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What to do with screening for distress scores?
Integrating descriptive data into clinical practice
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ABSTRACT

Objective: Implementation of routine Screening for Distress constitutes a major change in
cancer care, with the aim of achieving person-centered care.

Method: Using a cross-sectional descriptive design within a University Tertiary Care Hospital
setting, 911 patients from all cancer sites were screened at the time of their first meeting with a
nurse navigator who administered a paper questionnaire that included: the Distress
Thermometer (DT), the Canadian Problem Checklist (CPC), and the Edmonton Symptom

Assessment System (ESAS).

Results: Results showed a mean score of 3.9 on the DT. Fears/worries, coping with the disease,
and sleep were the most common problems reported on the CPC. Tiredness was the most
prevalent symptom on the ESAS. A final regression model that included anxiety, the total
number of problems on the CPC, well-being, and tiredness accounted for almost 50% of the
variance of distress. A cutoff score of 5 on the DT together with a cutoff of 5 on the ESAS items
represents the best combination of specificity and sensitivity to orient patients on the basis of

their reported distress.

Significance of results: These descriptive data will provide valuable feedback to answer
practical questions for the purpose of effectively implementing and managing routine screening

in cancer care.

KEYWORDS: Cancer, Screening for Distress, Change of practice, Distress, Patients’ needs,

Nurse navigator

INTRODUCTION

Canada is following an international move to include
Screening for Distress as part of comprehensive
cancer care. In 2009, a national working group was
created under the auspices of the Canadian Partner-
ship Against Cancer (CPAC; a program funded by the
federal government), whose focus is to facilitate the
implementation of a pan-Canadian strategy embed-
ding distress as the sixth vital sign to be routinely
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screened for in cancer care (Canadian Partnership
Against Cancer, 2008). Systematic Screening for
Distress is seen as a major change in healthcare cul-
ture, with the aim of achieving person-centered care
(Canadian Partnership Against Cancer, 2009). Car-
ing for the whole patient involves attending to his
or her needs not only within the physical domain
but also the psychosocial, functional, spiritual, and
practical realms, thus taking into consideration the
full range of consequences related to the cancer
experience. Screening for Distress, which involves
further assessment and intervention that targets
the specific needs of patients, is now considered
essential for well-coordinated and comprehensive
cancer care.
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Numerous articles have described the rationale
and benefits of endorsing distress as the sixth vital
sign (Rebalance Focus Action Group, 2005; Bultz &
Carlson, 2006; Bultz & Holland, 2006; Holland &
Bultz, 2007). In addition, some research has empha-
sized the challenges of implementing a systematic
screening program within busy oncology settings
(Watson & Bultz, 2010; Absolom et al., 2011; Bultz
et al., 2011; Dolbeault et al., 2011). Several other
articles have been aimed at describing the preva-
lence of distress and the type of concerns of patients
across various tumor sites and stages of the disease
(Zabora et al., 2001; Carlson & Bultz, 2004; Carlson
et al., 2004; Graves et al., 2007; Carlson et al.,
2010; Senf et al., 2010; Dolbeault et al., 2011; van
Scheppingen et al., 2011). In several studies, distress
is conceptualized principally as psychological dis-
tress, and their focus was to assess the prevalence
of anxiety and depression (Frick et al., 2007; Neilson
et al., 2010). This article takes a complementary
approach. First, it adopts the definition of distress
formulated by the National Comprehensive Cancer
Network: “an unpleasant experience of a psychologi-
cal, social, and/or spiritual nature that interferes
with the ability to cope with cancer, its physical
symptoms, and its treatment” (National Comprehen-
sive Cancer Network, 2010). This definition opens
the door to a multidimensional understanding of
patients’ distress and the unmet needs that could
trigger it. Second, this study is part of an effort to
evaluate the quality of a clinical change of practice,
namely, the implementation of routine Screening
for Distress by nurse navigators. The aim of this
article is threefold: (1) to document the character-
istics of patients in terms of prevalence of distress,
problems, and symptoms that they report, in addition
to the support they want versus the support they are
offered at the time of their first meeting with nurse
navigators; (2) to identify the factors that are the
most strongly associated with distress; and (3) to ver-
ify whether the cutoff score used to orient patients on
the basis of their reported distress is optimal.

Data presented here were collected at a university
tertiary care hospital, a major center situated in Que-
bec City treating >5000 cancer patients per year
from all over the eastern part of the province of Que-
bec. Quebec City is one of Canada’s early adopter jur-
isdictions taking part in the national strategy on
Screening for Distress, the 6th Vital Sign. Routine
monitoring for distress is now stated as a standard
of practice in cancer programs in Canada and, pro-
gressively, in the province of Quebec (Accreditation
Canada, 2009; Direction de la lutte contre le cancer,
2011). Implementation of Screening for Distress
within our jurisdiction was based on the National
Comprehensive Cancer Network (NCCN) recommen-
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dation to “screen patients from all cancer sites at
point of entry and critical time points over their can-
cer journey” (National Comprehensive Cancer Net-
work, 2010). Screening was implemented in our
center’s ambulatory oncology clinics at three of these
points: close to diagnosis, at initiation, and at mid-
term of radiation treatment. Work is also in progress
to implement screening at initiation (or change of
protocol) of chemotherapy. Screening is performed
by a nurse, except at the mid-term of radiation,
when technicians are involved, all of them using a
paper version of the questionnaire.

The process of implementation was phased in
gradually and the first stage involved all 10 nurse na-
vigators of our center. They integrated screening as
part of their routine care at the moment of their first
meeting with patients, which generally occurs close
to the diagnosis or announcement of a recurrence.
Screening for Distress is largely consistent with the
nurse navigators’ professional role, which includes
making an in-depth initial assessment of patients’
needs and planning further actions or interventions
accordingly. This is a major reason why nurse naviga-
tors were chosen to pioneer the first stage of im-
plementation: because Screening for Distress could
easily be integrated in their professional role and
they were ready to adopt this change of practice.
Throughout the implementation phase, several timely
activities aimed at promoting Screening for Distress,
training, and support were held among nurse naviga-
tors, such as individual and group meetings. These
were accompanied by the ongoing clinical supervision
of the Screening for Distress coordinator (e.g., phone
discussions related to specific clinical situations).

Initially, our team performed a qualitative pre-
post study on the implementation of Screening for
Distress with nurse navigators (Fillion et al., 2011).
Although a number of reservations were expressed
by managers and frontline staff (including the navi-
gators themselves) prior to the implementation,
these persons also described positive implications
for patients, continuity of care, and interprofessional
collaboration at post-implementation. In line with a
recent article on a national change management
strategy for integrating Screening for Distress into
clinical practice (Watson & Bultz, 2010), several rec-
ommendations were made on how to address barriers
and facilitate clinical uptake. For example, frontline
staff (as well as managers) often expected that a large
proportion of patients would report a high level of dis-
tress and, therefore, they worried about the prospect
that the implementation of screening into routine
care might lead to an explosion of referrals to limited
psychosocial resources. As a strategy to address this
concern, several cutoff scores have been proposed
for the purpose of identifying distressed cancer
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patients (Roth et al., 1998; Gil et al., 2005; Ransom
et al., 2006; Ozalp et al., 2007; Vitek et al., 2007; Bulli
et al., 2009) and eventually designing care pathways
accordingly. However, the cutoff scores that have
been proposed in the literature may vary, depending
upon the population and setting among which the
studies were conducted. Moreover, there is still lim-
ited knowledge about how to integrate these findings
into clinical practice. With regard to designing loca-
lized care pathways for action based on the screening
results, our team had to select a cutoff score by com-
bining these divergent and somewhat confusing
data. We had to move forward without knowing whe-
ther the selected cutoff score would be optimal. We
therefore realized that there was the need for des-
criptive data about the characteristics of patients
screened for distress as part of routine care. The em-
pirical data from this article could constitute valu-
able feedback for the purpose of implementing and
managing this change of practice by answering a
practical question: What to do with the scores ob-
tained from the Screening for Distress Tool?

METHODS

Design

This study evaluates the quality of the first im-
plementation phase of Screening for Distress within
our facility. As such, completing the distress ques-
tionnaire was not part of a typical research project
for patients but part of their routine cancer care.
More specifically, data used in this cross-sectional
retrospective descriptive study were collected from
November 2009 to June 2011.

Participants

The sample comprised 911 patients (472 women and
439 men, all French-speaking and the great majority
Caucasians) who were Screened for Distress by a
nurse navigator at the initial phase of the care pro-
cess: following diagnosis (23%), at the time of pre/
post surgery (47.8%) or initiation of chemotherapy
with adjuvant or palliative intent (40.6%), or other
time points during the care trajectory (16.5%).!
This sample included patients with a mean age of
61 years old (SD =13.64; range, 20—92) from all can-
cer sites at diverse stages of the disease (Table 1). The
total number of Screenings included in the sample is
922, as 11 patients were screened twice.?

Percentage exceeds 100%, as more than one category
may apply.

2Demographic data describe the 911 patients included in the
sample, and all further analyses include the total number of 922

https://doi.org/10.1017/51478951513000059 Published online by Cambridge University Press

27

Instruments

The Screening for Distress Tool (hereafter the
Screening Tool), illustrated in Figure 1, is a paper
questionnaire that includes the Distress Ther-
mometer (DT) and the minimum data set rec-
ommended by CPAC’s national implementing group
(Canadian Partnership Against Cancer, 2009). These
are the Canadian Problem Checklist (CPC) and the
Edmonton Symptom Assessment System (ESAS).

DT

The DT is a one item instrument measuring distress
on an 11 point (0—10) rating scale, with 0 meaning
no distress and 10 meaning extreme distress.
Patients are asked to report on this scale their level
of distress during the past week, including the day
the questionnaire is administered. Based on data
from the literature (Grassi et al., 2010) and consen-
sus among clinicians within our facility, a cutoff
score of >5 was selected to indicate a high level of
distress. Although the DT is not part of the minimal
data set recommended by CPAC, the Quebec juris-
diction included it in its Screening questionnaire,
as it is endorsed by the NCCN Distress Practice
Guidelines (National Comprehensive Cancer Net-
work, 2010) and is highly valued among the clini-
cians of our team. This tool is widely used in
cancer centers (Jacobsen et al., 2005) and has been
translated and validated in French (Dolbeault
et al., 2008).

CPC

The CPC is a list that contains 21 psychosocial, prac-
tical, physical, spiritual, and informational concerns
(Ashbury et al., 1998; Fitch, 2008). This list is based
on problems frequently reported by oncology
patients, and is modified from the NCCN list of
common problems. Patients are asked to check all
the concerns/problems they experienced within the
past week (including the day of screening). Our
French-adapted version of the CPC included the
minimal data set recommended by CPAC, to which
we added four items: loss of interest in activities, cop-
ing with the disease, questioning my relationship to
God, and constipation/diarrhea. The rationale for
this addition was to better match the specific needs
expected within our population with the clinical re-
sources available within our facility. This addition
was performed following a round of peer consultation
involving several types of professionals from our on-
cology interdisciplinary team.

screenings. Eleven patients were screened twice as required by
their clinical situation.
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Table 1. Distress level on the Distress Thermometer (DT) by patient characteristics (n = 911)

Total sample Respondents® Distress level
N (%) n (%) Mean (SD)
Gender
Male 439 (48.2) 418 (95.2) 3.2(2.7)
Female 472 (51.8) 444 (94.1) 4.6 (2.7)
Age
20-29 30 (3.3) 29 (96.7) 3.5(1.8)
30-39 44 (4.8) 43 (97.7) 4.4 (2.7)
40-49 87 (9.5) 82 (94.3) 4.5 (3.0)
50-59 194 (21.4) 184 (94.8) 3.9 (2.8)
60—-69 297 (32.6) 282 (94.9) 3.9 (2.7)
70-79 199 (21.8) 185 (93.0) 3.8(2.8)
80-92 58 (6.4) 55 (94.8) 3.8(2.8)
Missing 2(0.2) 2 (100) -
Primary cancer site
Female genital organs 193 (21.2) 176 (91.2) 5.2 (2.7)
Digestive organs 161 (17.7) 159 (98.8) 3.4 (2.7)
Respiratory and intrathoracic organs 89 (9.8) 86 (96.6) 3.9 (2.7)
Skin 86 (9.4) 85 (98.8) 3.8(2.7)
Lip, oral cavity, and pharynx 82 (9.0) 81 (98.8) 4.1(2.8)
Urinary tract 71 (7.8) 59 (83.1) 3.1(2.6)
Lymphoid, hematopoietic, and related tissue 67 (7.4) 65 (97.0) 3.0 (2.4)
Male genital organs 42 (4.6) 38 (90.5) 3.3(2.5)
Breast 39 (4.3) 36 (92.3) 3.7(2.5)
Mesothelial and soft tissue 26 (2.9) 26 (100) 3.7 (3.2)
Thyroid and other endocrine glands 16 (1.7) 15 (93.8) 3.7(2.3)
Bone and articular cartilage 12 (1.3) 12 (100) 2.8 (1.7)
Eye, brain, and other parts of central ervous system 3(0.3) 3 (100) 3.7 (1.5)
I1l-defined, other secondary and unspecified sites 3(0.3) 3 (100) 3.3(2.9)
Missing 21 (2.3) 18 (85.7) -
Disease stage
Local 304 (33.3) 291 (95.7) 3.7 (2.6)
Locoregional 200 (22.0) 190 (95.0) 4.4 (2.7)
Metastatic 232 (25.5) 222 (95.7) 4.1(3.0)
Missing 175 (19.2) 159 (90.9) -

APatients who reported their distress level on the DT. The 11 patients who were screened twice (as required by their
clinical situation) are calculated only once in this demographic data.

ESAS

The ESAS is the most commonly used screening tool
across Canada (Bruera et al., 1991; Linden et al.,
2005). It is a valid and reliable tool that screens
for nine common symptoms experienced by cancer
patients (pain, tiredness, nausea, depression,
anxiety, drowsiness, appetite, lack of well-being,
and shortness of breath). Patients are asked to
rate the severity of each symptom for the past 24
hours on a numerical scale from 0 (absence) to 10 (se-
vere). A systematic review of cancer symptom as-
sessment instruments showed that the ESAS is a
psychometrically sound instrument (Kirkova et al.,
2006). The ESAS has been validated in a variety
of populations, including both advanced cancer
populations and among patients earlier in the can-
cer trajectory (Chang et al., 2000; Nekolaichuk
et al., 2008).
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Procedure

Patients are screened for distress as part of routine
care, on an individual basis, at their first encounter
with a nurse navigator. This meeting commonly
takes place close to diagnosis or surgery, but can
also happen at the beginning of anti-cancer treat-
ments, depending upon the oncologic treatment
guidelines of each tumor site. Patients complete the
Screening Tool on their own after receiving instruc-
tions and a brief introduction on the purpose of the
questionnaire. After the Screening Tool has been fil-
led out, a conversation between the nurse navigator
and the patient involves discussion about the con-
cerns the patient reported on the Screening Tool as
well as an appropriate response (e.g., information
on resources, education/support/symptom manage-
ment, further assessment, referral to another pro-
fessional for in-depth assessment/intervention).
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2. PROBLEM CHECKLIST

Please check all of the following items that have been a concern
or problem for you in the past week including today.

1. SCORE ON THE DISTRESS
THERMOMETER

Please circle the number (0-10)
that best describes how much
distress you have been O Work/school
experiencing in the past week O_Finances
including today.

Extreme Distress

O Accomodation
Sodial / family
O _Feeling a burden to others
~ O Worry about family/friends
g O Feeling alone
Emotional
O Fears / worries
O Sadness
O _Frustration / anger
O_Changes in appearance
O _intimacy / sexuality
O Lost of interest in usual activities
O Coping
Spiritual
O _Meaning and purpose in life
D _Faith
O Questioning relationship to God
Informational

-

O=NWhRUOAN®DWOO//

O EKnowing about available rescurces
Physical
(=«

—_— Sleep
W

L
No Distress Constipation or diarrhea

3. EDMONTON SYMPTOM ASSESSMENT SYSTEM (ESAS)

For each of the following items, please circle the number that best describes your health

[s][n]iu]

DURING THE LAST 24 HOURS.
No pain 0 1 c2: 3 A 5 6 T8 8 Worst possible pain
Not tired 0 1 2 3 4 5 &6 7 8 %9 10 Worst possible tiredness
— NstRaddsaied R e e
Not 0 1 2 3 4 5 6 7 & 9 10 Worstpossible
Not anxious ¢ 1 2 3 4 5 6 7 8 9 W Worst possible anxiety
Mot drowsy 0 1 2 3 4 5 6 7 8 9 10 Worstpossible
Best appetite & 1 2 3 4 5 A FoE 9 Waorst possible appetite
Best feeling [+ ERN S TE- T ERL TR T SIS RN T 11§ Worst possible
of well-being feeling of weil-being
No shortness g 1.2 3 4 5 & 7 B 9 Worst possible
_ofbreath  shortnessofbreath
Other problem 0 1 2 3 4 5 6 7 8 9 W

‘Would you like to receive some help for one or the other problem you may have mentioned before? Yes O Mo O

Fig. 1. Screening for Distress tool.

The scores of a patient on the Screening Tool are in-
terpreted within the context of this conversation. In
addition, our implementation committee developed
a care pathway to assist professionals and comp-
lement their clinical judgement in their decision
making. Briefly, a score of <4 on the DT and items
of the ESAS indicates the need for basic and suppor-
tive action by front line staff, whereas a score of >5
suggests the need for a referral to more specialized
resources for in-depth assessment and intervention.
Referrals are tailored to the problems and symptoms
identified both on the CPC and the ESAS. The cutoff
values selected by our team at the beginning of the
implementation of Screening in 2009 were based on
literature data (Vignaroli et al., 2006; Grassi et al.,
2010; Dolbeault et al., 2011; Watanabe et al., 2011)
and consensus among the clinical experts of our
team including the nurse navigators. Our decision
was also a tradeoff between the best evidence and
the need for a greater homogeneity of cutoffs on both
the DT and ESAS items, so as to facilitate uptake.
The Screening Tool is entered in the patient’s
medical chart while a copy transits to our team for
compilation of data. The director of professional ser-
vices of our center authorized the use of these data
for evaluative research, because this was perceived

https://doi.org/10.1017/51478951513000059 Published online by Cambridge University Press

29

to be an essential component in the process of imple-
menting this change of practice. All procedures to
ensure confidentiality were applied.

Data Analysis

All analyses were performed using the Statistical
Package for the Social Sciences (SPSS) version 13.0
for Windows. A two tailed a probability of <0.05
was considered to be statistically significant.

In order to respond to the first objective, we first
conducted descriptive analyses. As a second step,
we were interested in knowing whether patients
with a high level of distress on the DT were reporting
more problems and symptoms. For the purpose of an-
swering this question, ¢ tests and effect sizes were
used in order to assess differences between patients
with and without a clinical level of distress on the
DT. To facilitate comparison among categories of
the CPC, the number of problems in each category
and the total number of problems were listed as per-
centages. For symptoms, only data of patients who
had completed a minimum of five of the nine items
of the ESAS were included in this analysis, using a
total scaled score on the ESAS (i.e., score reported
on 100). In addition to the traditional p values, we
present the effect sizes (Cohen’s d ), which represent
the difference between two groups on a scale expres-
sed in terms of standard deviation. Cohen’s d ranging
from 0.20 to 0.50 shows a small difference between
the two groups, whereas Cohen’s d ranging from
0.50 to 0.80 and >0.80 shows, respectively, moderate
and strong differences (Cohen, 1988). Finally, point-
biserial and Pearson correlations were, respectively,
performed to highlight associations between the
Screening Tool components and gender and age,
whereas ¢ tests were used to compare patients on
their wish to receive help or not.

In order to answer the second objective aimed at
identifying the factors that were the most strongly as-
sociated with distress level on the DT, a stepwise
multiple regression was conducted. Only variables
of the Screening Tool showing moderate to strong as-
sociations with the DT were included in the model.

The third objective was to assess the appropriate-
ness of the actual cutoff score on the DT. In order to
verify whether the cutoff score of 5 that we selected
was optimal, we conducted receiver operating charac-
teristic curve (ROC) analyses by plotting the true
positive rate (sensitivity) against the false positive
rate (1-specificity) for selected cutoff scores. ROC
curves assess the impact of varying cutoff scores
and indicate which one gives the best combination
of sensitivity and specificity. In order to perform the
ROC analysis, the selection of a comparison point
was necessary. The total scaled score on the ESAS
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was retained, based on its moderate correlation with
the DT (r = 0.56). Following data from a recent litera-
ture review suggesting cutoff scores of 3, 4, and 5 on
the DT to distinguish patients with clinical distress
(Grassi et al., 2010) and based on the fact that no
single cutoff criteria has been yet validated to cat-
egorize ESAS severity (mild, moderate, severe) (Ri-
chardson & Jones, 2009), we therefore performed
ROC curves to compare those three different cutoff
scores on the DT to cutoff scores of 30, 40, and 50
on the total scaled score on the ESAS.

RESULTS

Description of Patients’ Characteristics
Distress Level

Of the 922 screenings, the level of distress on the DT
was reported 873 times. Table 1 shows the Distress
level on the DT by patient characteristics. The
mean score was 3.9 (SD = 2.8). Using a cutoff score
of 5, 37.7% (n = 348) of the patients reported experi-
encing distress at or above this clinical level. Women
reported significantly higher levels of distress
than did men (mean =4.6 vs. 3.2, respectively),
t (871)= —17.65, p <0.001, d = 0.52, but were not
significantly more likely to report a score of >5,
t (346) = —1.03, p = 0.305. Women with a gynecolo-
gic tumor reported the highest level of distress. It
was the only group for whom the mean score on the
DT reached the clinical level of >5.

Problems and Symptoms Reported on the CPC and
ESAS

The frequency distribution of the problems reported
on the CPC is shown on Table 2. Means and standard
deviations for the whole sample as well as the percen-
tage of patients who reported a score of >5 and
higher on each item of the ESAS are shown on
Table 3.

Comparison of the Percentage of Problems and
Symptoms Reported According to Patients’ Level of
Distress

Patients with a high level of distress (score of >5 on
the DT) reported a significantly higher frequency of
problems on all categories of the CPC (p < 0.001)
and higher intensity on all ESAS items (p < 0.001)
than did patients with a low level of distress
(Fig. 2). Effect sizes were strong on emotional pro-
blems on the CPC, as well as on the anxiety, well-
being, tiredness, and depression items of the ESAS.
Moreover, patients reporting a high level of distress
on the DT also had a mean score reaching a clinical
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Table 2. Frequency distribution of the problems on
the Canadian Problem Checklist (CPC) (n = 922)

Rank Problems or concerns n (%)

1 Fears/worries 468 (50.8)
2 Coping with the disease 401 (43.5)
3 Sleep 389 (42.2)
4 Understanding my illness/treatment 373 (40.5)
5 Worry about family/friends 321 (34.8)
6 Sadness 320 (34.7)
7 Getting to and from appointments 252 (27.3)
8 Knowing about available resources 247 (26.8)
9 Constipation/diarrhea 243 (26.4)
10 Concentration/memory 235 (25.5)
11 Meaning /purpose of life 213 (23.1)
12 Feeling a burden to others 212 (23.0)
13 Making treatment decisions 197 (21.4)
14 Frustration/anger 193 (20.9)
15 Lost of interest in activities 187 (20.3)
16 Weight 185 (20.1)
17 Finances 179 (19.4)
18 Changes in appearance 172 (18.7)
19 Work/school 150 (16.3)
20 Talking with the healthcare team 125 (13.6)
21 Feeling alone 120 (13.0)
22 Intimacy/sexuality 94 (10.2)
23 Accommodation 71 (7.7)
24 Faith 70 (7.6)
25 Questioning my relationship to God 67 (7.3)

Table 3. Descriptive statistics on the Edmonton
Symptom Assessment System (ESAS) (n = 922)

Patients reporting
a score of >5

Rank Item M SD n (%)

1 Tiredness 3.7 2.9 353 (38.3)
2 Well-being® 36 28 332 (36.0)
3 Anxiety 3.2 27 285 (30.9)
4 Appetite 28 3.1 269 (29.2)
5 Pain 27 2.8 230 (24.9)
6 Drowsiness 2.1 26 177 (19.2)
7 Shortness of 20 2.5 165 (17.9)

breath

8 Depression 1.1 21 87 (9.4)
9 Nausea 87 2.0 60 (6.5)

#Higher score on this scale indicates a worse feeling of
well-being.

level (>5), or thereabouts, on anxiety (4.9), well-
being (5.1), and tiredness (5.1).

Wish to Receive Help and Resources Offered

From the total sample of screenings, 28.3% of
patients (n = 261) expressed their wish to receive
help for one or the other problem they may have
mentioned on the Screening Tool, whereas 53.0%
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Variables of the Screening Tool

Fig. 2. Comparison of the percentage of problems and symptoms reported on the Edmonton Symptom Assessment Sys-
tem (ESAS) and Canadian Problem Checklist (CPC) according to patients’ level of distress on the Distress Thermometer
(DT). Items presented to the left of the dotted line represent the average severity of each ESAS symptom, and those on
the right are problems reported on the CPC. The ESAS scores were converted to percentages to allow comparisons be-
tween all variables of the screening tool. For example, a percentage of 49 corresponds to a score of 4.9 on a scale from 0 to
10. Effect sizes are presented at the bottom of the figure in order to simplify the graph.

(n = 489) did not want help, and 18.7% (n = 172) did
not answer this question, which appeared at the bot-
tom of the screening questionnaire. Women were
more likely to express their wish for help, ¥*(1, n =
750) =12.32, p < 0.001. From the patients who
wished to receive help, 86.2% (n = 225) were offered
areferral to at least one resource, and of this number,
79.1% (n = 178) accepted the referral. In addition,
36.4% (n = 178) of patients who first reported not
wishing help nevertheless were offered a referral,
and 55.1% (n = 98) of them accepted it. Overall, of
the patients to whom a referral was offered to (n =
512), 68.2% (n = 349) accepted it, 25.4% (n = 130) de-
clined, and 6.4% (n = 33) did not answer.

The top five list of the most frequent referrals
offered to the patients were social worker (n = 281,
30.5%), psycho-oncology team ( psychologist, psychia-
trist, occupational therapist; n = 175, 19.0%), nurse
navigator (n =121, 13.1%), dietician (n =117,
12.7%), and support groups offered by community-
based organizations (n = 62, 6.7%).

Associations Among the Components of the
Screening Tool and Gender, Age, and the
Wish to Receive Help

Biserial correlation of the points’ coefficients showed
significant associations between gender and the num-
ber of problems reported on the CPC, as women repor-
ted more problems for several categories (emotional
(p < 0.001), social/family (p < 0.001), spiritual (p <
0.001), and informational (p = 0.008), as well as the
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total number of problems on the CPC (p < 0.001).
However, associations were weak, with effect sizes
ranging from small to nearly moderate (d = 0.18—
0.44). Moreover, weak or insubstantial Pearson’s
correlation between age and the number of problems
reported on the CPC were noticed.

Patients who expressed a wish to receive help re-
ported significantly higher scores on the DT than
did those not wishing help (mean score of 5.6 vs. 3.1,
respectively), ¢ (722) = —12.28, p < 0.001, corrected
t and p values for non-equality of variances. Similarly,
they reported a significantly higher frequency of pro-
blems on each of the CPC categories and its total score
(p <0.001) as well as significantly greater intensity
on each of the ESAS items and its total score (p <
0.001). Strong effect sizes were found for these re-
lationships on the DT (d = 0.98), total number of pro-
blems on the CPC (d = 0.94), total scaled score on the
ESAS (d = 0.85), anxiety item of the ESAS (d = 0.82),
and emotional problems on the CPC (d = 0.80).

Factors Most Strongly Associated with
Distress

In order to identify the variables that were the most
strongly associated with distress, variables showing
moderate to strong associations with the DT (r >
0.40) were included in the regression model?®: anxiety,

3The order of entry of each variable was determined by the
strength of its association with the score on the DT, the variable
with the strongest association being entered first.
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Table 4. False positives and false negatives, sensitivity, specificity and area under the curve (AUC) for the
cutoff scores of 3, 4, and 5 on the Distress Thermometer (DT), using scaled score on the Edmonton Symptom

Assessment System (ESAS)

Total scaled False False
score on the Cutoff on positive negative Sensitivity = Specificity Sensitivity*
ESAS AUC (95% CI) the DT (%) (%) (%) (%) Specificity (%)

>3 54.0 10.8 89.2 46.0 41.0
>30 77.5 (74.2-80.7) >4 38.7 20.4 79.6 61.3 48.8

>5 26.9 32.6 67.4 73.1 49.3

>3 58.8 5.1 94.9 41.2 39.1
>40 80.2 (76.6—83.8) >4 43.7 114 88.6 56.3 49.9

>5 31.6 22.8 77.2 68.4 52.8

>3 62.5 6.1 93.9 37.5 35.2
>50 79.7 (74.8—-84.6) >4 48.1 11.0 89.0 51.9 46.2

>5 35.5 171 82.9 64.5 53.5
n = 860.

Sensitivity measures the percentage of patients who are correctly identified as having distress. Specificity measures the
percentage of patients who are correctly identified as not having distress. AUC of 50 signifies that accuracy is equal to
chance. AUC of 100 signifies a perfect accuracy (Swets et al., 2000).

total scaled score on the ESAS, total number of pro-
blems on the CPC, well-being, emotional problems,
tiredness, depression, and social/family problems.
After eliminating nonsignificant predictors, the final
model accounted for 48.4% of the variance of distress
and included anxiety (AR? = 0.375), total number
of problems on the CPC (AR? =0.072), well-being
(AR?=0.006) and tiredness (AR?=0.003), R®=
0.484, F(5,740) = 139.32, p < 0.001. The standar-
dized coefficients indicated a positive relationship,
that is, the higher the level for each of these vari-
ables, the higher was the distress.

Given that distress is sometimes conceptualized as
being mostly a depressive and anxious mood, we per-
formed a standard regression to measure the unique
contribution of the ESAS depression and anxiety
items to the variance of the distress score on the
DT. A regression model including only these two
scores accounted for 39.2% of the variance on the
DT (R%?=0.392, F (2, 812) = 261.55, p < 0.001) that
is, almost 10% less than the complete model. A con-
servative test administered to compare the two R®
previously cited showed that the complete model
explained significantly more variance of distress
than did anxiety and depression alone, Z (2.34, p =
0.019) (Tabachnick & Fidell, 2006). Anxiety contribu-
ted to the variance of distress more than depression
(anxiety uniquely contributed to 20.3% of the
variance of distress on the DT, whereas depression
uniquely contributed to 2% of this variance).

Optimal Cutoff Score on the DT

Results reported in Table 4 indicate that a cutoff
score of 5 on the DT provides the best combination
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of sensitivity and specificity when using a cutoff of
50 on the total scaled score on the ESAS.

DISCUSSION

The first objective of this article was to describe the
characteristics of patients screened for distress as
part of routine care at the time of their first consul-
tation with nurse navigators. The mean score on
the DT globally suggested low to moderate levels of
distress at this particular point in time, which was
lower than what was expected by clinical teams and
managers. Compared with men, women tended to re-
port higher levels of distress, which is consistent with
other data (van Scheppingen et al., 2011). Moreover,
as distress reported on the DT increased, the fre-
quency and intensity of problems and symptoms on
the CPC and ESAS also increased. Because the level
of distress as measured by the DT increased with the
frequency and intensity of problems and symptoms
on the CPC and ESAS, the DT presented a good
“snapshot” of the extent of patients’ psychosocial
and supportive care needs. This supports including
the DT in the Screening Tool. Moreover, this is con-
sistent with a comment made by nurse navigators
of our facility who appreciated the inclusion of the
DT in the Screening Tool for this very reason, as it
facilitated the screening process.

The most prevalent problems and symptoms re-
ported by patients related to a range of concerns:
emotional (fears/worries, anxiety, well-being, coping
with the disease), physical (sleep, tiredness, pain),
informational (understanding my illness and/or
treatment), and social /family (worry about family/
friends). These data support the use of a screening
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tool that encompasses psychosocial, practical, and
physical domains, to tackle all the supportive care
needs of patients. Knowing the most prevalent pro-
blems and symptoms may lead our organizations to
prioritize particular areas for the development of
further resources to be offered to patients, as well
as to offer further training to professionals in order
to enhance their skills at addressing these needs.

As shown in Figure 2, anxiety, a low feeling of well-
being, tiredness, and depression were the symptoms
that most distinguished patients who reported a
“high” from those who reported a “low” level of dis-
tress on the DT. Knowledge of this typical pattern
of symptoms associated with higher distress may
help health caregivers to orient their subsequent
steps in the process of screening. For example, it
may lead them to target these symptoms more di-
rectly for further assessment and selection of appro-
priate follow-up actions. In another scenario, it may
also suggest that they further question these particu-
lar aspects in their dialogue with patients who may
be experiencing distress.

Results show no link between patients’ age and the
frequency/intensity of problems and symptoms, and
this is also true for gender if we consider the small
effect sizes of this association. In addition, patients
reporting a higher level of distress or frequency/
intensity of problems or symptoms were more likely
to express their wish for help when they completed
the Screening Tool. Almost one third of the patients
expressed their wish for help. Half of those who did
not initially appear to want assistance did accept a
referral following their conversation with the nurse
navigator when she offered one. Overall, a high pro-
portion of patients (near 70%) accepted a referral
when it was offered to them.

Authors have explored reasons patients did not
want or accept assistance despite the fact they were
experiencing distress (Frick et al., 2007; Dolbeault
et al., 2011). Among these reasons were, for example,
not expecting problems outside of the medical area
to be addressed by the facility they were attending;
the belief that nothing could be done about their con-
cerns, which they perceived to be the expected side ef-
fects of cancer treatment; not wanting to talk about
their problems; the feeling they already had enough
to cope with; or receiving adequate support from fa-
mily and friends. As an additional reason, Dolbeault
and colleagues (2011) hypothesized that the use of
the word distress, which might have a slightly differ-
ent (stronger) connotation in French, may itself have
contributed to patients’ reluctance to volunteer their
concerns or to accept help when it was offered. This
term could be either perceived as being too strong to
describe what they were experiencing, or might be as-
sociated with a “psychological” or “psychiatric” stigma.
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Patient-centered care represents a cultural change
of practice not only for healthcare providers and
managers, but also for patients themselves. Patients
and their families need to be sensitized about the cul-
tural acceptability of voicing their distress and needs
in the context of cancer care; they need to be given
information on the resources available for their total
needs; and educated about the extent of services
and the willingness/capability of the healthcare
team to help them. This is consistent with enhancing
patients’ empowerment and engagement in their
care over their cancer journey, which is another key
function of nurse navigators (Fillion et al., 2012).
Finally, as suggested by van Scheppingen et al.
(2011), screening might be more efficient if it empha-
sized the unmet need for assistance and resources,
rather than distress, and this could be particularly
relevant in the context of French culture discussed
earlier.

The second objective of this article was to identify
the variables that were the most strongly associated
with distress. Anxiety was the factor showing the
strongest association with the distress score on the
DT. The complete model, which included the total
number of problems on the CPC, well-being, and
tiredness, predicted almost 50% of the variance of
distress. This model explains significantly more var-
iance than merely anxiety and depression. This
suggests that at the moment when patients complete
the DT on the Screening Tool, their initial evaluation
of their global well-being goes beyond psychological
dimensions. This is consistent with the NCCN con-
ceptualization of distress, which takes into account
the global nature of this experience. Again, these
data support the use of a screening tool that allows
the identification of concerns associated with the
physical, emotional, psychosocial, spiritual, and
practical consequences of cancer. The items of the
Screening Tool that did not significantly contribute
to the variance of distress are not less important to
the screening process, as they are likely to reflect im-
portant needs and concerns for a number of patients.
When necessary, focused assessment to understand
the parameters associated with these concerns and
appropriate exploration of ways to cope with them
or, eventually, a timely referral to other relevant ser-
vices could even prevent the emergence of high levels
of distress.

Our third objective was to verify whether the cut-
off score used to orient patients on the basis of their
reported distress was optimal. We indicated cutoff
scores within our localized care pathways (algorithm)
to aid clinical decisions in the process of screening
(e.g., further assessment, psychoeducational infor-
mation, symptom management, referral to other ser-
vices). In the actual sample, results suggest that a
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cutoff of 5 on the DT together with a cutoff of 5 on the
ESAS items represents the best combination of speci-
ficity and sensitivity. These data correspond to the ac-
tual cutoff scores we use in our facility. Especially at
this first phase of the implementation process within
our facility, the homogeneity of cutoffs on both the DT
and the ESAS items facilitates uptake. Moreover,
balancing sensitivity and specificity has the advan-
tage of limiting the probability of large numbers of
false positives, which would constitute a barrier to
an efficient implementation of Screening for Distress
in routine care. This is especially true in the psycho-
social area, where managers were concerned about
an explosion of referrals to limited psychosocial re-
sources. Again, one should note that the cutoff scores
indicated in the care pathway we developed are there
to assist professionals in their decision making and
as a complement to their clinical judgement, not as
a strict cutoff score per se.

In addition, as stated by Chang and colleagues
(2000), one single cutoff value may not be appropriate
for all symptoms of the ESAS. For example, data from
our study suggest that the depression item of the
ESAS is four times greater in patients reporting a
high level of distress than in patients reporting a
low level of distress. Therefore, a more stringent cutoff
for the depression item might be something to con-
sider if this result is replicated among several samples
at different time points over the cancer journey.

Refinement of the cutoff values constitutes a fur-
ther stage of work in the implementation process.
To do this, we can rely on the emergence of a growing
body of data on Screening for Distress, the 6th Vital
Sign, and the support of a national strategy from
which recommendations emerged for scoring algor-
ithms to respond to distress scores (Fitch et al.,
2012). Provincial cancer agencies and the Cancer
Journey Action Portfolio of the Canadian Partner-
ship Against Cancer are currently leading the way
with the production of clinical practice guidelines
and brief algorithms to guide practices related to
physical and psychological symptom scores on the
ESAS (Fitch et al., 2012). Completed guidelines in-
clude those on depression and anxiety, fatigue, sleep
disturbances (Howell, 2010), pain, dyspnea, and nau-
sea/vomiting (Cancer Care Ontario, 2011; Fitch
et al., 2012). More guidelines are in the planning
stages.

What Information do these Data Provide to
Answer our Question “What to do with the
Distress Scores”?

In the first phase of implementation of systematic
screening in the Quebec jurisdiction, efforts were
mostly directed to developing a localized toolkit in-
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cluding a French adaptation of the Screening Tool,
care pathway, and training material, as well as adop-
tion by clinical staff and managers. The very large
numbers of patients screened by nurse navigators
who pioneered Screening in our facility as well as
current ongoing screening are encouraging indi-
cators of adoption. The data presented in this article
will provide evidence-based feedback to clinical
teams (and managers) implementing Screening for
Distress in daily practice and will help them to
move forward on the next steps of this endeavor.
The following paragraphs present two aspects that
this feedback will focus on: the need for a program-
matic approach and further support for clinical staff
who are implementing screening.

First, in order to build on initial adoption and con-
tinue to be successful and make a real difference in
patients’ well-being or the capacity of staff to meet
their needs, work is needed to better embed screen-
ing into a programmatic approach. This means that
screening must be followed by focused assessment
of problems using valid tools and appropriate
follow-up action/intervention based on the best evi-
dence. Fitch et al. (2012) provide an excellent de-
scription of how a nurse would go about responding
to screening scores. Within our facility, anecdotal
data gathered among nurses indicated that how the
staff implemented this framework varied greatly.
Still, screening can be perceived by frontline
staff mainly as a tool to orient patients to external
resources/services. Training therefore needs to
emphasize the conceptual framework linking screen-
ing—assessment—intervention. If well embedded in a
programmatic approach, Screening for Distress can
become a genuine tool that can be used toward
offering an effective hierarchical response to cancer
patients’ needs. Several of the problems or symptoms
reported by patients can first be addressed by front-
line staff without necessarily requiring referral to
specialized resources. For example, frontline staff
may give medical and/or basic psychoeducational in-
formation to patients either to inform them about
their illness/treatment or to manage their symp-
toms.

Second, several nurse navigators from our facility
indicated that routine screening using a standar-
dized tool contributes to establishing the thera-
peutic relationship. It helps to open a dialogue
with patients as well as to focus more closely on
patients’ concerns and needs (Fillion et al., 2011).
At the same time, systematic screening sheds light
on clinical situations that are more likely to be re-
ported as challenging as, for example, patients
who are experiencing a high level of distress, but
who are unwilling to accept the assistance that
might need or that would be beneficial to them. As
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Table 5. The Screening for Distress process (Canadian Partnership Against Cancer, 2009; Fitch et al., 2012)
and concrete applications emerging from our empirical data

For all groups of cancer patients the following process should take place:

Steps to respond to distress scores

Concrete applications emerging from our empirical data

1. Scores acknowledged in open dialogue with patient.

2. Ask patients about the impact of the problem from
their perspective and the most distressing
problem(s).

3. Psychosocial and supportive care provided to all
patients as part of a therapeutic relationship.

4. Establish shared goals of care and action plan.

5. Follow through on action plan and document.

Objective 1 of our study:

(a) Data support the use of a screening tool that encompasses
psychosocial, practical, and physical domains to tackle the
whole supportive care needs of patients.

(b) Screening might be more efficient if it emphasized the
unmet need for assistance and resources, rather than
distress.

(c) Knowledge of typical pattern of symptoms associated with
higher distress may encourage nurse navigators to further
question these aspects in their dialogue with patients
experiencing distress.

Objective 2 of our study:

(a) Focused assessment is necessary to understand the
parameters associated with patients’ concerns and
appropriate exploration on ways of coping with them or
eventually referral to other relevant services in a timely
manner.

(a) Identifying and acknowledging patients’ needs and
concerns is often an intervention in itself. Offering active
listening and support to patients may often constitute a
first step for problem definition, problem solving, or,
eventually, future intervention.

(b) Observational data from our team throughout this first
phase of implementation suggest great variability in
competencies of frontline staff and basic communication
skills among care providers. There is a need to foster
frontline staff’s capability on this aspect so that they can
establish a relationship with patients, acknowledge their
responses to the Screening Tool, and ensure a high quality
of standard care and basic emotional support.

Objective 3 of our study:

(a) Precision of cutoff scores help to better orient the action
plan.

(b) The scores on the Screening Tool orient the dialogue the
professional has with the patient, further assessment,
exploration of coping skills, and actions. It also helps to
point out the clinical situations in which it is necessary to
refer patients to another professional.

part of an initial education stage among nurse navi-
gators, we emphasized that identifying and ac-
knowledging patients’ needs and concerns was an
intervention in itself. Actively listening to, and sup-
porting patients may often constitute a first step in
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defining or solving problems or, eventually, future
intervention. For this reason, we emphasized the
process of opening a dialogue and establishing re-
lationship as valuable and critical components in
the process of Screening for Distress.
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We also have to help healthcare providers to
enhance their basic communication skills so that
they can improve their confidence in establishing a
therapeutic relationship and providing psychosocial
care. In better knowing how to acknowledge patient
responses to the Screening Tool, this could contribute
to ensuring a high quality of standard care and basic
emotional support. Observational data from our team
throughout this first phase of implementation
suggest that the competencies of frontline staff varied
a great deal in this aspect. Nurse navigators have
already benefited from extended psychosocial train-
ing (Fillion et al., 2012), which is not the case with
several other frontline staff. Healthcare providers
need support, and their skills need to be reinforced
so that all of them can efficiently contribute to the
screening process. This is true for all patients whe-
ther they are reporting low, moderate, or high levels
of distress, as for all of them, the following actions
should take place: (1) screening scores should be ac-
knowledged, (2) what that score means to the patient
should be discussed, (3) the conversation should be
charted, and (4) follow through on an action plan
should be identified (Canadian Partnership Against
Cancer, 2009). In Table 5, we represented this screen-
ing process based on the ones proposed by Fitch and
colleagues (2012) and the Cancer Journey Action
Group (Canadian Partnership Against Cancer,
2009) along with concrete applications to this process
that emerged from our empirical data.

The present article is one of the first to document
quantitative data emerging from the national strat-
egy on Screening for Distress, the 6th Vital Sign. It
describes the characteristics of a large sample of
patients, and gives initial answers to questions re-
garding the clinical implementation of a screening
program. As these data were collected within a nat-
uralistic design, there are some associated limits to
mention. First, screening happened at the time of
the first contact that nurse navigators had with their
patients, which was generally close to the time of di-
agnosis. However, this moment is not the same for
every cancer journey and, therefore, may have var-
ied from patient to patient (e.g., following
diagnosis/surgery, beginning of chemotherapy or
radiation). Second, the great majority of patients at
our facility are French-speaking Caucasians. We
did not collect specific sociodemographic data, and
this limits the generalization of the results. Third,
there are no data on the percentage of patients
who were screened based on the total number of
patients who received care within our facility during
the time when the actual data were collected.
Finally, one should bear in mind that the screening
data we have presented here are like a “snapshot”
of patients’ characteristics at a given moment, and
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that this may change over time. We cannot general-
ize these results to other time points in the cancer
trajectory or to other populations. Data from mul-
tiple screenings over the cancer care trajectory will
be necessary, which is in line with CPAC recommen-
dations and others (Annunziata et al., 2011), as
patients’ needs and symptoms are likely to vary
from one moment to another.

As further work in this area, it would be beneficial
to document the outcomes of systematic Screening
for Distress embedded in a programmatic approach.
As stated by Dolbeault et al. (2011), further questions
such as “What impact does the response to the ex-
pressed needs have in terms of patients’ quality of
life and impact on the healthcare system?” are of
great relevance. It would also be useful to investigate
patients’ level of satisfaction specifically with regard
to the process of Screening for their Distress.

CONCLUSION

To answer our practical question about what to do
with the scores, each of our three objectives is bring-
ing concrete applications. First, the way to present the
tool to patients, with an emphasis on acknowledge-
ment and normalization of their emotional stress
and needs rather than assessing their distress;
second, an acknowledgement of patients’ response
makes it possible for them to explore the different do-
mains of their needs; and third, the process of screen-
ing for distress is including a dialogue that leads to
focused assessment, the identification of specific pro-
blems, the exploration of solutions to these problems,
and eventually to referrals, where cutoff scores may
become an indicator. How to implement these actions
into practice and assess their effectiveness on patient
outcomes and frontline staff satisfaction could be the
next steps.
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