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Abstract
This study examined the benefits of incorporating screening for 
distress as a routine part of care for patients with head and neck 
and neurologic cancers in a tertiary cancer center. Using a com-
parative 2-cohort pre-post implementation sequential design, con-
secutive outpatients with head and neck and neurologic cancers 
were recruited into 2 separate cohorts. Cohort 1 included patients 
attending clinics during April 2010, before the implementation of 
the screening program. The program was then implemented and 
patients completed the Screening for Distress Minimum Dataset 
(the Edmonton Symptom Assessment System [ESAS] and the Cana-
dian Problem Checklist [CPC]) at each clinic visit. Cohort 2 included 
patients attending clinics during March 2011. Consenting patients 
completed screening and outcome measures (ESAS, CPC, and ei-
ther the Functional Assessment of Cancer Therapy–Brain or the 
Functional Assessment of Cancer Therapy–Head and Neck). A total 
of 146 patients (78 head and neck and 68 neurologic) provided 
data for Cohort 1, and 143 (81 head and neck and 62 neurologic) 
provided data for Cohort 2. Compared with Cohort 1, patients 
with neurologic cancers in Cohort 2 reported significantly higher 
scores on the Functional Assessment of Cancer Therapy: General 
total and emotional quality of life subscale; fewer high scores 
(≥4) on the ESAS breathlessness item; and fewer problems with 
fears/worries, frustration/anger, finding meaning in life, and worry 
about friends/family. Head and neck patients in Cohort 2 reported 

significantly higher emotional quality of life and fewer problems 

with eating and weight than those in Cohort 1. Although no defin-

itive causal attributions can be made, patients exposed to routine 

screening for distress reported better well-being and fewer emo-

tional, physical, and practical problems than historical controls. 

(JNCCN 2013;11:1249–1261)
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tion by the American Nurses Credentialing Center`s Commis-
sion on Accreditation. 

This activity is accredited for 1.0 contact hour. Accreditation as 
a provider refers to recognition of educational activities only; 
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ANCC of any commercial products discussed/displayed in con-
junction with the educational activity. Kristina M. Gregory, RN, 
MSN, OCN, is our nurse planner for this educational activity.

All clinicians completing this activity will be issued a certificate 
of participation. To participate in this journal CE activity: 1) re-
view the learning objectives and author disclosures; 2) study 
the education content; 3) take the posttest with a 66% mini-
mum passing score and complete the evaluation at http://edu-
cation.nccn.org/node/30707; and 4) view/print certificate.

Release date: October 25, 2013; Expiration date: October 25, 
2014

Learning Objectives
Upon completion of this activity, participants will be able to:

•	 Discuss	the	benefits	that	implementing	a	routine	
distress screening program had on patient-reported 
outcomes

•	 Describe	strategies	to	successfully	implement	screening	
for distress and ensure that services are provided to 
patients in response to concerns

Cancer often presents a variety of physical, emo-
tional, practical, and spiritual challenges for pa-
tients and their families. With an increasing 
number of studies reporting a high prevalence of 
distress in cancer patients,1,2 several national and 
international organizations have now endorsed 
distress as the sixth vital sign.3 Routine screening 
for distress has the potential to help practitioners 
identify and manage the psychosocial, practical, 
and physical concerns that may contribute to pa-
tient distress.4 Strategies to successfully implement 
screening for distress and ensure that services are 
provided to patients in response to these concerns 
are now being explored.5

Studies examining the impact of screening for 
distress report mixed results, partly because of dif-
ferences in design, interventions, and outcomes.5 
In this analysis, only 6 of 12 (50%) randomized 
trials, but 7 of 8 nonrandomized trials, showed a 
positive effect on psychological well-being. Im-
provements were also seen in communication, 
clinician behavior, and referrals, and in patient 
and staff satisfaction.6 Although they successfully 

demonstrated efficacy, many programs were not 
integrated within clinical settings, and in some 
cases required designated trials staff and funding.7 
The crucial question now is whether a routine 
screening program would be effective and sustain-
able without these additional resources, and be 
acceptable to patients and frontline clinic staff.7

A desire exists on the part of staff for more evidence 
surrounding implementation of screening and advice on 
how to overcome some of the most common barriers to 
successful screening, including timing, cost, technology, 
and appropriate measurement tools.8 Few studies have 
fully explored the clinical implementation of programs 
for distress screening. Two Canadian studies reported on 
key barriers and facilitators to clinical implementation 
of screening for distress, concluding that programs were 
an important and feasible change in practice that im-
proved team functioning and patient-centered care.9,10 
However, neither of these studies described the impact 
of the program on patient-reported outcomes. Other 
studies are limited by the lack of a control group for 
comparison between the new and old screening proce-
dure,11,12 a lack of power, and limited follow-up provided 
to patients with distress.13 

Building on the authors’ own previous findings 
showing the efficacy of screening programs when 
conducted by specialized psychosocial oncology 
staff,14,15 a model of screening for distress was devel-
oped that could be integrated into regular clinical 
practice and run by frontline clinic staff. Screening 
was linked with follow-up care and services, includ-
ing psychosocial resources, pain and fatigue clinics, 
nutrition services, and palliative care, using referral 
guidelines and triage algorithms. A staff training and 
feedback component was also included as an impor-
tant part of the implementation process.7

The authors chose to evaluate this new program 
in the head and neck and neurologic outpatient clin-
ics at Tom Baker Cancer Centre. Although these 
clinics are relatively small, patients often report high 
levels of symptom burden, needs, and concerns.16,17 
Few studies have examined the benefits of psycho-
social interventions in these tumor groups.16,17 The 
current study sought to examine the benefits of im-
plementing a routine screening for distress program 
based on patient-reported outcomes. 
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Methods

Objective
The objective of this study was to compare quality of 
life, physical symptoms, and common psychological 
and practical problems in 2 cohorts of patients: those 
attending treatment clinics before and after the in-
troduction of a comprehensive, routine screening for 
distress program.

Study Design
Although randomized controlled trials are accepted 
as the gold standard, the authors recognized the pos-
sible contamination of staff trained in making use of 
screening results. The knowledge and skills staff learn 
as part of the screening intervention may carry over 
to patients enrolled in the usual care arm,18 especially 
when seen by the same staff members, which is the 
case at the authors’ center. Given the focus on effec-
tiveness, they decided to use a sequential cohort de-
sign; Cohort 1 represented patients assessed before the 
screening for distress program was implemented (usual 
care) and Cohort 2 represented those assessed after 10 
months of program implementation and refinement. 

Participants 
Participants included all patients who had at least 
one prior visit at a participating clinic, were aged 
18 years and older, and attended the neurologic and 
head and neck outpatient clinics at the Tom Baker 
Cancer Centre during April 2010 (Cohort 1) and 
March 2011 (Cohort 2). Patients were excluded if 
they were too ill to participate or were unable to 
read/speak English and did not have an interpreter. 

Procedure 
Cohort 1: Eligible patients were approached by a re-
search staff member for consent in the waiting room 
of the outpatient clinic before their clinic appoint-
ment. Consenting patients completed a paper and 
pen questionnaire in the waiting room. Screening 
scores were not made available to the clinic staff and 
no triage was undertaken for these patients beyond 
the standard care provided by the clinic. This pro-
vided a picture of the clinic as it was operating before 
implementation of the program. Patients from both 
cohorts were required to have had at least one prior 
clinic visit before the assessment visit to be included 
in the study. This ensured that they all had prior ex-
posure to the prevailing clinical environment before 
being assessed.

Screening for Distress Program Implementation: After 
the data collection for Cohort 1, the screening pro-
gram was implemented in the head and neck and 
neuro-oncology clinics over a 10-month period. At 
the beginning of the implementation, staff presenta-
tions and education sessions were held and champi-
ons were identified in the clinics to assist with the 
implementation and mentor fellow staff members. 
Guidelines and training on how to have the conver-
sation with patients and when and how to refer was 
provided to staff (Figure 1). 

Throughout the implementation, particularly 
in the first 6 months after initiation of the pro-
gram, quality improvement methodology was used 
to address challenges and increase the percentage 
of patients screened. Quality improvement is an 
ongoing process that involves continually identify-
ing and addressing areas in which process change is 
required.19 Plan-Do-Study-Act cycles were used, in 
which clinical processes were reviewed and modi-
fied as required.  
Cohort 2: Ten months after the implementation of 
the screening program, a second 4-week data col-
lection phase occurred (Cohort 2). Eligible patients 
were approached by a staff member for consent in the 
waiting room of the outpatient clinic before their ap-
pointment. Consenting patients completed the same 
paper and pen questionnaire as patients in Cohort 
1. However, as was by the clinical practice by then, 
the screening scores recorded on the questionnaire 
were made available to the clinic nurse. The nurse 
reviewed the screening scores with the patient at the 
same consultation and provided referrals as required 
at that time. Consistent with the training provided 
throughout implementation, the nurse managed any 
concerns within their scope of practice, directed ad-
ditional concerns to the oncologist if appropriate, 
and made any necessary referrals to services. The 
nurse reviewed the screening scores and made refer-
rals at the same consultation. All of these patients 
had been exposed to the clinic environment, incor-
porating screening at least once prior to the assess-
ment of study outcome measures. 

Screening Measures
The Canadian Partnership Against Cancer has rec-
ommended the Screening for Distress minimum data 
set, which includes the Edmonton Symptom Assess-
ment System (ESAS) and the Canadian Problem 
Checklist (CPC).20
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Figure 1 Triage and referral algorithms. 
Abbreviation: TBCC, Tom Baker Cancer Centre.
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Edmonton Symptom Assessment System: The ESAS21 
is a 10-item measure assessing symptoms on a visual ana-
logue scale of 0 through 10 (10 = worst), including anxi-
ety, appetite, depression, drowsiness, nausea, pain, short-
ness of breath, tiredness, and well-being. The validity 
and reliability have been established in palliative care 
and general cancer populations. Higher scores indicate 
worse symptom burden. A cutoff of 4 or more was used 
to indicate a high symptom burden, as recommended 
by the Canadian Partnership Against Cancer Screening 
for Distress Guidelines.20

The Canadian Problem Checklist: The CPC20 in-
cludes 6 emotional (frustration/anger, changes in 
appearance, fears and worries, change in who I am, 
intimacy/sexuality, sadness); 3 social/family (feeling 
alone, feeling a burden, worry about family/friends); 
5 informational (treatment decisions, taking medi-
cations, knowing about resources, talking with 
health care team, understanding illness/treatment); 
2 spiritual (faith, meaning/purpose); 5 practical (ac-
commodation, finances, quitting smoking, getting to 
and from appointments, work/school concerns); and 
9 physical concerns (bowels, eating or enjoying food, 
physical inactivity, concentration/memory, mobility, 
seizures, sleep, weight, wound care).

Outcome Measures
Patients in both cohorts completed the appropriate 
outcome measure for their type of cancer during the 
4-week data collection phases.
Functional Assessment of Cancer Therapy – 
Brain, Version 4: The Functional Assessment of 
Cancer Therapy – Brain (FACT-Br), Version 4,22 is 
a 50-item validated measure of quality of life for pa-
tients diagnosed with brain cancer, composed of the 
Functional Assessment of Cancer Therapy: Gener-
al (FACT-G) and brain tumor subscale. The total 
FACT-G score is calculated by summing all the sub-
scale scores (physical well-being [PWB], functional 
well-being [FWB], social/family well-being [SWB], 
emotional well-being [EWB]). A total FACT-Br 
score is calculated by summing all the subscales and 
the brain tumor subscale. The Trial Outcome In-
dex score is calculated by summing the PWB, FWB, 
and the brain tumor subscale. Higher scores indi-
cate higher quality of life for all scores. Minimal im-
portant differences (MIDs) have been established 
for the FACT-G total score (3–7 points), the EWB 
subscale (≥2 points), and the PWB and FWB sub-
scales (2–3 points).23

Functional Assessment of Cancer Therapy – Head 
and Neck, Version 4: The Functional Assessment of 
Cancer Therapy – Head and Neck (FACT-HN), Ver-
sion 424 is a 39-item validated measure of quality of 
life for patients diagnosed with head and neck cancer, 
composed of the FACT-G and head and neck subscale. 
Scoring follows the same format as for the FACT-Br.  
MIDs have been established for the FACT-HN total 
score (6–12 points).23

Statistical Analysis
Baseline demographic and disease characteristics were 
compared between the cohorts for each tumor group 
using independent t-test for continuous and χ2 tests for 
categorical variables. The percentage of participants 
in each cohort reporting ESAS symptom scores of 4 
or more and individual problems on the CPC were 
compared using χ2 tests. Continuous FACT subscale 
and total scores were compared between Cohort 1 and 
Cohort 2 using independent t-tests. 

Results

Participants
A total of 161 patients consented to participate in 
Cohort 1 (80.1% of eligible population); 55.9% were 
diagnosed with a head and neck tumor and 44.1% 
were diagnosed with a neurologic tumor. A total of 
185 patients consented to participate in Cohort 2 
(81.1% of eligible population). Only patients who 
had presented at the clinic at least once before the 
date they completed the outcome measures (to en-
sure exposure) were included in this analysis for 
both Cohorts. In Cohort 1, a total of 146 patients 
met this criterion; 53.4% with head and neck and 
46.6% with neurologic tumors. In Cohort 2, a total 
of 143 patients met this criterion; 52.6% with head 
and neck and 47.4% with neurologic tumors (Table 
1). Screening was adopted by clinics and routinely 
offered to more than 90% of all patients with the 
target tumor groups.

Edmonton Symptom Assessment System
Neurologic: Figure 2 presents the percentage of pa-
tients in each cohort reporting scores of 4 or more 
(4 being the cutoff for moderate distress) on the 
ESAS items. Fewer patients in Cohort 2 than in 
Cohort 1 reported high scores on the breathlessness 
item (indicating worst possible shortness of breath; 
χ2=7.23; P=.007). 
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Table 1 Demographics and Medical Interventions for Participants in Cohorts 1 and 2 at  
Time of Screening

Head and Neck Neurologic

Cohort 1 (n=78) Cohort 2 (n=81) Cohort 1 (n=68) Cohort 2 (n=62)

N % N % N % N %

Mean Age (y) 61.00 58.95 50.33 50.53

Standard deviation 13.06 11.29 14.43 14.22

Gender

Male 59 75.6 64 48.9 41 60.3 37 59.7

Female 19 24.4 17 51.1 27 39.7 25 40.3

Marital Status

Single  8 10.3 12 14.8  7 10.3  4  6.5

Married 45 57.7 45 55.6 43 63.2 47 75.8

Separated  5  6.4  0  0  4  5.9  0  0

Divorced  6  7.6  4  4.9  1  1.5  1  1.6

Widow/widower  3  3.8  5  6.2  1  1.5  0  0

Common law  7  9.0 10 12.3 10 14.7  7 11.3

Committed  2  2.6  3  3.7  1  1.5  1  1.6

Missing  2  2.6  2  2.5  1  1.5  2 3.2 

Living Arrangements

Not alone 61 78.2 65 80.2 5  7.4   1 1.6

Alone 15 19.2 11 13.6 61 89.7 57 91.9

Missing  2  2.6  5  6.2 2  2.9  4  6.5

Educationa

Elementary school (grades 1–6)  5  6.4  1  1.2 0  0  1 16.0

Middle school (grades 7–9)  4  5.1  4  4.9 2  2.9  1  1.6

High school (grades 10–12) 30 38.5 15 18.5 12 17.6 16 25.9

Community college 17 21.8 19 23.5 15 22.1 10 16.1

Some university 12 15.4 13 16.1 10 14.7  4  6.5

Completed university  6  7.6 16 19.8 20 29.4 22 35.5

Postgraduate  3  3.8  9 11.1 8 11.8  5  8.1

Missing  1  1.3  4  4.9 1  1.5  3  4.8

Ethnicity 

Caucasian 64 82.1 62 76.6 59 86.8 55 88.7

Black  1  1.3  1  1.2  0  0  0  0

Southeast Asian  3  3.8  1  1.2  1  1.5  0  0

Filipino  1  1.3  2  2.6  1  1.5  0  0

Korean  0   0  0  0  0  0  0  0

Chinese  2  2.6  6  7.4  0  0  1  1.6

Japanese  1  1.3  1  1.2  0  0  0  0

Arab  1  1.3  1  1.2  2  2.9  0  0

Latin America  1  1.3  1  1.2  0  0  0  0

aP<.05 (for head and neck group only). 
bPercentages may not add up to 100 because some patients had more than one type of treatment in the month before the screening.
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Table 1 Demographics and Medical Interventions for Participants in Cohort 1 and Cohort 2 at 
Time of Screening (cont.)

Head and Neck Neurologic

Cohort 1 (n=78) Cohort 2 (n=81) Cohort 1 (n=68) Cohort 2 (n=62)

N % N % N % N %

Ethnicity (cont.)

West Asian  0  0  1  1.2  0  0  0  0

Other  3  3.8  1  1.2  2  2.9  3  4.8

Missing  1  1.3  4  4.9  3  4.4  3  4.8

English First Language

Yes 65 83.3 61 75.3 62 91.1 51 82.3

No 12 15.4 16 19.8  5  7.4  8 12.9

Missing  1  1.3  4  4.9  1  1.5  3  4.8

Family Income

<$30,000 16 20.5 15 18.6  8 11.7  8 12.9

<$50,000 18 23.1 12 14.8 13 19.1 11 17.7

<$80,000  9 11.5  7  8.6  4  5.9  7 11.3

<$100,000  7  9.0  6  7.4  5  7.4  2  3.2

>$100,000 12 15.4 23 28.4 22 32.4 15 24.2

Prefer not to say 10 12.8 11 13.6 10 14.7 16 25.9

Missing  6  7.7  7  8.6  6  8.8  3  4.8

Source Income

Pension/retirement 20 25.6 23 28.4 15 22.1 12 19.4

Family members  
(parent, spouse)

 7  9.0 11 13.6 11 16.1 20 32.3

Social assistance 15 19.2 16 19.8 18 26.5 11 17.7

Student financing  0  0  0  0  1  1.5  0  0

Other 27 34.6 25 30.9 19 27.9 15 24.2

Missing 11 14.1  6  7.4  4  5.9  4  6.5

Stage (From Chart Review)

I 13 16.7  4 5.0  8 11.8  1  1.7

II 22 28.2 21 26.3 13 19.1 20 33.3

III 21 26.9 32 40.0 19 27.9 17 28.3

IV 22 28.2 24 28.8 28 41.2 22 36.7

Patient Status (From Chart review)

New 15 18.2  7  9.9  7 10.5  4  6.5

Treatment 19 25.4 33 40.7 34 50.0 36 58.1

Follow-up 44 56.4 40 49.4 27 39.7 22 35.5

Receipt of Treatment in Month Before Screening (From Chart Review)b

Surgery  5  6.4  5  6.2  4  5.9  0  0

Chemotherapy 11 14.1 18 22.2 29 42.6 31 50.0

Radiation therapy 17 21.8 21 25.9 15 22.1 10 16.1

No treatment 54 69.2 50 61.7 27 39.7 26 41.9

aP<.05 (for head and neck group only). 
bPercentages may not add up to 100 because some patients had more than one type of treatment in the month before the screening.
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Head and Neck: Figure 3 presents the percentage of 
patients in each cohort reporting scores of 4 or more 
on the ESAS. Fewer patients in Cohort 2 than in 
Cohort 1 reported high scores on the well-being item 
(indicating worst possible well-being; c=4.23; P=.04). 

Canadian Problem Checklist
Neurologic: Figure 4 presents the percentage of pa-
tients endorsing each of the items on the CPC. Fewer 

patients in Cohort 2 than in Cohort 1 reported prob-
lems with frustration/anger (χ2=5.62; P=.018), worry 
about friends/family (χ2=3.65; P=.043), fears and wor-
ries (χ2=5.13; P=.024), and finding meaning in life 
(χ2=4.74; P=.036). 
Head and Neck: Figure 5 presents the percentage 
of patients endorsing each of the items on the CPC. 
Fewer patients in Cohort 2 than in Cohort 1 report-
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Figure 4 Percentage of patients with neurologic cancer in each cohort endorsing individual items on the Canadian Problem Checklist.  
*P<.05.

ed problems with eating/food (χ2=4.86; P=.027) and 
weight (χ2=10.87; P=.001).

FACT
Neurologic: More patients in Cohort 2 than in 
Cohort 1 reported significantly higher FACT emo-
tional (t = –13.97; P<.001) and FACT-G total  
(t = –3.50; P=.001) quality of life scores, indicat-
ing better overall quality of life (Figure 6). Patients 

in Cohort 2 reported a significantly higher trial 
outcomes index (M=134.6 vs M=106.6; t = –4.35; 
P<.001) than patients in Cohort 1, indicating higher 
PWB/FWB well-being, and a higher total FACT-Br 
score (M=93.3 vs M=77.9; t = –6.74; P<.001), again 
indicating better quality of life. The authors found 
MIDs between the cohorts in terms of the FACT-G 
total (between 3 and 7 points) and EWB subscale 
(>2 points) scores. 

Cohort 1
Cohort 2

*

*

Fi
na

nc
ia

l

0

15

25

35

Pe
rc

en
ta

g
e 

en
d

o
rs

ed

20

50

55

5

30

45

W
or

k/
sc

ho
ol

 c
on

ce
rn

s

Q
ui

tt
in

g 
sm

ok
in

g

G
et

ti
ng

 t
o 

ap
po

in
tm

en
ts

A
cc

om
m

od
at

io
n

Fe
ar

s 
an

d 
w

or
ri

es

Fr
us

tr
at

io
n/

an
ge

r
Sa

dn
es

s
A

pp
ea

ra
nc

e

In
ti

m
ac

y/
se

xu
al

it
y

Ch
an

ge
s 

in
 w

ho
 I 

am
Be

in
g 

a 
bu

rd
en

W
or

ry
 f

ri
en

ds
/f

am
ily

Fe
el

in
g 

al
on

e

U
nd

er
st

an
di

ng
 il

ln
es

s.
..

Tr
ea

tm
en

t 
de

ci
si

on
s

Ta
lk

in
g 

to
 h

ea
lt

h 
te

am

Re
so

ur
ce

 k
no

w
le

dg
e

Ta
ki

ng
 m

ed
ic

at
io

ns

M
ea

ni
ng

/p
ur

po
se

Fa
it

h
Ea

ti
ng

/f
oo

d
W

ei
gh

t
Sl

ee
p

Co
nc

en
tr

at
io

n/
m

em
or

y

Ph
ys

ic
al

 in
ac

ti
vi

ty
Bo

w
el

s
M

ob
ili

ty
W

ou
nd

 c
ar

e

Practical Emotional
Social/
Family Informational

Spirit-
ual Physical

10

40

Figure 5 Percentage of patients with head and neck cancer in each cohort endorsing individual items on the Canadian Problem Checklist.  
*P<.05.



Original Article

Bultz et al

© JNCCN—Journal of the National Comprehensive Cancer Network | Volume 11 Number 10 | October 2013

1258 C
E

Head and Neck: Patients in Cohort 2 reported signifi-
cantly higher FACT-G emotional quality of life com-
pared with patients in Cohort 1 (t=85.87; P<.001;  
Figure 6). No significant differences were seen be-
tween the cohorts in the reported head and neck ad-
ditional concerns subscale, the trial outcomes index, 
and the total score for the FACT-HN. MIDs were 
found in the FACT-G emotional (>2 points) scores.

Discussion
The objective in this study was to examine the 
changes accompanying incorporation of a screening 
for distress program as part of routine care for out-
patients with head and neck and neurologic cancers 
in a tertiary cancer center. Changes were assessed by 
comparing differences in patient-reported quality of 
life, symptoms, and common psychosocial, practical, 
and physical problems between 2 patient cohorts re-
cruited before and after the implementation of the 
program. Many improvements were seen in both tu-
mor groups and across a range of symptoms, quality 
of life domains, and common problems after program 
implementation.

After implementation of the screening program, 
patients with neurologic cancers reported statistically 
and clinically significantly higher total and emotional 

quality of life and higher PWB and FWB as measured 
by the FACT-Br Trial Outcome Index. This difference 
is large and striking, especially given that patients 
with neurologic cancers often report high levels of 
depression, fatigue, distress, and existential concerns, 
often exacerbated by aggressive treatment regimens 
and poor prognosis.25 Patients with neurologic cancers 
typically report lower quality of life, irrespective of the 
time since diagnosis or treatment,26 so the potential 
for a screening for distress program to improve these 
outcomes is an important finding. 

Patients with head and neck cancers in Cohort 2 
also reported significantly and clinically higher emo-
tional quality of life scores compared with those in 
Cohort 1. This finding also has important clinical 
implications, because reduced health-related qual-
ity of life has been associated with reduced survival 
in these patients. Head and neck cancer is often 
diagnosed in advanced stages.28 For many patients, 
survival rates have not improved considerably.27 In 
addition to pain and fatigue, patients with head and 
neck cancers report physical and social concerns re-
lated to eating, communication, and changes in ap-
pearance,17 and higher levels of distress, anxiety, and 
depression than patients in other tumor groups.28 

In terms of ESAS outcomes, fewer patients with 
neurologic cancers in Cohort 2 had problems with 
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Figure 6 The mean scores on the Functional Assessment of Cancer Therapy: General for patients with neurologic and head and neck cancers in 
each cohort.  
*P<.05.
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breathlessness; and patients with head and neck can-
cers reported greater well-being than those assessed 
before implementation of screening for distress. These 
improvements may be related to the specific referrals 
patients received to help with these issues. For ex-
ample, patients reporting scores of 4 or more on the 
breathlessness item were instructed to discuss this 
symptom with their health care team, whereas pa-
tients scoring 4 or more on the well-being item were 
referred to the Department of Psychosocial Resources. 

Fewer specific problems were also reported in pa-
tients with neurologic cancer after screening for dis-
tress was implemented, including decreases in fears, 
worries, frustration, anger, and worry about friends 
and family, and improvements were seen in finding 
meaning in life. These problems are common, and 
along with physical problems, emotional issues are 
most frequently reported and consistently associated 
with high distress in studies of patients with mixed 
cancer29 and brain cancer.30 Notably, although pa-
tients with neurologic cancer in Cohort 2 improved 
on measures of fears and worries, frustration/anger, 
and worries about friends and family on the CPC, 
they did not report less overall anxiety and depres-
sion on the ESAS. This may be a result of adequate 
attention already being paid to anxiety and depres-
sion levels in the clinics. The addition of screening 
may have allowed for detection of lower levels of dis-
tress related to specific problems that may not previ-
ously have been detected by clinical acumen alone, 
and therefore they were more adequately addressed. 

Fewer problems with eating, food, and weight 
were also reported by patients with head and neck 
cancers in Cohort 2. More than 50% of patients 
with head and neck cancer report weight loss and 
possible cachexia.31 Coupled with this susceptibility 
to weight loss, patients with head and neck cancer 
are also at higher risk for malnutrition compared 
with patients in other tumor groups.31 Weight and 
nutritional problems are linked to infection, anxiety, 
and depression, and reduced quality of life, resistance 
to treatment toxicity, longer time to recurrence, and 
survival,31 and therefore assessment of these concerns 
should begin at diagnosis. If this program helped to 
address these concerns, it represents an important 
contribution to the care of these patients. The CPC 
is an adaptation of the problem checklist recom-
mended by the NCCN Clinical Practice Guidelines 
in Oncology for Distress Management (to view the 

most recent version of these guidelines, visit NCCN.
org).32 As such, it has been used extensively in clini-
cal research, but not formally psychometrically vali-
dated.

The main limitation of this study, which allows 
only speculation that screening for distress was the 
causal agent in the observed changes, is the use of 
nonrandomized cohorts separated by a period of 1 
year. Rather than conducting a large and more ex-
pensive cluster randomized clinical trial initially, al-
though this would have been a more rigorous design, 
the authors decided to first establish the feasibility of 
this approach in this study. Other factors could po-
tentially account for the positive changes observed, 
including other changes in clinic procedures, differ-
ent staffing, physical setup, changes to the health 
system, or historical societal changes. Although 
these factors cannot be ruled out, other changes were 
tracked where possible. No changes to clinic loca-
tion, key staffing, or procedures were implemented, 
and assessments were conducted at the same time of 
year to account for predictable seasonal variability.  

The use of patients who were newly diagnosed, 
on treatment, and in follow-up provides a realistic 
picture of the clinics as they operate on a daily ba-
sis. Although screening was adopted by clinics and 
routinely offered to more than 90% of all patients 
with the target tumor groups, they represent only a 
small proportion of all patients with cancer attend-
ing the Tom Baker Cancer Centre. Hence, the im-
pact longitudinally with other, larger tumor groups 
needs to be explored to demonstrate the feasibility of 
routinely screening patients in the outpatient clin-
ics using only existing clinical resources. This will 
also provide important information about the ability 
of the program to be flexible and adaptable to the 
differing needs of patients as they progress through 
their cancer trajectory. Service use data collected for 
the purpose of conducting an economic analysis will 
be reported in a future paper. 

In summary, patients with neurologic and head 
and neck cancers reported improved well-being and 
fewer emotional, physical, and practical problems af-
ter exposure to routine screening for distress in clini-
cal practice. A recurring call exists for sustainable 
programs that can be administered by existing staff 
members, and further work is needed to examine the 
benefits of screening programs over longer follow-up 
and in larger tumor groups. 
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3.  The _____ is a 10-item measure assess-

ing symptoms on a visual analogue 

scale of 0 through 10 (10 = worst), in-

cluding anxiety, appetite, depression, 

drowsiness, nausea, pain, shortness of 

breath, tiredness, and well-being.  

a.  Canadian Problem Checklist (CPC)

b.  Edmonton Symptom Assessment System (ESAS)

c.  Functional Assessment of Cancer Therapy – Brain (FACT-

Br), Version 4

d.  Functional Assessment of Cancer Therapy – Head and 

Neck (FACT-HN), Version 4

choice questions. Credit cannot be obtained for tests complet-
ed on paper. You must be a registered user on NCCN.org. If you 
are not registered on NCCN.org, click on “New Member? Sign 
up here” link on the left hand side of the Web site to register. 
Only one answer is correct for each question. Once you suc-
cessfully answer all posttest questions you will be able to view 
and/or print your certificate. Software requirements: Internet

Instructions for Completion
To participate in this journal CE activity: 1) review the learning 
objectives and author disclosures; 2) study the education con-
tent; 3) take the posttest with a 66% minimum passing score 
and complete the evaluation at http://education.nccn.org/
node/30707; and 4) view/print certificate. After reading the 
article, you should be able to answer the following multiple-

Posttest Questions
1.  Some of the most common barriers to the success of distress 

screening programs include:  
a.  timing
b.  cost
c.  technology
d.  appropriate measurement tools
e.  all of the above

2.  Patients with neurologic and head and neck cancers report-
ed improved well-being and fewer emotional, physical, and 
practical problems after exposure to routine screening for 
distress in clinical practice.
a.  True
b.  False


