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nadequate attention has been given to

the psychosocial care of patients with

cancer who have completed active treat-
ment and are identified as survivors.'* Can-
cer survivors are vulnerable to distress on
completion of treatment because of the
reduced frequency of clinician visits, the
change in daily routines, adjustment to
treatment-related side effects, unease about
the future and concern about potential
recurrence of the disease.’

To be effective, screening for distress
requires a systematic approach.4 In the
absence of formalised screening procedures,
studies have shown that health professionals
were unskilled at recognising clinically sig-
nificant distress in patients with cancer and
cancer survivors.”® Distress in patients with
cancer and cancer survivors is often under-
recognised by health professionals,” and
remains unexamined unless symptoms or
signs are observed in a troubled patient or
disclosed by patients themselves.

To guide the development of a systematic
approach to screening for distress, a screen-
ing and referral program was developed
making use of the cancer helpline, operated
by the Cancer Council Victoria. It was envis-
aged that this program could improve the
psychosocial care of survivors of cancer after
their treatment. Linking an existing tele-
phone information and support service to
survivors who have recently completed their
treatment is a model of care that carries
potential for real change in the delivery of
services to post-treatment Survivors.

Colorectal cancer (CRC) was chosen for
three reasons. First, it is the second most
frequently diagnosed cancer in Australia.®
Second, it is often stigmatised because it
involves more intimate parts of the body,
bodily functions and potential changes in
quality of life with a reorientation of bowel
habits.® Third, limited research has been
undertaken to address the unmet psycho-
logical needs of people affected by CRC,
particularly in the period beyond comple-
tion of treatment. '

The aim of this study was to test the
feasibility and acceptability of screening for
distress among patients with CRC who had
completed active treatment. Patients identi-
fied as having elevated levels of distress were
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ABSTRACT

Objective: To test the feasibility and acceptability of a telephone-based program to
screen survivors of colorectal cancer (CRC) for distress, and to refer distressed patients

to their treating health service.

Design, setting and participants: A prospective, multicentre study involving 59
patients with CRC recruited from six public and private health services in Melbourne,
Victoria, from 15 June 2008 to 22 September 2009. Patients who had completed
adjuvant chemotherapy for CRC were contacted (7-10 days after recruitment [outcall
one] and again 4 weeks later [outcall two]) by the Cancer Council Victoria’s helpline
nurse, and screened for distress with the Distress and Impact Thermometer (DIT);
participants were given tailored information and support and those with distress scores
of =5, and impact scores of = 4, were referred for follow-up. Telephone interviews were
conducted 4 weeks after outcall two. Participating helpline and health service staff were
surveyed on the feasibility and acceptability of the service.

Main outcome measure: Anxiety and depression, measured by the Hospital Anxiety

and Depression Scale (HADS).

Results: Of the 59 patients (87%) who agreed to participate, 63% were men; their mean
age was 59 years (SD, 9.5 years). HADS depression decreased significantly from baseline
(mean score, 4.93; SD, 4.22) to follow-up (mean score, 3.84; SD, 4.10; Z=-2.375; P=
0.02). However, there was no significant difference in HADS anxiety between baseline
(mean score, 5.29; SD, 4.11) and follow-up (mean score, 4.78; SD, 3.65). Outcall one
generated two referrals (4% of participants) and outcall two generated four referrals
(8%); five of these six participants took up the referrals. Satisfaction with the program
among participants was high; 82% found outcall one “quite or very helpful” and 79%
found outcall two “quite or very helpful”. Helpline and health service staff reported a
straightforward process that did not adversely affect workloads.

Conclusion: This model of care carries the potential to meet ongoing psychosocial

needs of survivors of CRC.
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referred to psychological or social work
services at their treating health service.

METHODS

This was a prospective, multicentre study,
involving patients with CRC from six public
and private health services across Mel-
bourne, Victoria.

Eligible patients had potentially curable
CRC, and were aged 18 years and over, able
to speak and read in English, and nearing
completion of postoperative adjuvant chem-
otherapy. Patients were identified from
ambulatory chemotherapy units by oncol-
ogy nurses assigned to recruit eligible
patients from 15 June 2008 to 22 September
2009. Recruitment nurses were provided
with standardised recruitment procedures to
follow, and were contacted each week by the
project coordinator to monitor the recruit-

ment process. At the second-last chemother-
apy cycle, the oncology nurse asked eligible
patients if they were willing to receive a call
from the cancer nurse at the Cancer Council
Victorias helpline. At the final treatment
cycle, patients completed the consent form,
demographic and baseline questionnaires.
Participant details were then passed on to
the helpline nurse assigned to the project.
Cancer helpline nurses have postgraduate
qualifications in oncology, palliative care or
both, including counselling, and have a
minimum of 5 years’ clinical oncology expe-
rience. The helpline information and sup-
port program is structured on the clinical
practice guidelines for the psychosocial care
of adults with cancer by the National Breast
Cancer Centre and National Cancer Control
Initiative,'" and focuses on a patient-centred
approach.'? An ongoing training and educa-
tion program is provided to staff. All calls
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1 Recruitment and loss to follow-up

Patients approached
(68)

— Refused (9)
(3 not interested;
2 no time; 2 too busy;

2 no need for support)
Y

Patients consented
(59; 87%)

> Did not complete (5)
(1 died; 1 became ill;

1 restarted chemotherapy;

2 could not be contacted)

4

Received first call
(54; 92%)

> Did not complete (4)
(1 became ill;

2 restarted chemotherapy;

1 could not be contacted)

Y

Received second call
(50; 85%)

— Could not be

contacted (5)

Y

Completed follow-up
(45; 76%)

are recorded and reviewed for quality assur-
ance.

The helpline nurse assigned to this project
was trained in research methods and the
intervention protocol, including completion
of records and standardisation of telephone
calls. A single helpline nurse was assigned to
the project to ensure consistency with the
protocol.

Following the standardised intervention
protocol, the nurse telephoned participants
7-10 days after recruitment (outcall one)
and 4 weeks later (outcall two). During both
calls, the helpline nurse administered the
Distress and Impact Thermometer
(DIT), > 14 provided tailored information,
support and resources, and referred partici-
pants with distress levels of 5 or higher to
psycho-oncology services at the patient’s
health service. The DIT is a brief screening
tool for the detection of distress and/or
major depression.'>!* It is a two-item self-
rated scale that rates the level and impact of
distress. Each “distress” and “impact” ques-
tion is scored along an 11-point scale, and
the scores range from zero to 10, with scores
of 5 or higher for distress and 4 or higher for
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impact reflecting moderate to severe distress
that warrants follow-up care.'* This tool has
shown high performance'* and is feasible
for use by community-based cancer helpline
operators to screen callers for distress.'” The
cancer nurse at the Cancer Council Victoria’s
helpline referred participants with elevated
distress levels to their treating health serv-
ice’s psycho-oncology service for follow-up
care, and requested permission from the
participant to send a letter to the patient’s
nominated general practitioner to advise of
the screening process and outcome. The
helpline nurse telephoned the psycho-
oncology staff, with a follow-up email,
advising them of the patient’s contact details
and DIT score. The project coordinator was
in regular contact with the helpline nurse
and health service psycho-oncology staff to
monitor the intervention and discuss spe-
cific issues.

Before the intervention, psycho-oncology
staff (the social worker or psychologist
employed at each of the health services)
were approached and agreed to participate
in the study. Follow-up outcomes were doc-
umented on a health service outcome form
that was completed by the psycho-oncology
staff on completion of the contact and for-
warded to the project coordinator. Out-
comes comprised recommendations
including referrals to the patients GP or
psychologist, one or more follow-up coun-
selling sessions with health service psycho-
oncology staff or referral to a local welfare
agency.

Study questionnaires were self-adminis-
tered at baseline and administered through a
telephone interview by an experienced
interviewer one month after outcall two.
The main outcome measure was anxiety and
depression, measured using the Hospital
Anxiety and Depression Scale (HADS).'
The HADS consists of two subscales, one
assessing depression (seven items) and the
other assessing anxiety (seven items), with
scores ranging from zero (no distress) to 21
(maximum distress) for each scale. Scores of
11 or higher on either subscale are consid-
ered to indicate a significant “case” of psy-
chological morbidity, scores of 8-10
represent borderline morbidity and 0-7
reflect a normal range.'”'® The HADS has
been used in many research settings and
clinical studies, particularly for patients with
cancer."

Telephone interviews included questions
with both open-ended and forced-choice
responses. The open-ended questions were

concerned with participants’ experience of
the referral process, timing, and overall
expectations of the outcall program. The
forced-choice responses asked participants
to rate the helpfulness of the calls using a
three-point scale. Postintervention question-
naires were sent to the helpline and the
health services, to determine the feasibility
and acceptability of the program.

Ethics approval for the study was received
from Deakin University, the Cancer Council
Victoria and each of the participating public
and private health services before com-
mencement of the study.

Statistical analysis

Patients’ demographic characteristics,
including age, sex, country of birth, employ-
ment status and marital status, were
obtained at baseline. Descriptive statistics
were used to describe the sample demo-
graphic characteristics and levels of distress,
anxiety and depression. Due to the dis-
persed nature of the data, non-parametric
tests were used: Wilcoxon signed ranks test
compared baseline and follow-up levels of
anxiety and depression, and Mann—Whitney
U tests and y° tests compared the demo-
graphic characteristics and baseline out-
come scores of those who did and did not
complete follow-up. Thematic analyses were
used to identify the main themes from the
open-ended questions. All statistical analy-
ses were performed using SPSS, version 17.0
for Windows (SPSS Inc, Chicago, I1l, USA).

RESULTS

Overall, 59 (87%) of the 68 patients with
CRC who were approached agreed to partic-
ipate. Forty-five participants completed
both interventions and the follow-up inter-
view. Reasons for loss to follow-up included:
significant illness; could not be contacted;
deceased; and restarted chemotherapy (Box
1). There were no significant differences
between those who did and did not com-
plete follow-up in terms of age, sex, baseline
anxiety and depression, and distress.

Box 2 shows that there were more men
than women. Participants’ ages ranged from
33 to 77 years, the average being 59 years
(SD, 9.5 years). Three-quarters of partici-
pants were married or in a de facto relation-
ship, and most participants were born in
Australia and were either retired or working
full-time (Box 2).
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Anxiety and depression at baseline and
follow-up

Although mean levels of anxiety and depres-
sion at baseline were within the normal
range, HADS depression decreased signifi-
cantly from baseline (mean score, 4.93; SD,
4.22; n=45) to follow-up (mean score,
3.84;SD,4.10;n=45,Z2=-2.375, P=0.02).
At baseline, nine participants scored 8-10,
representing borderline clinical levels of
depression, and a further five scored 11 and
over, representing significant psychological
morbidity. At follow-up, one participant had
borderline clinical levels of depression and
five had significant psychological morbidity.

There was no significant difference in
HADS anxiety between baseline (mean
score, 5.29; SD, 4.11; n=45) and follow-up
(mean score, 4.78; SD, 3.65; n=45). Eleven
participants scored 8-10, representing bor-
derline clinical levels of anxiety and a fur-
ther six scored 11 and over, indicating
significant psychological morbidity. At fol-
low-up, six participants had borderline clin-
ical levels of anxiety and four had significant
psychological morbidity.

Intervention

At outcall one, two participants (4%) were
referred back to their treating health serv-
ice, and, at outcall two, four participants
(8%) were referred. Five of the six partici-

about receiving the calls and most (77%)
said they felt better after the calls.
Satisfaction with the program among par-
ticipants was high, with 82% reporting out-
call one “quite or very helpful” and 79%
reporting outcall two “quite or very help-
ful”. With regard to outcall one, participants
reported that they “took comfort” in the
support provided by the call, that it was
“good to have someone to chat to” and also
that it was helpful “to discuss issues that I
was uncertain about”. Overall, 30% of par-
ticipants took action as a result of this call,
including joining a support group, increas-
ing or decreasing physical activity and con-
tacting their oncologist about physical
symptoms. Participants reported that outcall

! .. two was particularly important, as they had
2 Demographic characteristics of the pants took up the referral, with the partici- h th ical L
59 people who agreed to pant who refused reporting that he had SiiienococrrolnifitnWlihei?e?;ecjtn?erstcmﬁzgerz
participate sufficient counselling and support from “feeling of fbandinment” and Welcc;med the
family and friends and that additional sup- 18 | d [ di
Characteristic Number port from the health service was unneces- emotional support and reassurance of dis-
carv. Four participants had two Cussing issues with the cancer nurse. Partic-
Sex . P patit: ipants also reported that they “did not want
Male 37 (63%) consultations, and one participant had one t0 burden family and friends” with their
consultation, with their hospital-based Y .
Female 22 (37%) social worker or psychologist, with subse- problems. Participants were asked in what
Age quent follow-up when necessa’ry ways the calls helped themf1 As sho}\lwn in
i B h: 1ls hel
30-39 years 2 (3%) At outcall one, 94% of participants dis- t}?:mlt?lli?j([ rﬁﬁig:dtiri;[g}f Ezégs;/)e Srelg
. . . 0
1049 years T2 | et ol st ity helped them think positvely about ther
0
* situation (61%).
50-59 years 17.(29%) 89% discussed partner and family issues 51t1;:;1t;0r}116(16 1'1/;)11 nurse who delivered the
60-69 years 26 (44%) and 84% discussed cancer survivorship. At . cp o
outcall two, 94% of participants discussed intervention found the DIT easy to adminis-
70-79 years 7 (12%) ) ° h ferral k h P
psychological and emotional issues and how ter and ¢ ¢ feea bgc to the patients
Current employment status to manage side effects, 88% discussed can- health service uncomplicated. Eight of the
. ’ i ial k hologi
Retired 16(27%) cer survivorship and 82% discussed partner mnel scoigla hwor ders and dpsgc ologists
Working full-time 13 (22%) and family issues. mvotved In the study returned the question
naires. They reported that the program did
Not working (but not retired) 11 (19%) _ ) ) not adversely affect their workloads because
Working part-time 9 (15%) Survivor response to the intervention the number of referrals was small. One staff
Home duties 5 (8%) Overall, 60% of the 45 participants who member suggested that the telephone hel-
Permanently unable to work 5 (8%) completed the follow-up survey reported pline might be appropriate for clients who
orill or Oth)ér ) that the calls positively affected how they find it difficult to travel back to their health
o felt about their condition. All participants ~service. It was also reported that making
Marital status reported that they were “not at all” worried — appropriate resources available would be
Married/de facto 45 (76%)
Separated/divorced/widowed 9 (15%)
Single 59%) 3 Perceptions of the 45 participants who completed follow-up about outcalls
Living arrangements* Help you to think things through
Living with partner and/or 47 (81%) Help you to think more positively about your situation
family Help reduce your worries
Living alone 11(19%) Help you to know what to expect after your treatment
Country of birth' Help you to feel more in control of your life
Australia 42 (79%) Help you to understand cancer better
Other 11 (21%) Help you to cope with your future L
*Data for 58 participants only. 0O 10 20 30 40 50 60 70 8 90 10
t Data for 53 participants only. * Percentage of participants
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necessary to ensure the sustainability of
such a program.

DISCUSSION

Our study trialled a systematic approach to
screening patients who had completed their
treatment for CRC for distress, and referring
distressed patients back to their treating
health services. This simple model of care
offers great advantages in terms of ease of
access and reach to survivors of cancer. The
additional benefit of the program we trialled
was that awareness of the Cancer Council
Victorias helpline among patients with can-
cer (and potentially their families) was
increased. Our study also provides valuable
information for health care providers
involved in the planning and implementa-
tion of health service delivery aimed at
decreasing the psychological distress after
active treatment for CRC.

Although most participants did not have
anxiety or depression, the screening pro-
gram identified a group of severely dis-
tressed patients who required additional
psychosocial support from a social worker
or psychologist at their health service. With-
out a service such as the one we tested,
people with significant levels of distress may
not have made use of psychosocial services
for follow-up care. However, a larger con-
trolled trial to determine whether the inter-
vention improves psychological adjustment
is needed, and assessing whether subgroups,
such as men or people with limited social
support, would benefit significantly from
the screening program, as well as determin-
ing the cost-effectiveness of providing this
service, is warranted.

More than 80% of participants at both
outcalls responded to the opportunity to
discuss psychological and emotional issues,
management of side effects, cancer survivor-
ship, and partner and family issues. Most
participants reported that receiving the calls
from the helpline was a positive experience;
the calls enabled them to think more posi-
tively about their cancer diagnosis and
helped to reduce their worries. Participants
also reported that the second call was partic-
ularly useful because of the reduced number
of clinician visits they experienced since the
completion of treatment. The outcalls
appeared to fill a need for survivors of CRC.

This was a feasibility study, hence the
sample was small. Although the response
rate was high, the number of eligible
patients recruited into the study was lower
than anticipated. Although we monitored
recruitment across the sites and requested
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that all eligible patients be approached to
participate, we cannot be certain that the
oncology nurses adhered to this request at
all times. As not all health services have
patient databases and some patients in the
private system completed treatment without
the oncology nurses being told of their final
completion date, we were unable to ascer-
tain the number of patients with CRC who
completed their treatment within the
recruitment period, and therefore cannot
determine potential selection bias. While
there was high participation at both outcalls,
demonstrating the feasibility and acceptabil-
ity of the intervention, there was also a
moderate attrition rate over time with par-
ticipants either too ill or unable to be con-
tacted during the follow-up period. Other
studies have demonstrated similar
decreases.*® A future trial would need to
take into account these recruitment and
attrition issues.

Despite these limitations, as a feasibility
study, the study demonstrated important
findings. Screening for distress was achieva-
ble and acceptable for post-treatment survi-
vors of CRC, with referrals taken up by most
patients with elevated levels of distress.
Moreover, more than 80% of patients
responded to the opportunity to discuss
psychological issues.

This model of care has potential for real
change in the delivery of services to patients
with cancer, with this intervention identify-
ing those who are at risk of severe distress
after treatment and who require assistance
with their ongoing psychological needs,
which do not cease on completion of active
treatment. This study also provides valuable
insights for the planning of a larger ran-
domised controlled trial and, more generally,
for researchers planning intervention pro-
grams for posttreatment cancer survivors.
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