 or more, a higher percentage of people in the
Pain Clinic group reported severe distress (41.3%
vs. 26.1%, p < 0.05), severe pain (73.9% vs. 23.9%,
p < 0.001), and severe fatigue (60.9% vs. 34.8%,
p < 0.01). There were no statistically significant
between-group differences for severe distress (41.3%
vs. 26.1%, p = 0.12).

3.2 Concurrent Symptoms

Figure 2 presents the percentage of patients in each
group reporting multiple concurrent symptoms. Of
the 46 Pain Clinic patients, 40 (87%) scored 7 or
higher in at least one of the pain, fatigue, or distress
scales; 14 (30.4%) scored 7 or higher in all three.
For the comparison group, 27 (58.7%) scored 7 or
higher in at least one of the pain, fatigue, or distress
scales; only 3 patients (6.5%) scored 7 or higher in
all three. When examining specific combinations of
symptoms, a much higher percentage of patients in
the Pain Clinic group reported experiencing fatigue
and pain (x> =5.06, df =1, p < 0.05) and also distress,
pain, and fatigue (x> =16.51, df =1, p < 0.001).

3.3 Common Problems

Figure 3 presents common problems endorsed in both
groups. Compared with controls, patients in the Pain
Clinic group showed a trend to endorse at least 1 psy-
chosocial problem (90.5% vs. 76.1%, p = 0.07) and
to endorse a greater overall number of psychosocial
problems (t(86) = 1.88, p =0.06). A higher percentage
of patients in the Pain Clinic group endorsed feeling
a burden to others and problems with spirituality
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TABLE I  Demographics and interventions for participants screened
and not screened in the Pain Clinic at baseline

Variable Screened in Pain Clinic p
Yes No Value
m ) m (%
Patients 46 46
Mean age (years) 59.06+£12.67 61.02+14.44 0.49
Sex
Men 20 435 19 413 090
Women 26 56.5 27 587
Marital status
Single 16 348 17 370 0.71
Married/committed 30 652 27 587
relationship
No response 0 0 2 4.3
Education
High school or less 24 522 22 478 0.84
More than high school 22 478 24 522
Ethnicity
Minority 4 8.7 8 174 0.17
Majority 42 913 36 783
No response 0 0 2 43
Family income
<$50,000 16 348 20 435 034
>$50,000 19 413 15 326
Prefer not to say 11 239 11 239
Income source
On support 19 41.3 13 283 032
Employment/retired 23 50.0 25 543
Prefer not to say 4 8.7 8 17.4
Diagnosis
Breast 8 17.4 9 19.6  0.90
Gastrointestinal 8 17.4 9 19.6  0.90
Hematologic 9 19.6 7 152 049
Other 21 456 21 456 099
Treatment in the past
month?
Surgery 2 43 7 152  0.08
Chemotherapy 11 23.9 6 13.0 0.18
Radiation therapy 7 15.2 5 109 0.54
Hormone therapy 2 43 0 0 0.15
Other 3 6.5 3 6.5 1.00
None 17 44.7 21 553 040
Mean time since diagnosis ~ 2.00+£1.99 2.09+2.11 0.84

(years)

2 Percentages do not total to 100 because some patients (n = 4)
received more than one treatment.

(p <0.05). Patients attending the Pain Clinic showed
trends to endorse problems with talking with family
and friends, and with sleep (p = 0.07). There were
no differences between the groups in the practical
problems endorsed.
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FIGURE 1~ Percentage of patients experiencing symptoms and report-
ing scores above the clinical cut-off on the Distress Thermometer; the
Pain Thermometer, the Fatigue Thermometer, and the Psychological
Screen for Cancer anxiety and depression subscales. * p < 0.05.
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FIGURE 2 Co-occurrence of symptoms (cut-off: >7): the overlap of
severe distress [Distress Thermometer (p1)], pain [Pain Thermom-
eter (p1)], and fatigue [Fatigue Thermometer (r1)]. * p < 0.05.
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FIGURE 3 Concerns identified by patients: the percentage of patients
endorsing each of the concerns in the Problem Checklist. *p < 0.07.
**p < 0.05.

4. DISCUSSION AND CONCLUSIONS

Our study describes the demographic and symptom
profiles of two groups of cancer patients: those attend-
ing a Pain Clinic in a tertiary cancer centre, and those

Copyright © 2012 Multimed Inc. Following publication in Current Oncology, the full text of each article is available immediately and archived in PubMed Central (PMC).



CHARACTERIZING DISTRESS

attending other clinics. Compared with a matched
sample of patients who did not attend the Pain Clinic,
the Pain Clinic attendees reported significantly higher
levels of pain, distress, and fatigue. Compared with
controls, patients in the Pain Clinic were also more
likely to report multiple co-occurring severe symp-
toms, including pain, fatigue, and distress, and ad-
ditional psychosocial problems. When approached
about the results of this study, clinicians in the Pain
Clinic indicated that patients commonly present in
hopes of obtaining relief from one major symptom,
and leave the Clinic with a comprehensive plan for
addressing all major symptoms.

Distress in cancer patients is consistently reported
as a highly prevalent and significant problem, with in-
cidence rates estimated at 35%—55% 2316, Similarly,
pain and fatigue are frequently reported as the most
common symptoms in the cancer population 3-23-26,
and they have been endorsed as important compo-
nents of distress !. Research has focused primarily on
identifying and managing these individual symptoms,
but recently, there has been a push to move away from
examining symptoms in isolation and toward explor-
ing the relationships between multiple co-occurring
symptoms 27. Experiencing multiple symptoms can
have a negative impact on functional status, quality
of life, and symptom distress of people with cancer°.
The presence of multiple symptoms can also increase
the burden on the health system, because patients may
access acute care services and require crisis interven-
tion more frequently 28,

Ambulatory cancer patients attending a Pain
Clinic were also experiencing significant levels of
concurrent fatigue and distress and problems con-
nected to feeling a burden, spirituality, sleep, and
trouble talking with family and friends. Despite its
name, the Pain Clinic was established to address all
of the foregoing symptoms and problems within its
scope of practice. It has been suggested that treating
symptoms individually may not necessarily lead to
improvements in patient outcomes, because other
symptoms may be present and negatively affecting
the patient at the same time ?°. Focusing on a patient’s
pain alone, without acknowledging the other concerns
and the effects they may be having on pain levels,
could hinder any potential benefit of a more focused
approach to pain management. Thus, the role of com-
prehensive patient assessment is affirmed, mandating
an interdisciplinary approach as the standard of care
in a tertiary-level ambulatory Pain Clinic.

Although the present study provides insight into
the pattern of symptoms and the common problems
that may be experienced by cancer patients presenting
with severe pain and other concomitant symptoms,
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further work using larger sample sizes, more robust
study designs (cohort, case—control, or randomized
controlled trials), and statistical analysis to better es-
tablish the nature of the relationship between distress,
symptoms, and psychosocial problems is required.
For example, what are the interdependencies between
cancer pain and other concurrent symptoms? Is pain
experienced by patients exacerbated by the additional
symptoms and psychosocial problems? Or are the
additional symptoms and psychological problems
amplified by uncontrolled pain?

The small sample size did not allow for mul-
tivariate or symptom-cluster analyses because the
study was intended only to explore the demographic
and symptom profiles of patients attending the Pain
Clinic. The comparison group was matched from a
larger sample not specifically recruited for the purpose
of comparison in this study. Even so, no significant
differences were observed between the groups on
key variables that may contribute to symptoms and
psychosocial distress. Other studies on symptom
clusters have examined a multitude of physical and
psychological symptoms. The literature shows wide
variation with respect to the symptoms that should be
examined and the methodology that should be used
to analyze the relationships 27-2°.

The bt was not linked to the Problem Checklist
as it was in the original National Comprehensive
Cancer Network version !, and the time period as-
sessed by the Problem Checklist was altered. Hence,
it is possible that the interpretations made by patients
regarding the source and definition of distress varied
considerably. Moreover, the authors acknowledge
the need for further validation work on the modi-
fied Problem Checklist in a larger sample of patients
than was included here. Similar validation work is
required for the rr, which has not previously been
used in this population.

Given the range of concerns patients were ex-
periencing, the present study is congruent with the
results of larger studies *!'® recommending routine
screening, assessment, and intervention for cancer
patients to lower their distress and symptom burden.
Routine screening for physical, psychosocial, and
practical concerns may help to identify individuals
who would most benefit from referrals to services
to manage concerns °. Rather than an approach to
symptom management that targets each symptom
individually, we recommend that co-occurring symp-
toms be identified so as to provide additional multidis-
ciplinary resources to patients in a timely and efficient
manner 2°. Specifically, screening and triaging are
needed to ensure that multiple concurrent symptoms
in patients are managed comprehensively and in a

e57
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coordinated manner by the appropriate services. To
meet these complex patient needs, prospectively
surveying patients about their distress can inform
program planning and delivery.
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