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Abstract
The present research explored screening for psychosocial distress in newly diagnosed
cancer patients. In particular this research examined the use of the Distress Thermometer, the
SPHERE-SF12, the DASS-42, and the SCNS in screening for psychosocial distress in this
population. The utility of the Distress Thermometer was compared against the SPHERESF12, in terms of both instruments ability to detect psychological distress ‘caseness’. The
utility of the SPHERE-SF12 was also explored in terms of its ability to measure
psychological morbidity in relation to participant scores for depression, anxiety, and stress on
the DASS-42. Also examined was the acceptability of psychosocial screening to newly
diagnosed cancer patients.
Two studies were conducted as part of this research. Study 1 included 163 newly
diagnosed cancer patients and sought to investigate the utility and feasibility of the
introduction of a routine standardised psychosocial screening program for all newly
diagnosed patients at participating oncology clinics within the ACT. The introduction of a
psychological screening program explored rates of referral to psychosocial services, both
prior to and following introduction of a screening program, as well as patient (participant)
attitudes towards screening and acceptability of psychosocial screening by participants. The
effectiveness of the Distress Thermometer, the DASS-42, and the SPHERE-SF12 as a
screening tool for psychological distress was demonstrated.

The use of the Distress

Thermometer as a mechanism of referral to psychosocial services was demonstrated, with an
increase in direct referrals to psychosocial services following its introduction. Participant
responses indicated that psychosocial screening was acceptable, with participants reporting a
positive attitude towards psychosocial screening.

ix

Study 2 included 118 participants from Study 1, and sought to investigate the level of
unmet supportive care needs in newly diagnosed cancer patients, at six months following
their initial visit to the oncology clinic, using the Supportive Care Needs Survey Short Form
34 (SCNS-SF34). Participant scores on the SCNS-SF34 revealed the highest areas of unmet
were in the psychological and health system and information domains. These results are in
line with other research into supportive care needs, which have also reported levels of unmet
need in these areas. Statistical analysis also revealed significant correlations on all of the
domains in the SCNS-SF34.

Overview
Chapter 1 involves an introduction to the area of psycho-oncology and psychological
distress in cancer patients. The chapter outlines psychological morbidity and the prevalence
of psychological disorders, such as depression and anxiety in cancer patients. The chapter
also explores current recommendations for the psychosocial care of cancer patients, as well as
collaborative care in the oncology setting. The acceptability of psychosocial screening is
explored, as is the issue of unmet need in cancer patients.
Chapter 2 provides an overview of the various types of instruments used for screening
for psychological distress in cancer patients, and reviews the screening instruments used in
this research study, including the Distress Thermometer, the Depression Anxiety and Stress
Scale, the Somatic and Psychological Health Report, and the Supportive Care Needs Survey.
Chapter 3 provides an overview of the aims and hypotheses of the current research
program, in relation to the three studies conducted. Studies 1 and 2 are in the main body of
this thesis, while Study 3 is a smaller research project conducted as part of a clinical research
placement and is located in Appendix A.
Chapters 4 and 5 present the findings of the two main studies comprising this thesis.
Study 1 explores the impact of a routine screening program for psychological distress in
relation to the rates of referral to psychosocial services for individuals with psychological
distress both pre and post the introduction of a screening program, as well as the acceptability
of and patient attitudes towards screening for psychological distress.

Study 2 explores the

unmet needs of patients at six months following their initial visit to the oncology clinic.
Chapter 6 provides a general discussion of the results and of the studies comprising
the research program, focusing on how these findings have contributed to the area of

xi

research, as well as exploring the limitations of the studies, and the recommendations for
future research in the area.
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C H A PT E R I: IN TR O D U C TIO N TO AR EA OF R ESEA R C H
Distress in Cancer Patients
The field of psycho-oncology has developed remarkably over the last two
decades, promoting the importance of psychological care in the field of oncology.
The main purpose of psycho-oncology is “to investigate psychological factors within
a multidimensional understanding of malignant diseases which implies psychiatric
diagnostics, therapeutic, educational and research activities in oncological
institutions” (Gregurek, 2006, cited in Gregurek et al., 2010, p. 227).

Psycho

oncology also addresses “psychological reactions to cancer among patients, family
members and care givers, as well as psychological, behavioural, biological and social
factors that affect risk occurrence of cancer, its detection, treatment and survival”
(Holland & Friedlander, 2006, cited in Gregurek et al., 2010, p. 227).
While distress is a common and normal reaction of patients when initially
faced with a diagnosis of cancer, ongoing and unresolved distress has the potential to
cause significant impairment to an individual’s functioning and quality of life.
Clinical experience has also shown that ongoing and unresolved distress has been
associated with psychological morbidity in cancer patients, including depression,
anxiety, and post-traumatic stress disorder.

Admiraal et al. (2012) reports that

“between 25 and 50 % of cancer patients experience clinically elevated psychological
distress” (Admiraal et al., 2012, p. 3211). This chapter provides an overview of
psychological distress and morbidity in patients with cancer. It also discusses the
prevalence of psychological disorders in cancer patients, as well as outlining current
models and recommendations for the psychosocial care of patients with cancer.
Unmet supportive care needs in cancer patients will be explored, as well as the use of
psychosocial screening in patients with cancer.

l

Previous research over the last two decades has acknowledged the negative
impact of distress on the psychological state of patients, however there remain
conflicting views on the definition of distress. Some studies, such as that conducted
by Neilson et al. (2012) reporting distress as being on a continuum ranging from mild
emotional symptoms to psychological morbidity such as anxiety and depression,
while other studies provide a more general definition of distress.
For example, in order to provide a less stigmatising definition of
psychological distress or psychological issues in cancer patients the NCCN (2011)
has defined distress as “a multifactorial unpleasant emotional experience of a
psychological (cognitive, behavioural, emotional), social, and spiritual nature that
may interfere with the ability to cope effectively with cancer, its physical symptoms
and its treatment” (NCCN, 2011, p.MS-5). Likewise Hulbert-Williams et al. (2012)
report that distress is “a broad term referring to a range of negative psychological
outcomes and is identifiable in 30% to 75% of all cancer patients, with clinical
anxiety and depression apparent in one third of cancer patients” (Hulbert-Williams et
al., 2012, p. 1980).
The various treatments for cancer, including surgery, chemotherapy and
radiotherapy, are also known to be a source of distress for cancer patients. Physical
symptoms related to treatment for cancer include nausea and vomiting, infection due
to

immunosuppression during chemotherapy, mental

and physical

fatigue,

gastrointestinal symptoms, skin conditions, alopecia, change in body image, and pain
(Memhert et al., 2012). Faul et al. (2010) suggest that the commencement of cancer
treatment such as chemotherapy is “a time of increased distress for cancer patients
and that patients can experience increased distress due to the anticipatory anxiety in
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relation to the possibility of experiencing adverse events related to treatment for
cancer” (Faul et al., (2010, p. 102.)
Previous research has also reported that emotional distress is common in
patients with cancer, with emotional and psychosocial issues ranging from “anxiety,
fear, sadness and depression, helplessness and hopelessness, as well as adjustment
disorders, anxiety disorders, posttraumatic stress disorder, depression, family conflict
or existential crises” (Mehnert et al., 2012, p. 1472). A meta-analysis by Lamers et
al. (2012) examined emotional well being in relation to physical illness,
demonstrating that emotional well being has an impact in relation to patient
outcomes, with positive emotional well-being related to better outcomes in the
management of physical illness. Likewise Lamers et al. (2012) found that negative
emotional well-being has been related to poorer physical outcomes for patients. This
is important in the identification and management of distress in patients with cancer,
as the alleviation of distress, as well as emotional and psychological issues has been
shown to affect patient outcomes in this population (Dwight-Johnson, Ell, & Lee,
2005; Hutchinson, Steginga, & Dunn, 2006; Strong et al., 2008).
Previous studies suggest that the incidence of emotional distress across the
cancer trajectory, including from diagnosis, treatment, cessation of treatment,
survivorship, or to recurrence and palliation, ranges from 35% to 45% (Carlson &
Bultz, 2003; Carlson et al., 2004; Zabora et al., 2001), with 58% of patients in
palliative care experiencing significant levels of emotional distress (Potash &
Brietbart, 2002).
A study by Sanson-Fisher et al. (2000) of cancer patients found that in regards
to the unmet needs of cancer patients, many of these were across the psychological
domain.

Ryan et al. (2005) also reports difficulty in determining the difference
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between “distress which as a normal response to a diagnosis of cancer, which may be
potentially life threatening, and a level of distress that may lead to a clinically
significant psychological condition” Ryan et al., 2005, p. 9).

As a possible

explanation, it is often “common for cancer patients to experience transient feelings
of low mood, apprehension, and worry during their diagnosis and treatment, and it is
only when these feelings become persistent, or begin to affect functioning or
treatment goals, that they become clinically significant” (Ryan et ah, 2005, p.9).
Often it is not until a patient’s distress becomes overt that there is recognition by
oncology staff that assistance may be required.
A study by Khatib et ah (2004) of a sample of Jordanian cancer inpatients
found that 70% of this population were distressed. Likewise, prevalence rates of
distress have also been reported in European countries, the Middle East, South
America, and Asia, with further research also reporting high levels of fatigue, pain,
anxiety, and depression in cancer patients screened for emotional distress (Bultz &
Carlson, 2006). Similarly, Carlson and Bultz (2004) also report that the higher levels
of distress in cancer patients may have potential economic implications, as these
patients are more likely to place a higher demand on health-care facilities. While
there has been long term and ongoing acknowledgement of the importance of
psychosocial care with cancer patients, limited support has been offered in respect to
expanding health care budgets in order to provide ongoing psychosocial services, or
to provide appropriate professional support to this group of patients.
Various studies have demonstrated the relationship between distress,
psychological morbidity and disease outcomes in patients with cancer. Distress has
been found to have an impact on quality of life, treatment adherence, and survival
time in patients with cancer. Mitchell et al. (2012) support this view, reporting that

distress has a negative impact on health-related quality of life, dissatisfaction with
medical care, and reduced survival time. Despite this, Mitchell et al. (2012) report
that few clinicians discuss emotional problems with cancer patients, with less than
15% using a screening tool and most clinicians relying on their own clinical
judgement (Mitchell et al., 2012). The implications of this mean that unless patients
are overtly distressed, they are unlikely to obtain the appropriate referral and
assistance required to assist them. This may then result in negative psychological
outcomes and psychological morbidity.
Psychological Morbidity in Cancer Patients
Research over the last two decades has demonstrated that psychological
morbidity in cancer patients is quite common, with an early study by Derogatis et al.
(1983) reporting that 47% of cancer patients have a diagnosable mental disorder,
including anxiety, adjustment disorders, and clinical depression. Earlier studies such
as that by Barrett et al. (1999) and Baider and De-Nour (1997) have demonstrated a
high level of major depression in patients with cancer, as well as an even higher level
of dysthymia and adjustment disorder with depressed mood. Another early study by
Cordova et al. (1995) and Berard, Boemeester, and Viljoen (1998) also reported
diagnoses of post-traumatic stress disorder and depression in cancer patients.
Subsequent research has estimated that approximately 25% of cancer patients
will be diagnosed with a psychiatric disorder (Brintzenhofe-Szoc et al., 2009). A
study by Gil et al. (2012) also demonstrated a level of anxiety and depression
amongst cancer patients, finding higher levels of pre-treatment anxiety and higher
levels of post treatment depression amongst cancer patients. Gender was found to
have an impact on psychological morbidity with a higher percentage of women
experiencing anxiety pre-treatment but less helplessness and hopelessness than their
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male counterparts (Gil et al., 2012). A comparison study of patients with cancer as
opposed to those without a cancer diagnosis by Schumacher et al. (2012),
demonstrated that cancer survivors within five years of diagnosis were more likely to
experience anxiety and depression than those patients that did not have a cancer
diagnosis. A meta-analysis of 38 studies involving more than 6000 cancer patients by
Mitchell (2007) also found that 18% of patients experienced clinical depression, 38%
anxiety, and 39% significant distress.
A recent meta-analysis by Mitchell et al. (2011) found that the prevalence of
mental disorders in cancer patients ranged from 9.8% to 38.2%. Likewise, Singer,
Das-Munshi, and Brahler (2010) conducted a meta-analysis of the prevalence of
mental disorders in acute care cancer patients, reporting a prevalence rate of “23% to
53%, with a combined estimate of 31.7%” (Singer, Das-Munshi, & Brahler, 2010, p.
927).
Prevalence of Psychological Disorders and Cancer Site
As already discussed, a diagnosis of cancer produces fear and uncertainty in
the lives of patients and their families. A study Zabora et al. (2001) suggests that the
way in which an individual with cancer adapts to having a diagnosis of cancer may be
influenced by any previous psychological issues that they experienced before being
diagnosed. Previous psychological issues may include issues such as depression,
anxiety, drug or alcohol abuse, previous trauma experience, previous health issues, as
well as levels of psychological resilience (Zabora et al., 2001).
The study by Zabora et al. (2001) was one of the first to examine
psychological distress across patients with different types of cancer. It examined
4496 cancer patients in order to determine the prevalence of psychological distress
among a large sample of cancer patients, as well exploring if there were any
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variations in levels of psychological distress across patients with different types of
cancer. The study found that prevalence rates for psychological distress varied across
patients with different types of cancer, varying from 43.3% for patients with lung
cancer, to 29.6% for patients with gynaecological cancer, with an overall prevalence
rate for psychological distress being 35.1% (Zabora et al., 2001).
Clark et al. (2010) also examined psychological distress in patients with
pancreatic cancer, demonstrating elevated levels of psychological distress in this
group. The results of the study demonstrated that a higher percentage of pancreatic
cancer patients reported elevated levels of distress than did patients who were
diagnosed with other types of cancer.

The most significant finding was on the

depression subscale of the Brief Symptom Inventory (BSI), with 28.8% of pancreatic
cancer patients reporting elevated depression compared with 18.5% of patients with
other cancer diagnoses (Clark et al., 2010).

Gender differences were also

demonstrated, with the incidence of depression being higher in men with pancreatic
cancer than in women with pancreatic cancer. The study also demonstrated that
patients with pancreatic cancer scored higher on depression and anxiety than other
types of cancer, with psychological distress levels being second after those patients
with lung cancer (Clark et al., 2010).
The studies by Zabora et al. (2001) and Clark et al. (2010) illustrate the
ongoing need for early identification of distress symptoms within the oncology
patient population, as well as the need for early intervention programs. One of the
difficulties with this is that there are obvious differences in levels of distress across
patients with different types of cancer. For example the needs of women with breast
cancer vary dependent upon the age of diagnosis, the needs of patients with
haematological malignancies are different again, as are the needs of men with prostate
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cancer (Burgess et al., 2005; Love et al., 2002; Montgomery et al., 2003; Nelson,
Balk, & Roth, 2010; & Wang et al., 2012). As mentioned previously, cancer patients
also present for treatment with varying health backgrounds, both physical and
psychological.
Various studies have explored psychological distress amongst cancer patients
of varying ethnic backgrounds, with Lam et al. (2010) exploring psychological
distress in both Caucasian and Mainland Chinese women.

Previous studies by

Aragona, Muscatello, and Mesiti, (1997), Berard, Boemeester, and Viljoen (1998),
Burgess et al. (2005), and Love et al. (2002) report that the prevalence of affective
disorders in Caucasian women with breast cancer is reported to be between 10% and
55%, while a study by Liu, Liu, and Yang (1989) reported that in Mainland Chinese
women depression is reported to be around 25%. Another study by Lam et al. (2007)
reported that among Hong Kong Chinese women with breast cancer, approximately
half experienced prolonged psychological distress over the year following diagnosis.
Previous studies such as those by Montgomery et al. (2003) and Wang et al.
(2012) have shown differences between patients diagnosed with haematological types
of cancer and patients with other types of cancer, reporting that 65% of patients with
leukaemia or lymphoma experienced moderate to severe psychological distress, with
60% reporting significant levels of anxiety and depression. However, Mertz et al.
(2012) also reported levels of psychological distress, anxiety and depression similar
to these in newly diagnosed women with breast cancer. These findings could be
interpreted as psychological distress, anxiety and depression being a potential issue
for patients regardless of the type of cancer the patient is diagnosed with.
Nelson, Balk, and Roth (2010) conducted a study comparing psychological
distress and quality of life in prostate cancer patients, specifically examining
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differences in psychological distress between African-American and Caucasian men
with prostate cancer. The study by Nelson, Balk, and Roth (2010) found that when
comparing these populations, African-American men generally reported similar levels
of distress, anxiety, depression, and emotional well-being as the Caucasian group,
despite the African-American group reporting lower quality of life. The study also
found that African-American men have an incidence rate of prostate cancer 60%
higher than Caucasian men, with 31% reporting high levels of clinically significant
distress and 23% reporting significant anxiety, however African-American men
reported higher mean scores on emotional well-being measures than their Caucasian
counterparts (Nelson, Balk, & Roth, 2010).
Earlier studies by of psychological distress in men with prostate cancer have
also reported significant levels of anxiety and depression. In previous studies of
advanced prostate cancer patients, 32.6% of men scored at or above the anxiety cut
off score on the Hospital Anxiety and Depression Scale (HADS), with 15.2% scoring
at or above the cut-off score for depression (Roth et al., 1998; Zigmond & Snaith,
1983).

Similarly, a study by Mehnert et al. (2010) which explored levels of

depression, anxiety and post-traumatic disorder in ambulatory patients with a
diagnosis of prostate cancer, found that in relation to psychological co-morbidity and
quality of life, only 16.2% of the patients in the study experienced levels of distress or
symptoms indicative of a psychiatric disorder (Mehnert et al., 2010). Other studies
exploring psychological distress, anxiety and depression in prostate cancer patients
have found levels of anxiety and depression ranging from 10% to 38%, with levels of
distress ranging from 13%-53% (Balderson & Towell, 2003; Bisson et al., 2002;
Mehnert & Koch, 2007).
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Intrusive Thoughts and Psychological Distress
Previous research has explored the role of intrusive thoughts in relation to
psychological distress and psychological morbidity in cancer patients. An early study
by Manne (1999) explored the role of intrusive thoughts and psychological distress
amongst cancer patients’, demonstrating that a diagnosis of cancer can cause
numerous psychosocial problems for the patient including “including side effects
from treatment, fear of disease progression or recurrence, worries about dependencies
on others, disruption to family and social relationships, and threats to self-esteem and
body image” (Manne, 1999, p. 539). While patients with cancer may wish to share
these types of concerns with supportive others, there is often difficulty in being able
to do this due to others being uncomfortable, or due to the patient’s perception that
their supportive others will be unreceptive, or the fear of burdening others with their
concerns. Manne (1999) reports that cancer patients may have an increased desire to
share their worries with close family and friends, but that this may be difficult
because “others may not be receptive to this, or may say or do things that are
perceived by the patient as insensitive or unkind, as well as being uncomfortable with
the sharing of feelings” (Manne, 1999, p. 539). Manne (1999) also reports that if
patients are unable to share their concerns about their cancer, and attempt to cope in
isolation, then this may have a detrimental effect on their mental health state.
Matsuoka et al. (2002) explored cancer-related intrusive thoughts in breast
cancer survivors in relation to predicting psychological morbidity in cancer patients,
finding that cancer-related intrusive thoughts were present in 46% of the breast cancer
survivors who participated in the study. These thoughts were associated with poor
psychological adjustment in these participants. A subsequent study by Whitaker,
Brewin, and Watson (2008) explored the relationship between intrusive thoughts and
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ongoing anxiety in patients with cancer, demonstrating that there is a relationship
between intrusive thoughts and higher levels of anxiety in cancer patients. A follow
up study by Whitaker, Watson, and Brewin (2009) explored patients’ appraisal of
intrusive thoughts in relation to levels of anxiety and psychological distress. The
study supported the findings of the previous study, also demonstrating relationship
between intrusive thoughts and anxiety levels in cancer, with patients reporting that
75% of their intrusive thoughts related to their experience of cancer (Whitaker,
Watson, & Brewin, 2009). The study by Whitaker, Watson, and Brewin (2009) also
demonstrated that these intrusive cognitions are distressing, interfere with daily
functioning, and are often perceived by patients as being uncontrollable, with
negative appraisal of these cognitions being related to poor psychological functioning.
The study by Whitaker, Watson, and Brewin (2009) also suggests that if patients are
routinely asked by oncology staff about these types of cognitions that it may help to
normalise the patients experience and therefore decrease the anxiety associated with
them.
A recent study by Lindgren et al. (2013) explored the role of beta-blockers in
relation to the experience of intrusive thoughts in women with breast and colorectal
cancer.

The basis of this study was the premise with intrusive thoughts and

psychological distress, that there is often physiological arousal in the form of
noradrenergic activity, which if experienced over a period of time, may increase the
risk of anxiety disorders and the formation of traumatic memories.

The study

hypothesised that the administration of beta-blockers may lower the occurrence
intrusive thoughts and therefore decrease anxiety levels as a consequence. The results
of the study indicated that those patients who were prescribed beta-blockers reported
32% fewer intrusive thoughts than those patients who were not prescribed beta-
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blockers, with a decrease in levels of anxiety and distress in these patients as well
(Lindgren et al., 2013).
As well as anxiety and depression being present in patients with cancer, posttraumatic stress disorder has also been associated with this population both clinically
and sub-clinically, specifically in relation to intrusive thoughts. Cognitive behavioural
therapies have proven useful in the treatment of anxiety, depression, and posttraumatic stress disorder in cancer patients, specifically cognitive processing therapy
(Koucky, Dickstein, & Chard, 2013). A recent study by Kleim et al. (2012) also
demonstrated a change in patient’s negative appraisals following treatment with
cognitive behavioural therapy. A recent review by Jonas et al. (2013) found evidence
supporting the “efficacy of exposure therapy, cognitive processing therapy, cognitive
therapy,

cognitive behavioural therapy, eye movement desensitisation and

reprocessing, and narrative therapy for improving post-traumatic stress disorder
symptoms’’ (Jonas et ah, 2013, p. 134).
Cognitive processing theories of adjustment to traumatic life experiences have
also been explored in cancer patients experiencing intrusive thoughts. A study by
Manne, Glassman, and Hamel (2000) explored Cramer’s cognitive processing theory
of trauma which proposes “that avoidance is a maladaptive strategy of dealing with
intrusive thoughts about a traumatic experience and suggests that avoidance mediates
the relation between intrusive thoughts and later psychological distress, as thoughts
and feelings are not confronted directly and thus are not processed sufficiently”
(Manne, Glassman, & Hamel, 2000, p. 658).

A study by Liverant et ah (2012)

explored the use of cognitive processing therapy in regards to changing the
symptomatology of post-traumatic disorder and depression concurrently. The study
found that the use of cognitive processing therapy did change the symptomatology of
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both disorders for the better, although the authors stated that this was not surprising
given that cognitive processing therapy is based on cognitive behaviour therapy
which has successfully been found to be an effective treatment for depression
(Liverant et al., 2012).
A study by Christianson, Weis, and Fouad (2013) explored the use of
cognitive adaptation theory with cancer patients, finding that cognitive adaptation was
associated with increased quality of life in this population. Cognitive adaptation
theory suggests that “individuals faced with life-threatening health conditions create
positively skewed, slightly illusionary attributions of themselves, the meaning of the
event, and one’s beliefs or attributions of the situation and personal control, in order
to cope with a challenging health-related event” (Christianson, Weis, & Fouad, 2013,
p. 267).
Psychological morbidity in cancer patients has been demonstrated in an
Australian study by Turner et al. (2005), which utilised the Hospital Anxiety and
Depression Scale (HADS), the Impact of Events Scale (IES), the Cancer
Rehabilitation Evaluation System Short Form (CARES-SF), and the Memorial
Symptom Assessment Scale (MSAS). The study explored psychological morbidity in
women with breast cancer under 55 years of age and over 55 years of age,
demonstrating higher levels of psychological morbidity in those women under the age
of 55 years, reporting that “56.7% of women younger than 55 years scored as ‘cases’
on the HADS, compared with 34.5% of women aged over 55 years of age, with
women younger than 55 years of age also reporting significantly higher levels of
intrusive and avoidant symptoms” (Turner et al., 2005, p. 400). Likewise a study by
Kadan-Lottick et al. (2005) also reported the comorbidity of major psychiatric
disorders in cancer patients, with patients meeting the criteria for major depressive
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disorder, generalised anxiety disorder, panic disorder, and post-traumatic stress
disorder.
Depression and Cancer
In the last two decades various diagnostic criteria have been developed for the
diagnosis of depression including the International Classification of Diseases (ICD)
(World Health Organisation, 1992) and the Diagnostic and Statistical Manual of the
American Psychiatric Association (DSM-V) (American Psychiatric Association,
2013). The DSM-V states that the common features of depressive disorders include
“the presence of sad, empty, or irritable mood, accompanied by somatic and cognitive
changes that significantly affect the individual’s capacity to function” (American
Psychiatric Association, 2013, p. 155).
The DSM-V describes various depressive disorders, including Major
Depressive Disorder (MDD) and Persistent Depressive Disorder (Dysthymia)
(American Psychiatric Association, 2013). MDD is characterised by “one or more
depressive episodes and the absence of manic episodes, and is defined by a depressive
mood or loss of interest and pleasure in almost all usual activities, accompanied by a
number of other depressive symptoms” (American Psychiatric Association, 2013, p.
155). Five or more of these symptoms must be present every day for at least the same
2 week period and the symptoms must cause distress or impairment in social,
occupational, or other important areas of functioning (American Psychiatric
Association, 2013).
Persistent Depressive Disorder (Dysthymia) is characterised by “a depressed
mood that occurs for most of the day, for more days than not, for at least 2 years”
(American Psychiatric Association, 2013, p. 169).

This disorder consolidates

previously DSM-IV defined chronic major depressive disorder and dysthymic

disorder, with individuals whose symptoms meet the criteria for MDD for 2 years or
more being given this diagnosis (American Psychiatric Association, 2013).
As far back as the 1980's, Streltzer (1983) reported that depression was the
most common psychiatric complication of cancer and suggested that approximately
one third of all cancer patients were depressed. Derogatis et al. (1983) selected and
interviewed 215 random cancer patients and reported that 47% of patients met the
criteria defining a psychiatric disorder (anxiety or depression). An earlier study by
Massie and Holland (1984) suggested that depression in patients with cancer was
being under diagnosed and under treated based on the belief that cancer patients
should be depressed, with this then resulting in a lack of recognition by clinical staff
in regards to psychological morbidity in cancer patients.
Research over the last two decades has focused on the importance of studies
of psychological distress amongst outpatient cancer populations (Hjörleifsdöttir &
Carter, 2000). Outpatient cancer patients have less contact with health professionals
and therefore psychological distress may be left unrecognised and untreated.
Psychological distress has been identified as a significant issue for individuals with
cancer, as well as the early identification of the same.

Zabora et al. (2001)

demonstrated that the cancer experience is not a single event but is a set of
experiences that begins at the time of diagnosis and that continues until remission,
recurrence, or the terminal phase. Research has shown that 33% to 45% of cancer
patients routinely reported significant psychological distress, but that fewer than 10%
were referred for psychosocial care (Carlson & Bultz, 2003).
Ryan et al. (2005) suggest that co-morbid psychological conditions can have
an impact on the treatment and recovery of patients, as depressive symptoms can
result in an increase in pain symptoms, as well as poorer physical and social
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functioning. Patients with depression have higher utilisation of medical services,
which leads to higher costs and longer hospital admissions when compared with those
cancer patients who are not depressed (Ryan et al., 2005).
Numerous studies such as that by Hjörleifsdöttir et al. (2006) have found that
patients undergoing outpatient chemotherapy are worried and experience various
psychological symptoms such as depression, fear, anxiety, and social isolation. In
many cancer clinics there is limited time for health care professionals to identify
psychosocial issues and to develop guidelines for treatment of the same. To identify
patients at risk, health professionals need to have an understanding of how cancer
patients respond to their disease, as well as the potential impact of diagnosis and
treatment on the patient.
Likewise, Kleiboer et al. (2011) have reported that major depressive disorder
is common amongst cancer patients and has been associated with increased focus on
physical and psychosocial symptoms, as well as a perceived decrease in quality of life
by cancer patients. The study by Kleiboer et al. (2011) examined problems reported
by patients with cancer and major depressive disorder and reported problems in the
areas of “psychological symptoms, interpersonal and social problems, physical
symptoms, managing cancer itself, concerns about other people’s health and well
being, as well as practical issues, with patients also reporting problems related to the
core symptoms of major depression, including low mood and a loss of interest”
(Kleibor et al., 2011, p.66).
A study by Hahn, Dunn, and Halpem (2004) screened for depression in
radiation oncology patients. One hundred and twenty-four patients were screened
using the Beck Depression Inventory-II (BDI-II), with 15% of patients screened in
the study reporting significant depressive symptoms. Of this 15%, “58% reported
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mild symptoms of depression, 32% moderate symptoms, and 10% severe symptoms”
(Hahn, Dunn, & Halperin, 2004, p. 498). The implications of depression in radiation
oncology patients includes decreased well-being, changes in levels of functioning,
poor compliance with treatment, and a desire for a hastened death in some patients.
A different view of depression in cancer patients is reported by Raison and
Miller (2003) who explore the premise that “behavioural alterations in cancer patients
may represent a “sickness syndrome” which results from activation of the
inflammatory cytokine network” (Raison & Miller, 2003, p. 283). Raison and Miller
(2003) report that there has been long standing debate regarding the neuro-vegetative
symptoms of depression that are related to a medical condition, compared with the
possibility that symptoms of depression are due to a larger pathophysiological
syndrome in medically ill patients that occurs because of immune activation. The
study also considers the premise that the neuro-physiological symptoms caused by
cancer itself, and by treatment such as chemotherapy, also results in the neurovegetative symptoms of depression. This led to the suggestion by Raison and Miller
(2003) that the diagnosis of depression in cancer patients should exclude neurovegetative symptoms that may be associated with the cancer itself or the side effects
of treatment such as chemotherapy, radiotherapy and surgery.
Prevalence of Depression in Cancer Patients
A meta-analysis of 94 interview-based studies by Mitchell et al. (2011) into
the prevalence of depression, anxiety, and adjustment disorder in cancer patients
using DSM or ICD criteria reported a prevalence rate of depression of 16.3%, with
2.7% of cancer patients experiencing dysthymia, and 19.4% adjustment disorders.
Another study by Singer et al. (2009) reported prevalence rates of psychiatric
morbidity in up to one third of cancer patients.
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A study by Priscilla et al. (2011) of Malaysian patients with haematological
malignancies including leukaemia and lymphoma, reported a prevalence rate for
major depressive disorder of 25% amongst these patients. Those patients diagnosed
with major depressive disorder also reported a higher incidence of physical symptoms
associated with their illness, than those patients who were not depressed (Priscilla et
al., 2011). Patients with head and neck cancer have also been found to have high
levels of depression. A study by Katz et al. (2004) reported that approximately one
fifth of patients with head and neck cancer experienced mild to moderate depression.
Likewise Bergquist, Ruth, and Hammerlid (2007) reported prevalence rates for
depression in patients with head and neck cancer of between 27% to 44%. Neilson et
al. (2012) conducted a longitudinal study of head and neck cancer patients over an 18
month period, reporting a prevalence rate for depression of 15% in patients prior to
treatment, then moving to a prevalence rate of 30% in these patients at three weeks
following treatment, with a prevalence rate of 8% at 18 months follow up. Another
study by Özlap et al. (2008) using the Hospital Anxiety and Depression Scale
(HADS) in breast cancer patients found that 28% of the participants in the study had
major depressive disorder. A meta-analysis by Singer, Das-Munshi, and Brähler
(2010) reviewed 1448 cancer patients, finding that 31.5% had a diagnosable mental
health disorder.
A study of cancer patients in Pakistan also reported 10% of patients meeting
the criteria for major depressive disorder, with a prevalence rate 70% of the female
sample in this study meeting the criteria for major depressive disorder (Dogar et al.,
2009) . A further study in Pakistan reported similar results with 66% of cancer
patients in the study reporting symptoms of anxiety and depression (Jadoon et al.,
2010). A study in Iran of patients with gastrointestinal cancer reported a high
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prevalence rate of depression, with 57 % of patients reporting high scores for
depression on the HADS (Tavoli et al., 2007).
As highlighted previously, the prevalence of depression within the oncology
population has been well documented, with results varying depending on the tools
used to screen or assess for depression, as well as depending on the diagnostic criteria
that has been used. However, many oncology patients with symptoms of depression
do not meet the criteria for a psychiatric diagnosis and experience sub-clinical
symptoms of depression that impact on their level of functioning and well-being.
Anxiety Disorders in Cancer Patients
Research into psychological morbidity in patients with cancer has
demonstrated that although there is a prevalence of depression in this population,
anxiety disorders are also prevalent, most commonly generalised anxiety disorder and
post-traumatic stress disorder (Mehnert & Koch, 2007, Rustad, David, & Currier,
2012). However, post-traumatic stress disorder has been reclassified in the DSM-V
as a trauma and stressor-related disorder (American Psychiatric Association, 2013).
As much of the research to date into post-traumatic stress disorder (PTSD) in cancer
patients has been conducted using the previous DSM-IV-TR criteria (American
Psychiatric Association, 2000), PTSD as per the DSM-IV-TR (American Psychiatric
Association, 2000) criteria will be included in this discussion of anxiety in cancer
patients.
The DSM-V (American Psychiatric Association, 2013) states that the common
features of anxiety disorders include “the presence of excessive fear and anxiety, with
related behavioural disturbances, with fear associated with autonomic arousal and the
fight or flight response, and anxiety associated with muscle tension and vigilance in
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preparation for future danger and cautious or avoidant behaviours” (American
Psychiatric Association, 2013, p.189).
The DSM-V described generalised anxiety disorder (GAD) as a disorder that
is characterised by “excessive anxiety and worry (apprehensive expectation) about a
number of events or activities” (American Psychiatric Association, 2013, p. 222). In
relation to cancer patients this is often in the form of rumination and worry in regards
to their physical health, treatment for cancer, as well as concern and worry about their
family members should treatment not be successful.
Previous research has demonstrated the occurrence of anxiety at both clinical
and sub-clinical levels amongst patients with cancer. Liavaag et al. (2007) explored
anxiety amongst ovarian and prostate cancer patients finding that these patients
reported higher levels of anxiety than control populations. Meyerowitz, Kurita, and
D’Orazio (2008) also reported anxiety in cancer patients in relation to fear of
recurrence and uncertainty about the future, as well as higher rates of PTSD, both
subclinical and clinical, in cancer patients when compared to non-cancer populations.
Özlap et al. (2008) used the Hospital Anxiety and Depression Scale (HADS)
to explore levels of anxiety in Turkish women with breast cancer, finding a general
psychological morbidity of 22.6%, with a prevalence of major depressive disorder of
8.3% and a prevalence of anxiety disorders of 12.3%. Neilson et al. (2012) explored
anxiety in a longitudinal study of head and neck cancer patients, finding that almost
20% of patients had clinically significant levels of anxiety as measured by the HADS
prior to treatment, decreasing to 17% post treatment, and rising again to 22% when
followed up after an 18 month period. These results suggest that anxiety continues to
problematic in patients with cancer not only pre and during treatment, but also longer
term when patients have ceased regular follow up with oncology services.
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A high prevalence of anxiety has also been found in patients with
haematological malignancies. A study by Priscilla et al. (2011) reported a prevalence
rate for anxiety disorders in this population of 31%, the highest of these being
agoraphobia without a history of panic disorder, followed by generalised anxiety
disorder, social phobia, and post-traumatic stress disorder.

The current research

project outlined in this thesis, explores levels of levels of distress, including anxiety
and depression in newly diagnosed cancer patients, and while PTSD was not screened
for, it is useful to consider the levels of PTSD in cancer patients, as the disorder may
develop during the patient’s cancer journey, especially if symptoms of anxiety and
depression go unrecognised and therefore untreated.
Post-Traumatic Stress Disorder in Cancer Patients
The DSM-IV-TR defines post-traumatic stress disorder as (PTSD) “the
development of characteristic symptoms following exposure to an extreme traumatic
stressor involving direct personal experience of an event that involves actual or
threatened death or serious injury, or other threat to one’s physical integrity, which
involves intense fear, helplessness, or horror” (American Psychiatric Association,
2000, p. 463). The inclusion of a life-threatening illness in the diagnostic criteria for
PTSD has meant that there has been a large amount of interest in this disorder as it
relates to patients with cancer or other life-threatening medical illnesses.
Mundy and Baum (2004) examined the role of medical disorders in
contributing to psychological trauma and post-traumatic stress disorder, reporting that
diagnoses such as cardiac events or cancer share the characteristics of traumatic
events and cause feelings such as extreme fear, helplessness, hopelessness and horror.
However, Mundy and Baum (2004) also suggest that these medical stressors are
characterised by intrusions that are focused on future events, not past events, and that
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these symptoms may be better explained by generalised anxiety disorder rather than
PTSD.Jim and Jacobsen (2008) explored the occurrence of post-traumatic stress
disorder in cancer survivors, finding that intrusive thoughts about the cancer,
dreaming about the cancer, and experiencing high levels of distress when thinking
about the cancer experience, were the most common symptoms of post-traumatic
stress disorder in cancer survivors. However, another study by Akechi et al. (2004)
failed to find post-traumatic stress disorder in cancer patients, instead finding
depressed mood, anxiety, and adjustment disorders in this population.
Despite the above findings of Akechi et al. (2004), numerous other studies
have found post-traumatic stress disorder in patients with cancer. Gold et al. (2012)
explored post-traumatic stress disorder in patients with cancer, finding that the
diagnosis and treatment of cancer can lead to sub-clinical or clinical post-traumatic
stress disorder in that a cancer diagnosis is interpreted as a life-threatening event, with
patients who had previous poor physical health being at greater risk. Likewise a study
by Mehnert and Koch (2007) also reported post-traumatic stress disorder in this
population.
In regards to newly diagnosed cancer patients, a study by Rodin et al. (2013)
explored levels of acute stress disorder and post-traumatic stress in newly diagnosed
patients with acute leukaemia, finding that 14% met the criteria for acute stress
disorder, with 18% of patients experiencing subclinical levels of acute stress disorder.
The study found that post-traumatic stress symptoms were higher in this population
than in patients with chronic forms of cancer, but the findings were in line with
previous research related to newly diagnosed cancer patients.
A study by Mehnert and Koch (2007) explored the occurrence of PTSD in
breast cancer patients using the Structured Clinical Interview for DSM-IV (SCID).
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Based in this method of assessment, 2.4% of women met the criteria for mild to
moderate PTSD, with 60% of women meeting at least one of the criterion of PTSD
(please refer to Table 1.4 for PTSD criterion). Likewise, a longitudinal study of
PTSD by Gongalves, Jayson, and Tarrier (2011) in newly diagnosed ovarian cancer
patients using the Posttraumatic Stress Diagnostic Scale, also demonstrated a
prevalence of PTSD in approximately 36% to 45% of patients. The study also found
that younger women were more likely to suffer from PTSD. Further to this, Palgi et
al. (2011) explored the co-morbidity of PTSD with depression in gastric cancer
patients.

The study found that cancer patients with PTSD also had a higher

proportion of depression compared with other patients, demonstrating that that those
patients with an increased risk of PTSD, also had an increased risk of major
depressive disorder. Further to this, Gold et al. (2012) explored the relationship of
PTSD with other co-morbidities, demonstrating that patients with clinical or
subclinical PTSD had higher levels of mood disturbance and lower quality of life than
cancer patients who did not have a diagnosis or symptoms of PTSD.
There is a prevalence of anxiety disorders as well as depressive disorders
amongst patients with cancer. While these disorders obviously present a significant
level of distress and concern in this population, suicidality both in relation to
psychological and morbidity and as a result of pain and the effects of the disease and
its treatment are also of concern in patients with cancer.
Suicidal Ideation in Cancer Patients
A study in the United States by Misono et al. (2008) found that the incidence
of suicide amongst cancer patients was double that of the general population.
Likewise earlier studies by Flem et al. (2004) and Yousaf et al. (2005) have also
identified high rates of suicide in cancer patients. Hem et al. (2004) explored the
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incidence of suicide in cancer patients over a 39 year period, finding that there was an
elevated risk of suicide in the first few months after diagnosis, with this risk
decreasing over subsequent months, with the suicide rate in men greater than that of
women. Reasons given for suicide in cancer patients were loss of quality of life,
failure to adapt to a diagnosis of cancer, and symptoms of major depression (Hem et
ah, 2004). Yousaf et al. (2005) also report a higher risk of suicide in the first three
months after diagnosis for men, with a higher risk for women in the first three to
twelve months. Surprisingly the greatest risk factor for suicide was time since being
diagnosed and not whether or not a patient was in the terminal phase of the illness
(Yousaf et ah, 2005). An international study by Schairer et ah (2006) explored the
rate of suicide in women with breast cancer, finding a significant long term risk of
suicide in this population with a higher risk in black women than white women or
women of other ethnic backgrounds.

This then highlights the importance of the

provision of psychological and psychosocial care of cancer patients from the point of
diagnosis, and the importance of screening for psychological distress and morbidity
not only at diagnosis, but right through the patient’s cancer journey.
Akechi et al. (2003) reported a greater risk of suicide in terminally ill Japanese
cancer patients, finding that psychological distress, pain, loss of independence, and a
sense of being a burden to others was associated with suicide risk. Kelly et al. (2002)
also explored suicidal ideation in Australian terminally ill cancer patients, finding that
suicidal ideation was positively correlated with psychological distress and perceived
lack of support from medical staff and others.
A recent study by Shim and Park (2012) also explored suicidality in cancer
patients, finding that the risk of suicide in cancer patients increased as quality of life
and physical functioning decreased, as well as following a relapse of their cancer.

Unlike the studies already mentioned, this study also found that there was an
increased risk of suicide in cancer patients who were in the terminal phase of
treatment or whose cancer had recently metastasised (Shim & Park, 2012). The study
by Shim and Park (2012) also found that cancer patients who were experiencing
anxiety, depression and post-traumatic stress disorder were also at greater risk of
suicide.
Walker et al. (2008) explored self-harm and suicidal ideation in cancer
patients in an outpatient setting in the United Kingdom, finding that 7.8% of cancer
outpatients indicated that “they had thoughts that they would be better off dead or had
thoughts of hurting themselves for at least several days in the preceding two weeks”
(Walker et al., 2008, p.4728). Pain and psychological distress were cited as being
among the main reasons behind this type of thinking. A study by Lin, Wu, and Lee
(2009) also explored risk factors for suicide in cancer patients who were discharged
from hospital and subsequently suicided within 90 days of discharge. The study
found that 60% of suicide related deaths occurred in the first 30 days following
discharge and that being unemployed was a major risk factor for suicide. Another
risk factor was perceived lack of support following discharge and increased
psychological distress, indicating that screening for psychological distress and
morbidity is crucial in this population. This view is further supported by Quill (2008)
who suggests that there is a high incidence of depression and anxiety in cancer
patients that goes unrecognised and untreated by oncology staff and that regular
screening for psychological distress and morbidity are a necessary so that so
appropriate treatment for these can be put in place.
Akechi et al. (2010) have explored gender differences in suicidal ideation
amongst patients with cancer, finding that of cancer patients with major depression or
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adjustment disorders, 40% experienced suicidal ideation, with 41% of males and 39%
of women experiencing suicidal ideation. This study was one of the first to explore
gender differences in suicidal ideation, finding that the prevalence of suicidal ideation
was quite high amongst patients with cancer, regardless of gender.
As mentioned previously, Misono et al. (2008) also explored the prevalence of
suicidal ideation amongst women with breast cancer.

Indicators of risk included

being in the first five years after diagnosis, with risk of suicide decreasing following
this time frame. Other risk factors included depression and decreased quality of life.
Madeira et al. (2011) explored the prevalence of suicidal ideation in Portuguese
cancer patients, finding that while there were high levels of major depression and
anxiety disorders, only 10% of patients experienced actual suicidal ideation even
though 35% of cancer patients reported thinking about suicide. The study by Madeira
et al. (2011) also found that risk factors associated with suicidal ideation were being
female, difficulties in interpersonal relationships, pain, and psychological morbidity
such as anxiety and depression.
The consistent reported relationship between psychological morbidity and
distress and suicidal ideation and suicide prevalence in cancer patients, highlights the
necessity for psychological screening programs and interventions in this population.
The current study aims to explore the incidence of psychological distress and
morbidity in cancer patients within the Canberra region, given that there is no current
screening program for this in the Australian Capital Territory. As already mentioned,
often psychological distress and morbidity goes untreated and unrecognised in the
oncology population. The current research project will be the first to explore this
issue in cancer patients in the Canberra region. Inclusive in the current study is the
importance of collaboration in the psychosocial care of cancer patients.
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Current recommendations for the Psychosocial Care of Cancer Patients
The US Institute of Medicine (IOM) released a report in 2007 examining the
psychosocial health of cancer patients, finding that “while there was a large amount of
evidence demonstrating the psychosocial needs of patients with cancer and the
benefits of referral to psychosocial serv ices, routine cancer care often fails to address
these needs” (Jacobsen, 2009, p. 7). Some of the proposed reasons for this include the
a lack of understanding and identification of the distress in cancer patients’, as well as
a failure to refer patients’ to appropriate psychosocial services when distress has been
identified (Jacobsen, 2009). The IOM report goes on to recommend that the provision
of appropriate psychosocial services be incorporated by all institutions offering caner
services in order to provide a holistic standard of quality cancer care. Jacobsen
(2009) reports that cancer services “need to have a model of care that incorporates
psychosocial needs, referral to psychosocial services, as well as support for patients
and carers throughout the cancer journey, as well as coordination of psychosocial and
medical care, including follow up and evaluation of outcomes in relation to this”
(Jacobsen, 2009, p. 7). The IOM recommendations are comparable to those contained
in the clinical practice guidelines for the psychosocial care of cancer patients in both
the United Kingdom, Australia, and the United States. As well as this, research has
shown that there are wide variations in the quality of supportive care in cancer
patients, which means that many cancer patients do not receive the psychosocial
services that may assist them. The IOM and recommendations of other countries go
on to report that cancer service providers should “implement psychosocial or
psychological assessments of all cancer patients during their cancer journey and that
patients with cancer should be able to access appropriate psychological support if
required” (Jacobsen, 2009, p.7).
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In the United States, the NCCN guidelines were first developed in 1999 and
have continued to be updated on an annual basis. Given the recognised need for
better management of distress, and with the aim of promoting best practice for the
psychosocial care of cancer patients, the guidelines were in the form of “clinical
pathways that include assessment and referral to psychological, psychiatric, social
work, and pastoral care services in order to treat a wide range of problems’' (Jacobsen,
2009, p. 7). The guidelines then go on to recommend that “all patients be routinely
screened for psychosocial distress and referred as appropriate” (Jacobsen, 2009, p. 7).
In the United States there are approximately one and a half million new cancer
cases and approximately half a million deaths from cancer each year (Jemel et al.,
2010).

In 2010 an estimated 114,000 new cases of cancer were diagnosed in

Australia, with 1 in 2 Australians being diagnosed with cancer by the age of 85
(AIHW, 2010). Cancer is a leading cause of death in Australia, with more than
43,000 people being estimated to have died from cancer in 2010. On top of this
nearly 15,000 more people die each year from cancer than they did 30 years ago, with
this being mainly due to population growth and aging, as well as more sophisticated
diagnostic and treatment techniques. However, the death rate of cancer has fallen by
16% (AIHW, 2010), with more than 60% of cancer patients surviving more than five
years after diagnosis.
The survival rate for many common cancers has also increased by 30 per cent
in the past two decades. The most common cancers in Australia (excluding non
melanoma skin cancer) are prostate, colorectal (bowel), breast, melanoma and lung
cancer. In terms of non-melanoma skin cancer, approximately 434,000 people are
treated for one or more non-melanoma skin cancers, with 448 people dying in 2007
(AIHW, 2010). Cancer in Australia currently costs more than $3.8 billion in direct
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health system costs. Between 2000-2001, $378 million was spent on cancer research,
which is approximately 22% of all health research expenditure in Australia (AIHW,
2010).
The NCCN guidelines (2011) report that all patients experience some form of
distress both at the time of diagnosis, as well as during treatment and at all stages of
the disease. Despite this less than 10% of patients are actually identified as having
some level of distress and referred to psychosocial services for assistance (KadanLottick et al., 2005). Failure to recognise distress can be problematic in that it can
effect patients decision making abilities, it can create greater stress for both patients
and oncology staff, and distress can also result in extra visits to the oncologist’s office
resulting in greater time demands for patients and health professionals (NCCN, 2011).
Early detection and management of distress can result in more effective medical
management as well.
The NCCN (2011) guidelines also report that psychosocial care is now part of
the new standard for quality cancer care, which states that psychosocial care must be
incorporated into routine oncology care models. In Canada, distress is considered the
sixth vital sign and is routinely checked along with other physical vital signs (Bultz &
Holland, 2006). Both the NCCN (2011) and Australian clinical guidelines for the
management of distress in cancer patients (NBCC & NCCI, 2003), state that patients
and their families should be made aware of psychosocial services and practices and
that they should expect this standard of care from both their oncologist and oncology
staff.
By specifying standards of care and by identifying clinical pathways, the IOM,
NICE, NCCN, and Australian guidelines for psychosocial care will hopefully improve
the management of patients with cancer who experience psychosocial distress.
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However, Jacobsen (2009) suggests that there have been limitations to the standards
of care proposed, including the guidelines being based on lower level evidence that
includes clinical experience, and the recognition that there is no formal evidence of
the benefits of implementing the model of psychological assessment and intervention
in cancer care.

Likewise, Jacobsen (2009) reports that the IOM has no explicit

statement in the standards of care that the psychosocial care provided to cancer
patients should be evidence based, despite there being higher-level evidence
available.
Despite this, Clark et al. (2012) reports that screening for distress has now
become an accreditation standard in the United States and that many cancer centres
are in the process of developing screening and intervention programs in relation to
this.

Clark et al. (2012) suggest that the provision of psychosocial care and the

development of best practice goes hand in hand with a collaborative approach to
psychosocial care. While the NCCN (2012) has suggested a four factor approach to
psychosocial care including screening, assessment, treatment, and follow up, there
continues to be resistance to the implementation of these. Schofield et al. (2006)
suggest that barriers to psychosocial care programs include personal and professional
characteristics of those who work in the oncology care setting, including underlying
beliefs and assumptions regarding psychosocial care, including that there is no
purpose to screening and the psychosocial care is something best done outside of the
cancer care setting.

Despite this, Clark et al. (2012) proposes that in order for

psychosocial programs to be successful, there needs to be collaboration between all
health professionals involved in patient care including nurses, social workers,
psychologists, other allied health professionals, community health practitioners, and
of course medical professionals including oncologists and psychiatrists.
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The importance of psychosocial care in the oncology setting has been further
promoted by the development in 2008 of the International Federation of PsychoOncology Societies, with the aim of representing the development of psychosocial
care in oncology across the globe. The message behind this organisation is “that all
cancer patients and their families, throughout the world, should receive optimal
psychosocial care at all stages of the disease and survival” (Grassi et al., 2012, p.
1027). In regards to the Australian setting, recommendations were made in regards to
the provision of psychosocial services in line with the framework suggested by the
International Federation, however, in iine with other countries there has failed to be
any consistency in the psychosocial services provided across carrying parts of the
Australian continent.
Use of Evidence to Guide Clinical Practice in Psycho-Oncology
The current status of recommendations for the psychosocial care of cancer
patients demonstrates that more needs to be achieved to promote the translation of
research findings into clinical practice in cancer care. This is also reflected in the
limitations in the evidence base in psycho-oncology in which Jacobsen (2009)
identifies three major weaknesses.
Firstly, the research in psycho-oncology has been “characterised by
inconsistent findings and to differences across studies evaluating the same
intervention strategy in the demographic, disease, and treatment characteristics of the
research, the number and timing of the outcome assessments performed, and the
variability of the outcome measures used” (Jacobsen, 2009, p. 8). In addition to this,
there has been variability across research studies in the number and type of
psychological interventions that share the same name but not the same treatment plan
(Jacobsen, 2009).
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In addition to this, the quality of sessions has been reported as a second major
weakness, as well as inadequacy in the reporting of study methodology. One review
of the literature by Newell, Sanson-Fisher, and Savolainen (2002) revealed that only
3% of trials provided sufficient information to permit the evaluation of indicators of
study quality. This was despite the increased use of randomised controlled trial
designs in the research reviewed. Problems have also been reported with the majority
of studies conducted in the 1990’s due to their failure to account for patients that were
lost to follow up in their data and outcome analyses (Jacobsen, 2009).
The third major weakness of evidence-based research in psycho-oncology is
“the general lack of research on patients who are experiencing clinically significant
levels of distress” (Jacobsen, 2009, p.8). A review of the literature by Jacobsen et al.
(2006) concluded that only 5% of studies limited eligibility to patients experiencing
some degree of anxiety, depression, or psychological distress. Due to the reported
prevalence rates in some studies, the average patients in most intervention studies
were likely to be experiencing low levels of anxiety and depression at the time they
were recruited (Pirl, 2004; Andrykowski & Manne, 2006). Another issue reported by
Jacobsen (2009) is “the lack of eligibility criteria based on current levels of distress,
which then poses questions about whether or not the findings of the study are
transferable to patients experiencing clinically

significant symptomatology”

(Jacobsen, 2009, p. 8). This is an important issue as many clinical guidelines in
psycho-oncology recommend the use of psychosocial interventions targeted at cancer
patients experiencing an increase in distress.
Jacobsen (2009) proposes that instead of coming to overall conclusions about
the efficacy of psychosocial interventions, that it may be more beneficial for efforts to
translate research into practice, by the use of research findings to develop evidence-
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based recommendations for the psychosocial care of cancer patients.

This may

involve reviewing the literature in terms of the presence of randomised controlled
trials that yield positive results for a particular endpoint, for example anxiety or
depression, based on the intervention type as well as patient disease and treatment
status. Jacobsen (2009) suggests that the provision of this information to practitioners
can be useful in various ways, including “identifying when in the disease course or at
what point in the treatment process a specific intervention strategy has shown to be
effective, the number of unique citations next to each listing is an indication of the
evidence for the application of an intervention strategy, and finally the citations
themselves identify publications that provide information about the content and
delivery of an intervention and the methodology that was used to evaluate it”
(Jacobsen, 2009, p. 8).
The National Breast Cancer Centre and the National Cancer Control Initiative
(2003) in Australia used a different approach in the development of the Clinical
Practice Guidelines for the Psychosocial Care of Adults with cancer. The Australian
guidelines are presented in the form of recommendations, accompanied by the
identification of the levels and sources of research support (NBCC & NCCI, 2003).
Collaborative Care Delivery in the Oncology Setting
Another area of interest to research in psycho-oncology is that of collaborative
care, including models that evaluate the collaborative care of depression in primary
care settings.

Jacobsen (2009) defines collaborative care models as those “that

include depression screening to identify cases, use of evidence based protocols for the
treatment of depression, structured collaborations between primary care providers and
mental health specialists, and active monitoring of adherence to treatment and
outcomes” (Jacobsen, 2009, p.9).

33

Jacobsen (2009) has explored the current literature on collaborative care and
has identified only minimal research in relation to collaborative care models in the
oncology setting. A study by Dwight-Johnson, Ell and Lee (2005) compared Latina
patients with breast or cervical cancer and comorbid depression assessed through
screening in the oncology clinic. The study randomised patients to either usual care,
or to a collaborative care model and intervention. The collaborative care intervention
included initial and follow up sessions with a highly trained social worker providing
problem-solving therapy, support for antidepressant medication adherence, and
assistance with systems navigation. The findings of the study by Dwight-Johnson, Ell
and Lee (2005) showed significantly better outcomes for the collaborative group
compared to the control group, including a significant reduction in depressive
symptoms at four month follow up.
In another study by Strong et al. (2008), cancer patients were found to have
depressive disorder through screening were randomly assigned to standard care or
standard care plus a collaborative intervention.

The collaborative intervention

involved up to 10 sessions with an oncology nurse who provided education about
depression and its treatment, as well as problem solving therapy to overcome feelings
of helplessness.

In addition to this, the nurse communicated with each patient’s

oncologist and primary care doctor regarding the management of major depressive
disorder. The finding of this study by Strong et al. (2008) demonstrated significantly
lower scores in depressive symptoms three months post intervention in the patients
that received usual care plus collaborative intervention. Strong et al. (2008) also
found that these improvements in depressive symptoms were still evident at 6 and 12
month follow up.
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In addition to this, Hutchinson, Steginga, and Dunn (2006) provide a five
tiered model of psychosocial care that has been implemented in Queensland,
Australia, which is based on extension of screening programs that have been
recommended in screening guidelines. The model includes the addition of triage or
treatment matching for patients as part of the routine screening process for
psychosocial distress using a telephone based model to conduct triaging. The model
provided by Hutchinson, Steginga, and Dunn (2006) includes the following levels of
intervention: “universal care for everyone affected by cancer with minimal to mild
distress; supportive care for mild to moderate distress; extended care for moderate
distress; specialist care for moderate to severe distress; and acute care for severe
distress” (Hutchinson, Steginga, & Dunn, 2006, p. 543). The underlying principle of
the model is that patients are triaged and then referred to the level of psychosocial
service appropriate to their needs and their situation. The model is also based on the
assumption that there will be various types of services accessible to cancer patients so
that they can access psychological or psychiatric interventions as needed.
These studies provide evidence that an integrated model of care delivery that
includes routine screening and care delivered according to a standardised protocol,
can improve the psychological well-being and the management of depression and
distress in oncology patients, as well as demonstrating that research in this area can be
successfully incorporated into the clinical setting.
Acceptability of Psychosocial Screening
The UK National Screening Committee reports that screening is a clinical
action “by which members of defined population, who do not necessarily perceive
they are at risk of, or already affected by a disease or its complications, are asked a
question or offered a test, to identify those individuals who are more likely to be
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helped than harmed by further tests or treatment to reduce the risk of a disease or its
complications” (Mitchell et al., 2008, p. 226). In the United States, the National
Comprehensive Cancer Network (NCCN) suggests that to ensure that distress in
cancer patients is recognised, it is recommended that “all patients be assessed in the
waiting room of oncology centres using a simple diagnostic tool comprising of the
‘Distress Thermometer’ to assess the level of distress and the accompanying ‘Problem
List’ to identify the cause of distress” (NCCN, 2011, p. MS-7).
The NCCN (2011) and Mitchell et al. (2008) also report that screening may
not be perceived as acceptable by oncology staff. Studies suggest that screening for
psychosocial issues may not be sufficient even when accompanied by feedback of
results to clinicians. Also any potential value is limited by the perceived value to
cancer clinicians and their willingness to use screening methods (Schofield et al.,
2006).

Boyes et al. (2006) asked patients to complete a computerised screen

assessing their psychological well-being while waiting to see the oncologist during
each visit. This included completing the HADS (Hospital Anxiety and Depression
scale). Responses were immediately scored and summary reports were placed in each
patients file for the oncologist’s attention. In the study there was no effect on levels
of anxiety, depression, and perceived needs among those who received the screening
intervention, although only three intervention patients reported that their oncologist
discussed the feedback reports with them (Boyes et al., 2006).
Mitchell et al. (2008) also reports that the value of screening programs is likely
to be limited by the perceived value of them by clinical oncology staff. While there
has been limited research into the acceptability of psychosocial screening programs
with clinical oncology staff, Fallowfield et al. (2001) report that even if clinical
oncology staff are supportive of screening programs, the stressful and difficult
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environments in which they work, often means that they don’t have the time to
implement or support these programs.

Mitchell et al. (2008) also report limited

support for screening programs, due to time constrictions, and lack of training, with
only 10% of specialists using validated questionnaires for screening. A consideration
that needs to be made is also the acceptability of patients to screening programs.
Although the diagnostic validity of mood screening has been examined in cancer care,
the willingness of clinicians and patients to employ these methods has rarely been
examined.
Lee et al. (2010) explored the impact of screening for psychological distress in
an Australian oncology ward, screening for psychological distress in a 12-week pilot
study.

The study by Lee et al. (2010) found that 49% of screened patients reported

significant levels of distress. In regards to the impact of screening on psychosocial
services, this then resulted in a much higher number of referrals to psychosocial
services, which then resulted in a greater need for psychosocial staff in the area. In
regards to the acceptability of screening, Lee et al. (2010) found that while there was
limited participation in feedback from oncology staff, with only 45% of nursing and
psychosocial staff providing feedback, 56% of this 45% reported that they viewed
screening as useful in the care of their patients.
Hawkes et al. (2010) also explored the feasibility of screening for
psychological distress in cancer patients by use of the Distress Thermometer by staff
of a cancer helpline in Queensland, Australia. Anxiety and depression were also
measured using the Hospital Anxiety and Stress Scale (HADS).

The study by

Hawkes et al. (2010) also used the tiered model of care as developed by Hutchinson,
Steginga, and Dunn (2006) to triage study participants by using their score on the
Distress Thermometer as well as the clinical judgement of helpline staff to direct
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referral to psychosocial services. The study by Hawkes et al. (2010) found that
screening was effective with a large proportion of participants reporting distress
related to emotional problems and concerns, with 56% of participants scoring above
the cut-off on the HADS.

The study found that not only was screening for

psychological distress effective, but the results were also consistent with previous
research in the area.
Manne and Andrykowski (2006) reviewed the acceptability of psychological
screening and treatment interventions in patients with cancer, finding that
acceptability can be defined in three ways. The first definition is “whether or not
cancer patients enrol in psychological screening and interventions studies with
acceptability being defined by the number of patients who enrol.

Secondly

acceptance is then defined by the number of patients who actually remain a
participant and then participate in the treatment intervention, and thirdly acceptability
is then defined by the feedback from patient evaluations of screening and
interventions” (Manne & Andrykowski, 2006, p. 101). The review by Manne and
Andrykowski (2006) proposed that given that patient retention rates are high in these
kinds of studies, the evidence would suggest that both psychological screening and
interventions are acceptable to patients with cancer.
Further to this, a study by Palmer et al. (2012) explored the effectiveness of
screening in newly diagnosed breast cancer patients, finding that screening is more
effective as a first step in excluding psychological morbidity than it is in diagnosing
psychological morbidity or distress, although this is dependent on the type of
screening instrument used and whether the screening is focused more on
psychological distress. For example using the Distress Thermometer, or diagnosing
depression or anxiety using a tool such as the Hospital Anxiety and Depression Scale.
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In the current study, both the Distress Thermometer and the Depression Anxiety and
Stress Scale will be utilised to explore both psychological distress and morbidity, as
well as use of the Somatic and Psychological Health Report to identify psychological
and somatic levels of distress or ‘caseness’ which warrant further exploration or
referral to psychosocial services or interventions.
Unmet Needs in the Oncology Population
For many people the diagnosis of cancer has enormous physical,
psychological, and social ramifications. The treatment and course of cancer impacts
on all aspects of patients' daily lives. A diagnosis of cancer also places considerable
demands on health care providers to meet the specific needs of oncology patients.
Patient self-report questionnaires regarding care are increasingly being used in
Australian health care settings to assess the quality and effectiveness of health care
services (Sutherland et al., 2009).
Cancer is a major cause of morbidity and mortality throughout the world, with
millions of people being diagnosed each year and millions dying from the disease. In
Australia, cancer is the second most common form of death, with approximately
55,000 further cases diagnosed each year (AIHW, 2010).

Most cancer patients

receive a combination of treatments including, surgery, chemotherapy and
radiotherapy. These treatments are associated with a wide range of physical and
psychosocial problems.

The psychosocial morbidity in cancer patients has been

explored using a variety of methodologies including quality of life assessments,
patient satisfaction surveys, as well as needs assessment (Girgis & Burton, 2001).
Girgis and Burton (2001) suggest that the assessment of patients’ unmet needs in the
clinical setting may “enable the identification of issues that can be brought to the
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attention of the treating physician or the other health professionals in the oncology
unit” (Girgis & Burton, 2001, p. 269).
Patient Reported Outcome (PRO) assessments are more commonly being used
to assess unmet needs in patients with cancer.

These kinds of report measures,

including the Supportive Care Needs Survey (SCNS), the Cancer Survivors Unmet
Needs measure, and the Cancer Patients Needs Questionnaire, have been designed for
patients to self-report unmet needs across a variety of domains including physical,
psychological, and informational domains (McDowell et al., 2010). Patient reported
outcome measures have also highlighted the incongruence between healthcare needs
identified by healthcare professionals as compared with patients. An example of this
is a study by Snyder et al. (2007), which reported that patients identify information,
needs as the most important aspects of their care, while health professionals identified
symptom related issues.

However, McDowell et al. (2010) report that there is

evidence that depression, anxiety, and psychological distress are associated with
cancer patients reporting greater unmet needs.

Likewise, Snyder et al. (2008)

reported that better emotional functioning was associated with fewer psychological,
patient care and support, and health system and information needs.
A further study by Armes et al. (2009) explored the prevalence and severity of
patients’ self-perceived supportive unmet needs in the immediate post-treatment
phase and to identify predictors of unmet need. The results of the study showed that
most patients do not report unmet needs in the supportive care domains following
treatment, but also found that thirty per cent of patients reported more than five
moderate or severe unmet needs at initial screening. Armes et al. (2009) also found
that unmet needs were also related to the type of treatment provided, for example
hormone treatment, as well as negative mood, and experiencing a significant event
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during the treatment process.

The results of the study by Armes et al. (2009)

suggested that there are cancer survivors with unmet needs who might benefit from
the assessment of unmet needs and subsequent interventions if required. Likewise, a
study by Janda et al. (2008) found that psychological distress was high among
patients and carers, although well within the levels of distress previously reported by
other cancer patient groups and their carers. According to the study by Janda et al.
(2008), psychological distress was closely associated with greater supportive care
needs, with similar results having been reported in other studies. Likewise, an earlier
study by Sanson-Fisher et al. (2000) showed that patients experience high levels of
unmet needs across a range of domains including the psychological, health system
and information, and physical and daily living domains.
McDowell et al. (2010) found that the highest ranked unmet supportive care
needs in cancer patients were in the physical/daily living and psychological needs
domains. This study also found that a large number of patients experienced at least
one moderate to high unmet at baseline and at six month follow up, with the number
of patients reporting unmet needs at baseline being reduced at six month follow up
across all domains. McDowell et al. (2010) also found that greater depression and
greater distress at baseline was associated with patients reporting unmet needs in the
physical/daily living domain at six months follow up.
Although McDowell et al. (2010) report that patients experience less distress
over time, unmet physical/daily living, psychological, and health/information needs
increased with longer time since diagnosis. Stanton et al. (2005) suggest that cancer
patients experience a significant disruption in overall functioning and supportive care
needs immediately following diagnosis and that they continue to require assistance
coping with their cancer throughout the cancer journey. Stanton, Revenson, and

Tennen (2007) also suggest that the realisation that one has cancer may only become
apparent over time following treatment, leaving patients with fewer resources and less
support during their recovery. Stanton, Revenson, and Tennen (2007) suggest that
psychological adjustment to the reality of cancer, and treatment outcomes and sideeffects, may change during the patient’s cancer journey, therefore supporting the
premise that patients’ long-term physical, psychological, and informational needs may
increase over time, leading to an increase in unmet needs across these domains.
In contrast, Sutherland et al. (2009) explored unmet supportive care needs in
newly diagnosed cancer patients. In this study, 236 Victorian cancer patients
completed a telephone version of the Supportive Care Needs Survey-Short Form
(SCNS-SF34), with results indicating that the perceived needs of newly diagnosed
cancer patients were mostly in the area of information provision. Another study by
White et al. (2011) explored the psychosocial and practical support needs of cancer
patients in Western Australia.

Cancer patients were recruited from the Western

Australian Cancer Registry and were the asked to complete the Supportive Care
Needs Survey (SCNS-LF59). A total of 829 individuals completed the SCNS-LF59,
with unmet needs being identified in the psychological and physical/daily living
domains. In addition to this a further study by White et al. (2011) identified disease
specific needs for the five most common cancer groups in Australia, with variations in
unmet needs being identified in different types of cancer, including melanoma
patients reporting unmet needs related to information, and prostate cancer patients
reporting unmet needs in relation to sexuality issues. (White et al., 2011).
Butow et al. (2012) conducted a review of 37 studies exploring the supportive
care needs of cancer patients living in rural or regional areas of Australia.
Approximately 2.3% of Australians live in remote or very remote areas, with 29%
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living in regional areas (ABS, 2008). Most of the studies reported worse outcomes
for rural patients, who report greater unmet needs in the domain of physical and daily
living. Butow et al. (2012) report that this may be due to limitations of location in
relation to access to resources, a more self-sufficient and independent lifestyle, as
well as personality characteristics, such as being more stoical and less likely to ask for
assistance. Travel concerns were also reported as being major concerns for rural
patients and a barrier to accessing care if needed.
A study by Dyson et al. (2012) examined the relationship between unmet
supportive care needs and levels of distress in adolescents and young adults with
cancer.

Levels of distress and unmet supportive care needs were found to be

significant in this population, with unmet needs in the physical and daily living, and
health system and information domains being more important predictors of distress
than being pre-treatment. Levels of anxiety and depression were also explored with
being pre-treatment indicating increased depression and anxiety, and having treatment
post-surgery predicting reduced levels of anxiety (Dyson et al., 2012).
Research has explored psychological distress and unmet supportive care needs
in cancer patients and their carers. Chambers et al. (2012) explored psychological
distress and unmet supportive care needs in 354 cancer patients and 336 carers who
contacted cancer helplines. The results of the study showed 53.4% of patients and
45.2% of carers showed levels of in anxiety, depression, or somatisation (Chambers et
al., 2012). The study by Chambers et al. (2010) also showed that patients reported the
most unmet supportive care needs in the psychological domain, while for carers the
unmet needs were related to health care services and information needs.
Supportive care needs are a different kind of patient reported measure (PRM)
that assesses whether specific needs exist and how well they are being met. A study
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by Snyder et al. (2008) investigated the relationship among different types of PRM’s,
stating that “understanding the relationship between different PRM’s could potentially
assist facilitating the application of these in clinical practice by helping to select
appropriate measures, interpret the results, and to address identified problems”
(Snyder et al., p. 666). The study by Snyder et al. (2008) found that the EORTCQLQ-30 was more effective for measuring symptoms in cancer patients, with the
SCNS being more effective in assessing cancer patients’ level of unmet needs on an
individual basis.
Unmet Needs by Cancer Site
Girgis and Burton (2001, p. 269) define needs as “the requirement of some
action or resource that is necessary, desirable, or useful to attain optimal well-being”.
Ream et al. (2008, p. 1903) define supportive care needs as “requirements for care
arising during illness and treatment to manage symptoms and side effects, enable
adaptation and coping, optimise understanding and informed decision making, and
minimise decrement in functioning”. Research on the needs of patients with cancer
has identified high levels of unmet need and a difference in the types of unmet need
depending on the cancer population studied. As mentioned previously, a study by
Janda et al. (2008) assessed the supportive care needs among brain tumour patients
and their carers and compared the level of unmet needs to other cancer populations.
The study found that patients’ most frequent needs were in relation to fatigue, dealing
with uncertainty about the future, and not being able to do the things they used to do.
Carers unmet needs included managing anxiety and uncertainty in relation to the
patient’s mental or physical deterioration, the impact of being a carer, and stress
management strategies for both the patient and themselves (Janda et al., 2008).

The study by Janda et al. (2008) reported that 30% of patients experienced
reported anxious mood and 17% depressed mood as reported on the HADS, while
amongst carers these were 40% for anxiety and 10% for depression. The study also
found that greater emotional distress predicted higher supportive care needs, while no
association was found between patients’ or carers’ care needs. The study by Janda et
al. (2008) also reported that the level of unmet supportive care needs reported by
patients and their carers in this study was similar to that observed amongst other
cancer populations.
A study by Aranda et al. (2005) explored the quality of life and unmet needs
of women with metastatic breast cancer. The study was conducted at four large urban
hospitals in Melbourne, Australia, with a large number of women reporting concerns
in relation to their physical needs, their role and functioning, as well as a large
number reporting poor global health status. As with previous studies, Aranda et al.
(2005) found that the highest unmet needs were in the psychological and health
information domains.
Various studies have been conducted into the supportive care needs of women
with breast cancer. A study by Akechi et al. (2011) of Japanese women with breast
cancer explored the association between patients’ perceived needs, psychological
distress, and quality of life. The study involved 408 patients who completed the
SCNS-SF34, the Hospital Anxiety and Depression Scale (HADS), and the European
Organization for Research and Treatment of cancer QLC-C 30 (EORTC-30), finding
that patients’ needs were significantly correlated with both psychological distress and
quality of life, with employment status, duration since diagnosis, and stage of disease.
Akechi et al. (2011) found that higher unmet needs were also found in patients with
low performance status.
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Uchida et al. (2011) explored the prevalence of unmet need among advanced
or recurrent breast cancer patients in Asian countries using the Supportive Care Needs
Survey SF-34, finding that unmet need on the SCNS-SF34 was associated with high
levels of psychological distress and quality of life needs.

Patients in the study

reported that the most frequent areas of unmet need were in the psychological domain
and the health system and information domain. The study by Uchida et al. (2011)
suggested that quality of life and psychological distress may be improved with regular
assessment of unmet needs in this population, as well as referral to appropriate
services, especially in the domains mentioned.
An Australian study by Davis et al. (2003) reported that a large percentage of
rural women with breast cancer reported problems such as family ability to cope
during absences, travel concerns, and financial concerns.

Another study of rural

women with breast cancer reported that rural women were two and a half times more
likely than urban women to have some level of unmet need (Girgis et al., 2000). A
further study exploring the needs of rural women with breast cancer in Tasmania was
also conducted by Minstrell et al. (2008). Minstrell et al. (2008) completed needs
assessments using the SCNS at one month and three months post cancer diagnosis,
with high levels of psychological and health system needs identified at one month
post diagnosis, however these were shown to decrease at three months post diagnosis.
Research has also been conducted into the level of unmet need in lung cancer
patients. Patients with lung cancer have been reported to have higher unmet needs,
especially within the psychological and daily living domains (Ugalde et al., 2011).
The study by Ugalde et al. (2011) also reported high levels of general distress
amongst lung cancer patients, with 34.3% scoring significant global distress on the
Distress Thermometer. Lung cancer patients with higher supportive care needs have
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also been found to have worse physical functioning, greater symptom burden, lower
satisfaction with health care, and higher levels of distress and intrusive thoughts about
cancer (Sanders et al., 2010). Levels of depression in patients with lung cancer are
also significant, with 33% of newly diagnosed lung cancer patients being diagnosed
as depressed prior to treatment (Hopwood & Stephens, 2000).
Sanders et al. (2010) also report unmet needs in patients with lung cancer,
with the greatest level of unmet needs in lung cancer patients being in the physical
and daily living domain, then in regards to the psychological domain, health system
and informational needs, and patient care and support needs. When provided with
information in regards to services available to assist them, a large number of patients
expressed interest in at least one supportive care service, as well as in one or more
psychological services (Sanders et ah, 2010). Likewise another study by Fitch and
Steele (2010) demonstrated both physical and psychological unmet needs in patients
with lung cancer. A further study by Liao et ah (2011) of 152 lung cancer patients
reported high levels of supportive care needs, with the unmet needs being identified in
regards to health system and information needs, psychological needs, and patient care
and support needs. High levels of anxiety and depression were reported to be factors
associated with the level of unmet supportive care needs (Liao et ah, 2011).
Unmet supportive care needs have also been explored in patients with
colorectal cancer, with 65% of colorectal cancer diagnoses occurring in patients over
65 years of age (AIHW, 2010). A study by Jorgensen et ah (2011) explored age
differences in unmet needs in this population over the three months following surgery
for colorectal cancer, examining unmet needs in patients younger than 65 years of
age, as well as those aged 65 years and over. The study found that older age predicted
significantly lower levels of unmet need than younger age patients in nearly all
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SCNS-SF34 domains, with unmet needs being highest in both groups on the physical
and psychological domains (Jorgensen et al., 2011).
Prostate cancer is the most common male cancer in Australian men, with
around 100,000 Australian men living with a diagnosis of prostate cancer (Baade,
Youlden, & Krnjacki, 2009). The side effects of treatment for prostate cancer include
urinary incontinence, as well as bowel and erectile dysfunction. A longitudinal study
by Smith et al. (2009) of 1649 men with prostate cancer, identified these men as
having persistent negative effects on quality of life, with 36% to 87% of men
reporting erectile dysfunction, 12% reporting persistent urinary incontinence, and
15% reporting moderate to severe bowel problems. Another study by Smith et al.
(2007) reported that 54% of men with prostate cancer report some level of unmet
psychological need, while 47% report unmet sexuality needs. Further research by
Ream et al. (2008) also identified significant unmet supportive care needs in prostate
cancer patients, as well as high levels of psychological distress, which also impacted
on levels of unmet needs in this population.
Research has also explored levels of unmet need in haematological
malignancies such as multiple myeloma and non-Hodgkin’s lymphoma. A study of
132 multiple myeloma patients and 93 of their partners, using the Cancer Survivors’
Unmet Needs measure (CaSUN), the Hospital Anxiety and Depression Scale and the
EORTC QOL scale found that 26.5% of patients and 29% of partners reported at least
one unmet need, with 27.4% of patients reporting signs of anxiety and 25.2%
reporting signs of depression (Molassiotis et al., 2011). Molassiotis et al. (2011) also
found that anxious and depressed patients also reported more than double the unmet
needs than those patients who were not reporting signs of anxiety or depression. A
further study by Smith et al. (2010), of post-treatment non-Hodgkin’s lymphoma
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patients found that younger patients reported better physical health than older patients
but reported worse mental health and quality of life.
Gynaecological cancers are also known to result in heavy emotional and
physical burdens for patients.

A study of patients with gynaecological cancer

identified high levels of non-physical needs, including fears about the cancer
returning or spreading (Steele & Fitch, 2008). A study by Colagiuri et al. (2011)
comparing the Functional Assessment of Cancer Therapy scale (FACT-G) and the
SCNS-SF34 in women with ovarian cancer also identified the physical and
psychological domains as areas of unmet need in this population.
As highlighted above, levels of unmet in the physical and psychological
domain are common in cancer patients, regardless of cancer site or type of cancer.
Needs related to psychological issues are also more prevalent in cancer patients than
in non-cancer patients (Fujisawa et al., 2010). A review of unmet supportive care
needs in cancer by Harrison et al. (2009) also reported unmet needs across all
domains, with unmet needs being highest and most varied during treatment, but with
individuals also reporting unmet needs more during post treatment than any other
time. This indicates a need for follow up of patients in the post treatment period and
referral to services if appropriate.
Relevance to Current Study
There are currently two major public oncology clinics in the Canberra region,
with an additional private oncology clinic.

While there are social work and

psychology services accessible to cancer patients and their families, both as an
inpatient and outpatient, including referral to community health services, there is no
regular screening program for psychological distress or morbidity in place in the
oncology care setting. Currently referrals to such services are made on an ad hoc
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basis, usually when the patient demonstrates distress, or when distress inadvertently
comes up in conversation with a patient during the treatment process. There is no
regular screening program in place to identify psychological distress or morbidity in
newly diagnosed also.
Standardised measure of psychological morbidity and distress are not routinely
in use, and follow up of patients’ level of the same are not in place once treatment has
ended. As with many oncology centres, the focus continues to be on the physical
aspects of cancer, with psychological care, although recognised as an important
concept, taking less of a focus. This study will be the first to introduce a screening
program for psychological distress and morbidity, as well as assessing unmet needs in
cancer patients in the Canberra region. The study will also explore acceptability of
screening programs to patients in the Canberra regions, with a smaller study
conducted as part of a clinical placement examining acceptability of screening
programs in oncology staff.
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CHAPTER II: SCREENING INSTRUMENTS
A Review of Screening Instruments
Despite the advances in cancer prognosis and treatment, patients who are
diagnosed with cancer have been shown to experience elevated levels of distress. The
medical literature indicates that for a large number of patients, distress remains
largely underreported and subsequently undertreated (Keir et al., 2008). Studies by
Bottomley et al. (1996), Faller et al. (1999), and Holland (1999) have reported that the
distress experienced by cancer patients dramatically interferes with their ability to
cope, and adversely impacts on patient outcomes.
Herschbach et al (2008) suggest that the use of expert rating scales should be
implemented into routine oncology practice, in order to identify and manage
psychological distress in cancer patients. The first expert rating scale for psycho
oncology, the Basic Documentation for Psycho-Oncology (PO-Bado) was developed
by Herschbach et al (2004b) and was used with patients with all types and all stages
of cancer. While found to be an effective scale that complements self-assessment
screening tools, the disadvantage of this expert rating scale is that it is in an interview
form that takes between 20 and 30 minutes to complete, which makes its problematic
for use as an assessment tool in a screening program due to the limited time frame
available to both oncology staff and patients for completing routine psychological
screening.
Vodermaier, Linden, and Siu (2009) conducted a review of the existing
instruments used for screening for psychological distress in cancer patients, reviewing
106 studies that used 33 different screening tools. The review found that many of
these screening tools had good psychometric properties and good validation and
included such screening tools as the Centre for Epidemiologic Studies-Depression
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Scale, the Hospital Anxiety and Depression Scale, the General Health Questionnaire28, the Beck Depression Inventory, and the Brief Symptom Inventory-18. However
the review by Vodermaier, Linden, and Siu (2009) also found that some of the more
newly developed scales such as the Psychosocial Screen for Cancer required
validation against a structured clinical interview.

The use of the Distress

Thermometer was also reviewed by Voldermaier, Linden, and Siu (2009), with the
review finding that 15 validation studies have examined the Distress Thermometer.
Eight of these studies used the Hospital Anxiety and Depression Scale as a
comparative measure, and four studies used other types of instruments to measure
depression and distress.

Two other studies validating the Distress Thermometer

against clinical diagnostic interviews, finding good overall reliability with the Distress
Thermometer (Voldermaier, Linden, & Siu, 2009).
Muzzatti and Annunziata (2012) also reviewed the psychometric properties of
screening tools used to measure psychological distress in cancer patients. Variability
was found across instruments, with some assessing psychological distress as a
construct, and others measuring one to two constructs of distress such as anxiety and
depression, and others being multidimensional tools that measure a wide range of
constructs that comprise psychological distress (Muzzatti & Annunziata, 2012).
The 21-item Psychological Screen for Cancer (PSS-CAN) is another
instrument developed to measure anxiety and depression, perceived social support,
desire for social support, and health related quality of life (Linden et al. (2009).
Linden et al. (2009) found that while the PSS-CAN measures five psychological
constructs, it has not been as successful as the Hospital Anxiety and Depression Scale
(HADS) in measuring depression and anxiety in cancer patients. As well as this,
Linden et al. (2009) report that the PSS-CAN has only been used in a limited number
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of studies and requires further validation of the cut-off scores for the scales that it
measures.
The 12-item General Health Questionnaire (GHQ-12) has also been used to
screen for psychological distress in cancer patients across the cancer trajectory. A
study by Gao et al. (2012) explored the use of the GHQ-12 in newly diagnosed cancer
patients, cancer survivors, and palliative cancer patients, finding that while the GHQ12 was effective in screening for psychological distress in palliative patients, it was
not as effective for cancer outpatients and general community health patients. It was
problematic in newly diagnosed patients as there appeared to be a less clear factor
structure with evidence of item bias found (Gao et al., 2012).
The Edmonton Symptom Assessment System (ESAS) has been proposed as a
screening tool for psychological distress in cancer patients and was developed by
Bruera et al. (1991) and reviewed by Bruera (2012) as a screening tool for use in
cancer patients in the palliative care setting. Since its inception it has been widely
used across many countries for screening in the oncology setting.

A study by

Watanabe, Nekolaichuk, and Beaumont (2012) confirmed that while the ESAS is a
simple and comprehensive self-assessment instrument, it still requires further
refinement in relation in regards to its complexity and patients becoming confused at
times when completing it.

Despite this, Watanabe, Nekolaichuk, and Beaumont

(2012) support its use in screening for distress in oncology patients.
The effectiveness of the Brief Symptom Inventory-18 (BSI-18) as a screening
instrument has been demonstrated in a study by Hjörleifsdöttir et al. (2005) of
Icelandic patients with cancer. The BSI 18 has 18 items that measure responses in
relation to three subscales, somatisation, depression, and anxiety.

The study by

Hjörleifsdöttir et al. (2005) used a combination of the BSI-18 and the Ways of Coping
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Inventory - Cancer Version (WOC-CA) to explore psychological distress, with the
WOC-CA measuring responses across five subscales including seeking and using
social support, focusing on the positive, distancing, cognitive escape and avoidance,
as well as behavioural escape and avoidance. Although the sample size for the study
by Hjörleifsdöttir et al. (2005) was quite small, with only 40 participants, the results
demonstrated that both instruments were effective in measuring psychological distress
amongst cancer patients, which is in line with previous studies utilising the BSI-18
(Hjörleifsdöttir et al., 2005; Voldermaier, Linden, & Siu, 2009).
Another screening instrument used to identify psychological distress in the
oncology population is the Screening Inventory of Psychosocial Problems (SIPP).
The SIPP is a 24 item self-report measure that has been used in Dutch cancer patients
to identify physical complaints, psychological complaints, as well as social and sexual
concerns (Braeken et al., 2009). The Braeken et al. (2009) study explored whether
use of the SIPP had an impact on referral rates to psychosocial services, if it increased
communication between patients and oncology staff in relation to psychosocial issues,
and also whether it was an effective tool for identifying previously undiagnosed
psychological issues. The study by Braeken et al. (2009) found that while further
research utilising the SIPP as measure of psychosocial distress was indicated, it
appeared to prevent the under diagnosis of psychological problems in the care and
management of distress in cancer patients.
A further study by Braeken et al. (2011) explored the feasibility and
effectiveness of the SIPP in identifying psychosocial concerns in patients undergoing
radiotherapy, with higher scores in the SIPP indicating higher levels of psychosocial
problems. The study by Braeken et al. (2011) found that not only was the SIPP
effective in identifying psychosocial distress and increasing referral rates to
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psychosocial services in newly diagnosed cancer patients, the SIPP was also
acceptable to patients with patients, who reported a positive experience during the
screening program. Braeken et al. (2011) also report that radiotherapy staff were also
positive in regards to their experiences of using the SIPP, reporting that it provided
them with more insight into the psychosocial issues faced by patients.
In the Australian context, various studies have been conducted into screening
for psychological distress in cancer patients. A number of studies have explored the
use of the Distress Thermometer (DT), the Depression Anxiety and Stress Scale
DASS, the Hospital Anxiety and Stress Scale (HADS), the Functional Assessment of
Cancer Therapy (FACT), and the Somatic and Psychological Health Report
(SPHERE) (Bennett et al, 2004; Butow et al., 2005; Turner et al, 2005; Boyes et al.,
2006; Thewes & Butow, 2007; Thewes et al., 2009; Patel et al., 2011).
Bennett et al (2004) explored psychological distress and fatigue in women
with breast cancer using the Somatic and Psychological Health Report (SPHERE) and
the Functional Assessment of Cancer Therapy (FACT). The study by Bennett et al.
(2004) found that the SPHERE was effective as a screening tool for psychological
distress as well as fatigue, with 31% of participants in the study providing responses
on the SPHERE that indicated psychological distress or ‘caseness’, 37% of
participants providing responses that indicated fatigue, and 20% of participants
scoring across both domains. Likewise, a further study by Butow et al. (2005) used
the SPHERE as a screening tool for psychological morbidity in women who were at
increased risk of developing breast cancer, finding that the SPHERE was also
effective for screening for both somatic and psychological distress in this population.
A study by Patel et al. (2011) explored the use of short screening measures,
such as the Distress Thermometer (DT) and the Hospital Anxiety and Depression
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Scale (HADS) in patients with colorectal cancer. The study by Patel et al. (2011)
found that both instruments were comparable in identifying anxiety and depression as
a screening tool, but that further clinical assessment and interview was required once
this had been identified. However, in the study by Patel et al. (2011), the Distress
Thermometer was reported to lack sensitivity in identifying anxiety levels.
A research report by Thewes and Butow (2007) and a pilot study by Thewes et
al. (2009) explored the use of psychological screening for newly diagnosed cancer
patients in rural New South Wales using the Distress Thermometer, the SPHERE, and
the Supportive Care Needs Survey.

The study explored rates of referral to

psychosocial services following screening, as well as the level of unmet supportive
care needs at six months follow up. While the study by Thewes et al. (2009) found
that screening for psychological distress did not increase referral rates to psychosocial
services, the Distress Thermometer was found to be an effective screening tool in
terms of its sensitivity and specificity. The pilot study by Thewes et al. (2009) was
conducted with patients covered by the Greater Southern Area Health Service in New
South Wales and in collaboration with oncology staff based in that region.
The current study further explores the use of the Distress Thermometer and
the SPHERE in newly diagnosed cancer patients in the Australian Capital Territory,
with the introduction of a screening program at The Canberra Hospital and Calvary
Hospital oncology clinics. Further to this the Depression Anxiety and Stress Scale
(DASS-42) was also used as a screening tool to identify the potential levels of
depression, anxiety and stress reported by patients.

The Supportive Care Needs

Survey (SCNS) was also used at six months follow up to identify levels of unmet
need. Justification for these screening instruments included previous research and use
of these instruments in the Australian context for the Distress Thermometer (Thewes
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& Butow, 2007; Thewes et al, 2009; Patel et al, 2011), the SPHERE (Clarke &
McKenzie, 2003; Bennett et al., 2004; Butow et al., 2005; McFarlane et al., 2008;
Wilhelm et al, 2008) and the SCNS (Boyes et al., 2006; Thewes et al, 2009; Schofield
et al, 2012) as well as research studies (Lovibond & Lovibond, 1995; Covic et al.,
2012; Dahm, Wong, & Ponsford, 2013) supporting the use of the Depression Anxiety
and Stress Scales (DASS) in the primary care setting in Australia. The DASS-42 was
used in this study as it has been shown to be an effective instrument for screening for
depression and anxiety, as well as being comparable to the HADS in previous studies
(Covic et al, 2012; Dahm, Wong, & Ponsford, 2013). As an additional benefit, the
DASS-42 has no cost associated with its use as it is available in the public domain.
None of the instruments used in the study were meant to replace a complete
psychological assessment or interview, rather they were used as an indication of
psychological distress that may warrant referral to or follow up by psychosocial
services. A more in-depth summary of these instruments will now be explored.
The Distress Thermometer
In this study the Distress Thermometer (DT) was selected as the instrument
that was used to screen for psychological distress. The DT has established reliability
and validity as a method of screening in oncology settings (Roth et al., 1998; Trask et
al., 2002; Jacobsen et al., 2005). It has good face validity, there is not cost associated
with it, and it does not take long to complete.

The Distress Thermometer was

developed by the National Comprehensive Cancer Network (NCCN) in the United
States, and is recommended by this body as a psychosocial screening tool for
oncology settings in their Clinical Practice Guidelines (Holland, 1999; NCCN, 2005).
An analysis of the efficacy of the Distress Thermometer and other brief
screening instruments by Mitchell (2007) found that while short screening methods
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such as the Distress Thermometer were useful for screening out depression, anxiety
and distress, they were not so accurate in screening for depression, anxiety, and
distress, being only 34% to 60% accurate at this. It is for this reason that the DASS42 was also included as a screening measurement in this study.
There has been previous research evaluating the utility of the Distress
Thermometer.

Patients with prostate cancer and patients who were potential

candidates for bone marrow transplantation were administered the DT and the
Hospital Anxiety Depression Scale (HADS), with the DT being found to be effective
in determining both clinical and sub-clinical levels of distress in cancer patients
(Özlap et al., 2007). A study by Hegel et al. (2008) examined the effectiveness of the
Distress Thermometer (DT) as a screening tool in newly diagnosed breast cancer
patients, examining its effectiveness in screening for depression. The study by Hegel
et al. (2008) found that although it is a brief screening instrument, the Distress
Thermometer was an effective screening tool for depression relative to the Patient
Health Questionnaire 9-item Depression Module (PHQ-9).
A study by Patel et al. (2011) also explored the effectiveness of the Distress
Thermometer as a screening tool for psychological morbidity in patients with
colorectal cancer, with the aim of the study being to explore the use of the Distress
Thermometer and the Hospital Anxiety and Stress Scale (HADS) in identifying those
patients who may have a diagnosis of a clinical disorder. While both instruments
were effective in identifying depression, Patel et al. (2011) found that the Distress
Thermometer was less effective in identifying anxiety in these patients.
Mertz et al. (2012) also explored the level of distress in cancer patients, using
the Distress Thermometer as a screening instrument for women with breast cancer.
The study by Mertz et al. (2012) found that 77% of newly diagnosed women
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experienced psychological distress when using a cut off score of three. These results
are not surprising as the usual cut off for the Distress Thermometer is a score of four
or five, so lowering of the score would increase the likelihood of finding distress in
this population. For the current study a cut off score of five was utilised for use with
newly diagnosed cancer patients.
Establishment of Distress Thermometer Cut-off Scores
A study by Özlap et al. (2007) of 182 Turkish cancer patients, attempted to
constitute the most appropriate sensitivity and specificity of the Distress Thermometer
(DT), with the scores on the DT being compared with established HADS cut-off
scores by the use of ROC analysis and curves. The ROC curves were used to
differentiate the sensitivity and specificity for every possible cut-off score on the DT.
In the Özlap et al. (2007) study, “an area under the curve (AUC) in each ROC curve
gets an estimate of the overall discriminative accuracy of the DT relative to the
established cut-off score of the HADS, with an AUC of 1 represents a test with
perfect accuracy relative to the established criterion, whereas an AUC of 0.5
represents a test with no apparent accuracy relative to the established criterion”
(Özlap et al., 2007, p. 306). In the Özlap et al. (2007) study the AUC was 0.66
(/?<0.0010) using the HADS cut-off score as the criterion.
The study by Özlap et al. (2007), using the HADS as the criterion, reported
that a DT cut-off score of 4 was able to produce a sensitivity of 0.73 and a specificity
of 0.49.

However when the relationship of DT cut-off score and HADS cut-off

scores was evaluated, those patients who scored “at or above the cut-off of 4 on the
DT had more physical, family, and emotional problems than patients who scored
below” (Özlap et al., 2007, p. 307). The study also demonstrated that patients who
scored “at or above the cut-off of 15 on the HADS had more physical problems than
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patients who scored below 15” (Özlap et al., 2007, p. 307). The study by Özlap et al.
(2007), also found that scores on the Distress Thermometer were positively correlated
with the anxiety and depression subscales on the HADS, as well finding that scores on
the Distress Thermometer and the EORTC-QLQ-C30 were “negatively correlated in
terms of scores on global quality of life, physical functioning, role functioning,
emotional functioning, cognitive functioning, and social functioning” (Özlap et al.,
2007, p. 308). However, positive correlations were observed between scores on the
Distress Thermometer and the EORTC-QLQ-C30 in relation to physical symptoms
(Özlap et al., 2007). The Distress Thermometer and associated Problem List can be
found in Appendix B.
Distress Thermometer Caseness
The distress management guidelines by the NCCN (National Comprehensive
Cancer Network, 2011) suggest a cut-off point of 5 on the Distress Thermometer as
indicative of clinically significant distress warranting referral to psychosocial support
services. A Korean study by Shim et al. (2008) had a primary goal of investigating
the Distress Thermometer’s optimal cut-off score in Korean cancer patients. The
study by Shim et al. (2008) found that the mean score on the Distress Thermometer
was 4.11. The study found that the rate of distress using a cut-off score on 4 on the
Distress Thermometer was 56.5% (Shim et al., 2008).
Shim et al. (2008) performed ROC analyses to identify the valid cut-off DT
score, and then identified caseness as defined by the Hospital Anxiety and Depression
Scale (HADS). When comparing the Distress Thermometer and the HADS, the ROC
curve predicted the existence of psychological distress caseness. Using regression
analysis Shim et al. (2008) were able to determine the degree that HADS scores
explained DT scores, and reported that “anxiety and depression scores on the HADS
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accounted for 27% of the variability in DT scores, and only the impact of depression
was significant and greater than anxiety” (Shim et al., 2008, p. 551)
In a UK validation study of the distress thermometer by Gessler et al. (2008),
the establishment of Distress Thermometer (DT) cut-off scores was compared with
the HADS, the GHQ-12, and the BSI-18.

When comparing the DT against the

HADS, sensitivity and specificity was found to be high for cut-off points 3 vs. 4 and 4
vs. 5 on the DT. The study by Gessler et al. (2008) demonstrated that a cut-off point
of 4 vs. 5 showed a high level of sensitivity and specificity. The study by Gessler et
al. (2008) also showed that “the area under the ROC curve demonstrated an 88%
probability that a randomly selected patient defined as a case by the HADS would
score higher on the DT than a randomly selected patient defined as a non-case”
(Gessler et al., 2008, p. 542)
In the study by Gessler et al. (2008) the sensitivity and specificity of the DT
against the GHQ-12 was acceptable at the cut-off points of 2 vs. 3, 3 vs. 4, and 4 vs.
5. A cut-off point of 3 vs. 4 demonstrated a high level of sensitivity and specificity.
The study showed that “the area under the ROC curve showed a 79% probability that
randomly selected patients defined as a case by the GHQ-12 would score higher on
the DT than a randomly selected patient defined as a non-case” (Gessler et al, 2008, p.
542).
The sensitivity and specificity of the DT against the BSI-18 was acceptable for
cut-off points 4 vs. 5 and 5 vs. 6, with a cut-off point of 4 vs. 5 demonstrating a high
level of sensitivity and specificity. The study by Gessler et al. (2008) showed that the
area under the ROC curve showed “an 87% probability that a randomly selected
patient defined as a case by the BSI-18 would score higher on the DT than a randomly
selected patient defined as a non-case” (Gessler et al., 2008, p. 542)
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Validation of the Distress Thermometer
A number of well-validated measures exist that can be used as distress
screeners. These include the Hospital Anxiety and Depression Scale (HADS), the 18
item version of the Brief Symptom Inventory (BSI-18), and the Centre for
Epidemiological Studies Depression Scale (CES-D), however, these measures require
time commitments that can limit their use in busy oncology clinics (Ransom,
Jacobsen, & Booth-Jones, 2006). Research is supportive of the Distress Thermometer
(DT) when it is compared to longer distress related instruments. A recent multi
centre validation study by Jacobsen et al. (2005) compared the DT with the HADS in
a sample of patients with mixed cancer diagnoses. Jacobsen et al. (2005) found that a
DT cut-off score of 4 was the most sensitive and specific in identifying patients who
obtained a score of 14 or higher on the HADS. Ransom, Jacobsen, and Booth-Jones
(2006) also found that an optimal DT score of 4 was also supported when it was
compared to BSI-18 cut-off scores.
The study by Ransom, Jacobsen, and Booth-Jones (2006) explored and
clarified the psychometric characteristics of the DT by examining the DT’s
relationship with the CES-D.

The study by Ransom, Jacobsen, and Booth-Jones

(2006) of 491 bone marrow transplant patients found that there were the following
relationships between the DT and the CES-D.

When a CES-D cut-off score of 16

was used, 24% of participants reported clinically significant depressive symptoms.
There was a significant correlation between the DT and the CES-D, and the results of
the study showed that the DT shared substantial variance with the CES-D (Ransom,
Jacobsen, & Booth-Jones, 2006). The study by Ransom, Jacobsen, and Booth-Jones
(2006) demonstrated the efficacy of the distress thermometer within the bone marrow
transplant patient population, being one of the largest studies that has been conducted
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using the distress thermometer. Likewise, studies by Montgomery et al. (2003) and
Degner and Sloan (1995) have also demonstrated the efficacy of the distress
thermometer in the oncology setting.
Depression Anxiety and Stress Scale
The relationship between the negative affective conditions of depression and
anxiety is of theoretical as well as clinical interest. Lovibond and Lovibond (1995)
explored the clinical overlap between depression and anxiety, as well as the concept
of stress, and found that there were difficulties related to studying depression, anxiety,
and stress when looking at negative affect (Lovibond & Lovibond, 1995).
Clark and Watson (1991) have summarised the research evidence relating to
the assessment of anxiety and depression, finding that self-report anxiety and
depression scales typically correlate between 0.40 and 0.70 across a wide range of
patient and non-patient samples. The anxiety scales were to often correlate as highly
with depression scales as with other anxiety scales, and depression scales showed
equal lack of specificity. In addition, Clark and Watson (1991) found that only about
half the patients diagnosed as having a depressive or anxiety disorder show true
symptoms.
The Depression, Anxiety and Stress Scale (DASS) is a set of three self-report
scales designed to measure the negative emotional states of depression, anxiety and
stress (Parkitny & McAuley, 2010). The DASS was constructed not only to measure
conventionally defined emotional states, but to also further the process of defining,
understanding, and measuring the pervasive and clinically significant emotional states
usually reported by patients with depression, anxiety and stress (Lovibond &
Lovibond, 1995).
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The depression scale measures dysphoria, hopelessness, devaluation of life,
self-deprecation, anhedonia, and lack of motivation and activity; the anxiety scale
measures physiological arousal, muscle tension, situational anxiety, as well as the
patient’s experiences of anxiety; and the stress scale is sensitive to levels of chronic
and ongoing arousal, and measures difficulty relaxing, nervous tension, being easily
startled and upset, as well as levels of agitation, irritability, and hypervigilence
(Lovibond and Lovibond, 1995b). The DASS has been shown to have high internal
consistency and to yield meaningful discriminations in a variety of settings (Lovibond
& Lovibond, 1995).
Crawford and Henry (2003) explored the use of the DASS in a large sample of
individuals in the United Kingdom in order to obtain normative data, and compared it
with the Hospital Anxiety and Depression Scale (HADS), the Personal Disturbance
Scale (sAD), and the Positive and Negative Affect Schedule (PANAS) in order to
determine the validity of the DASS. In the study by Crawford and Henry (2003), the
DASS was found to be a reliable measure of the constructs of depression, anxiety and
stress, as well as being a valid measurement of these. A further study by Sinclair et al.
(2012), also explored the psychometric properties and normative data of the DASS in
a large sample of non-clinical participants in the United States, comparing it with the
Rosenberg Self-Esteem Scale (RSES), finding that the three factor model of
depression, anxiety, and stress were well supported when compared with one factor
models.
The psychometric properties of the DASS were also explored by Hekimoglu et
al. (2012). The study by Hekimoglu et al. (2012) explored the use of the DASS in the
Turkish outpatient setting, comparing it with the Beck Depression Inventory (BDI)
and the Beck Anxiety Inventory (BAI), finding that even in translation, the DASS is a
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reliable and valid instrument for measuring the constructs of depression, anxiety and
stress that it was designed for. The DASS has also been found to be valid and reliable
measure of depression, anxiety and stress in other cultural setting including in
Vietnamese women (Tran, Tran, & Fischer, 2013). The study by Tran, Tran, and
Fisher (2013) found that the translated version of the DASS was a valid instrument
for detecting depression, anxiety, and stress in this population.
Another study by Oei et al. (2013) also explored the use of the DASS across
cultures, comparing it with the Beck Depression Inventory (BDI), the Beck Anxiety
Inventory (BAI), the Positive and Negative Affect Schedule (PANAS), and the
Personal Strain Questionnaire (PSQ). Oei et al. (2013) found that an 18 item DASS
(that had three items of the stress scale removed), rather than a 21 item DASS, was
more effective as a screening tool across Asian populations, with the DASS-18 also
having good internal reliability.
Use of the DASS in the Clinical Setting
The DASS is quite valuable in the clinical setting as it can be used explore the
individual’s emotional disturbance as part of a broader clinical assessment. The main
function of the DASS is to assess the severity of symptoms of depression, anxiety and
stress.

However, clinically depressed, anxious or stressed patients may also

experience additional symptoms that are common to all three states, including sleep
disturbance, appetite disturbance, and sexual disturbance (Lovibond & Lovibond,
1995).
The usefulness of the DASS in the clinical setting is that it may be
administered by a variety of allied health professionals including nurses,
physiotherapists, psychologists and social workers. However, despite this it has been
suggested that that clinical decisions should not be made on the basis of score
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profiles, and should be made following a psychological assessment or clinical
interview by experienced clinicians who have experience in the use of such screening
instruments (Parkitny & McAuley, 2010). The DASS also does not assess suicidality
so risk assessment is something that should be carried out by an experienced clinician
in a clinical interview or psychological assessment.
The DASS is also based on a dimensional rather than a categorical conception
of psychological disorder, and its development came from the assumption that there
are degrees of difference between the depression, anxiety and stress experienced by
normal populations and those that exhibit clinical symptoms (Lovibond & Lovibond,
1995). The DASS therefore has no direct implications for the allocation of patients to
discrete diagnostic categories postulated in classificatory system such as the DSM-V
and ICD-10. Lovibond and Lovibond (1995) have subsequently recommended cut
offs scores for the DASS such as normal, moderate, and severe, and extremely severe
in its subscales.
Characteristics of High Scores on each DASS Scale
Research has explored the characteristics of individuals who report high
scores on the DASS (Lovibond & Lovibond, 1995; Covic et al., 2012; Osman et al.,
2012; Dahm, Wong, & Ponsford; 2013), finding that individuals commonly report the
following in relation to each scale. In terms of depression, characteristics reported are
pessimism, loss of hope regarding the future, low mood, anhedonia, loss of
motivation, and a sense that life has no meaning or value Lovibond & Lovibond,
1995). In regards to anxiety symptoms; physiological symptoms such as shortness of
breath, increased heart rate, shakiness, excessive worrying, and being apprehensive
and panic stricken (Lovibond & Lovibond, 1995). In regards to stress symptoms;
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being unable to relax, feeling tense, being more reactive than usual, as well as being
more irritable and reactive than usual (Lovibond & Lovibond, 1995).
The DASS can either be delivered individually or within a group setting for
research purposes. Research has shown that the DASS is able to measure symptoms
of depression, anxiety, and stress and as such is useful as a screening instrument for
research that is examining these constructs in participants. The DASS is available as
a 21 item or 42 item instrument and for this study the 42 item was used and can be
found in Appendix B.
Somatic and Psychological Health Report (SPHERE)
The Somatic and Psychological Health Report Short Form (SPHERE-SF12) is
12-item questionnaire that measures psychological and somatic forms of distress, and
was developed and validated in Australia (Hickie et al., 1996; Hickie et al., 1998; and
Hickie et al., 2001). The SPHERE-SF12 was used in the current study as a measure of
psychological distress or caseness, as well as being a gold-standard measure against
which the sensitivity and specificity of the Distress Thermometer could be determined
in the oncology outpatient setting in the Australian Capital Territory. The SPHERE
was developed from previous questionnaires and interview assessment methods, such
as the General Health Questionnaire-30 (GHQ-30) (Goldberg & Williams, 1988), the
Schedule of Fatigue and Anergia (SOFA) (Hadzi-Pavlovic et al., 2000), the Fatigue
and Irritability Questionnaire (FIQ) (Hadzi-Pavlovic, Hickie, & Hooker, 1997), and
the Diagnostic Interview Schedule (DIS) (American Psychiatric Association, 1995).
The SPHERE has been found to be useful in general practice settings, and with
normal populations. The reliability, sensitivity and validity of the SPHERE has been
established in a number of studies that have included cancer patients (Butow et al.,
2005; McFarlane et al., 2008; Thewes et al., 2009). It has demonstrated to predict
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formal psychiatric diagnosis, disability ratings, physician diagnosis and physician
rating of risk as a result of mental disorder. The SPHERE has a high test-retest
reliability (Wilhelm et al., 2008; Hickie et ah, 1996; Hickie et al., 1998; Hickie et ah,
2001). The SPHERE-SF12 can be found in Appendix B.
Hickie et al. (2001) suggest that measures used in general medical settings
should have a number of key characteristics. These include taking a short time to
complete, being low cost, and self-report measures instead of clinician administered
ones. The results of measures used in general medical settings also need to be able to
be communicated to patients and be able to demonstrate changes in clinical status.
Hickie et al. (2001) also suggest that symptom based measurements should be focused
on the common symptoms of depression, anxiety or related somatic symptomatology.
Because of this, Hickie et al. (2001) recommended a small series of instruments for
used in general medical settings, including the Kessler Psychological Distress Scale,
the Somatic and Psychological Health Report (SPHERE), and the Hospital Anxiety
and Depression Scale (HADS).
Wilhelm et al.(2008) explored the use of the SPHERE for assisting general
practitioners in identifying mental health issues in their patients. The study found that
the SPHERE was more effective in detecting mental health issues than was the
Composite International Diagnostic Interview - Auto (CIDI-A) when using DSM-IV
criteria. The SPHERE was also reported to be more in line with the assessment of
general practitioners than was the CIDI-A (Wilhelm et al., 2008).
Wilhelm et at. (2008) explored the use of the SPHERE for assisting general
practitioners in identifying mental health issues in their patients. The study found that
the SPHERE was more effective in detecting mental health issues than was the
Composite International Diagnostic Interview - Auto (CIDI-A) when using DSM-IV
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criteria. The SPHERE was also reported to be more in line with the assessment of
general practitioners than was the CIDI-A (Wilhelm et al., 2008).
The SPHERE has a 34-item version that was developed to rate the
psychological and somatic symptoms reported by patients with common mental
disorders in primary and other medical settings. As well as this the validity and
usefulness of the 12-item version for use in primary care was demonstrated as part of
‘SPHERE: A National Depression Project’ and was based on more than 46,000
consultations in Australian general practice (Hickie et ah, 2001).
According to Hickie et ah (2001) the SPHERE is best used to differentiate two
levels and three types of common mental disorders, with patients reporting either
psychological symptoms or somatic ones, or sometimes both.

The levels of the

instrument predict not only formal psychiatric diagnoses, but also disability and
doctor-patient perceived need for mental health care (Hickie et ah, 2001).
Another further study by Clarke and McKenzie (2003) examined the
sensitivity and specificity of the 12-item Somatic and Psychological Health Report
(SPHERE-SF12).

The sensitivities of the questionnaire, scored in three different

ways, ranged from 100% to 47%, with specificities ranging from 18% to 72% (Clarke
& McKenzie, 2003). The study found that as a global screen for mental disorder, the
SPHERE had a very high false-positive rate, and the conclusion of the study found
that the evidence is insufficient to recommend the 12-item SPHERE as a screening
instrument for DSM-IV mental disorders in general practice.
However, as mentioned previously the SPHERE has been used in research
studies in Australia, including those by Bennett et ah (2004), Butow et ah (2005),
McFarlane et ah (2008), and Thewes et ah (2009).

These studies all used the

SPHERE as a measure of psychological distress or caseness, finding that it was an
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effective instrument for identifying both depression and anxiety in cancer patients. In
particular, the study by Thewes et al. (2009) used the SPHERE-SF12 as a standard
measure of psychological distress, comparing its efficacy with that of the Distress
Thermometer. As already mentioned the SPHERE-SF12 was used in the current
study for this purpose also.
Supportive Care Needs Survey
The Supportive Care Needs Survey (SCNS) is an instrument that is used for
assessing the perceived needs of people diagnosed with cancer.

The SCNS was

developed by the Centre for Health Research and Psychology (CHeRP) (McElduff et
al., 2004) after more than a decade of research. Researchers and clinical groups
around Australia, as well as internationally, have used the SCNS for research and
quality assurance purposes.
In the past the effectiveness of cancer treatment has been dependent on
medical approaches to treatment, with psychological distress or symptomatology
often going unnoticed. However, with an increase in the rate of cancer survival, the
assessment of patients’ survival and psychological well being has become more
important.

A needs assessment is “a direct measure of the difference between

patients’ own experiences of the cancer journey, as well as their expectations of the
same, and measures not only the patient’s own perceptions of their need for help on
various issues, but also the level of the patient’s desire and willingness for help in
dealing with unmet needs” (McElduff et al., 2004, p. 2).
Lattimore-Foot (1996) examined all of the needs assessment literature in the
oncology field published between 1985 and 1995 and found that no instrument met all
of the following criteria for an acceptable needs assessment tool.

These criteria

include being able to measure a multidimensional and comprehensive range of needs,
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being able to directly assess the patient’s perception of their needs, to assess that types
of needs may have been experienced, and to explore the level of unmet needs still
remaining (Lattimore-Foot, 1996).

Lattimore-Foot (1996) also identified that no

instrument demonstrated acceptable reliability and validity, or was easily used by
patients and oncology staff. The first short-form of the SCNS was developed in 1998,
which resulted in a 34-item short-form of the survey (SCNS-34) covering the
following five domains of need: psychological, health system and information,
physical and daily living, patient care and support, and sexuality. (McElduff et al.,
2004). The SCNS-SF34 can be found in Appendix B.
The Supportive Care Needs Survey (SCNS) was designed to provide a
comprehensive assessment of the multidimensional impact of cancer.

It assesses

patient needs as well as measuring the level of need required. The SCNS assesses
levels of unmet needs in cancer patients across five domains, encompassing
psychological, health system and information, physical/daily living, patient care and
support, and sexuality (McElduff et al., 2004). The Supportive Care Needs Survey has
been shown to be psychometrically sound, demonstrating good face and content
validity, as well as internal reliability (Bonevski et al., 2000).

The SCNS-SF34

collects the patient’s self-reported levels of needs as rated over the last month within a
five-point Likert scale, ranging from no need to high need, and has been found to
have good construct validity and high internal consistency in studies of Australian
cancer patients (McElduff et al., 2004). Likewise, a study comparing the SCNS-SF34
with the Hospital Anxiety and Depression Scale (HADS) in men with prostate cancer,
found moderate to large convergent relationships between the two (Schofield et al.,
2012).
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According to McElduff et al. (2004), the Supportive Care Needs Survey can
be used in both the research and clinical practice settings. It has previously been used
to identify priorities for action, to assess current clinical practice in order to identify
areas for improvement, and as an intervention to reduce patients’ perceived needs
(Girgis & Burton, 2001).
Various modules of the SCNS have also been developed for use in the
oncology setting and for use in assessing access to health care and support services,
with breast cancer patients, melanoma patients, prostate cancer patients, and patients
with bowel cancer. However, the modules are applicable to all cancer patients and
they assess needs such as need for help to access transport, financial assistance,
information resources, counselling and support services, domestic help, as well as
other services such as child minding (Bonevski et al., 2000). McElduff et al. (2004)
have also developed two breast cancer modules, one for use in long-term survivors of
breast cancer and one for use in recent survivors of breast cancer.
The long-term survivors’ module assesses needs such as “self-image,
interpersonal relationships, lymphoedema, use of prostheses, and genetic aspects of
breast cancer, while the recent survivor’s module assesses needs related to coping,
fertility, impact of pain, access to services and resources, and information and medical
communication” (McElduff et al., 2004, p. 11). Thewes et al. (2003) reports that
these modules have also demonstrated reliability and validity.
The melanoma module consists of items related to assessing needs related to
skin soreness, recurrence, as well as information related to skin protection.

The

prostate cancer module consists of items related to assessing needs related to urinary
function, bowel function, and masculine self-image.

The colostomy module for

patients with bowel cancer assesses needs in patients with a colostomy bag related to
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emotional adjustment, lifestyle changes, interpersonal relations, and issues related to
colostomy management (McElduff et al., 2004).
Given its already widespread use both in the Australian context as well as
internationally, the Supportive Care Needs Survey was used in the current study as a
means of measuring the levels and types of unmet need in newly diagnosed cancer
patients at the six month follow up point.
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CHAPTER III: AIMS AND HYPOTHESIS FOR CURRENT
RESEARCH
Numerous studies have shown that psychosocial interventions are effective in
reducing distress and improving overall quality of life for patients with cancer (Adler
& Page, 2008; Jacobsen & Jim, 2008; Kroenke et al., 2006). Over the past two
decades, the improvement in both detection and treatment of cancer has increased
overall survival rates have increased in patients with cancer. However, many of these
treatment options also result in long-term side effects for patients with cancer and
may impact upon their quality of life. Various studies have shown that the effects of
treatment may include fatigue, psychological distress such as anxiety and depression,
pain, change in body image and self-confidence, and decreased quality of life (Allart,
Soubeyran, & Cousson-Gelie, 2013; Bennett et al., 2004; Girgis et al., 2000;
Schumacher et al., 2012; Vitek, Rosenzweig, & Stollings, 2007).
As mentioned in the previous chapters, psychological distress is a common
consequence of being diagnosed with cancer and can impact on not only compliance
with treatment, but also survival time as a consequence (Partridge et al., 2003; Zabora
et al., 2001). In a study of 4496 cancer patients, Zabora et al. (2001) explored the
prevalence of psychological distress by cancer site, reporting that the overall
prevalence of distress was 35.1%, which varied from 29.6% for patients with
gynaecological cancers, to 43.4% for lung cancer patients. Further studies have also
examined psychological distress in cancer patients and have reported a high
prevalence of distress, as well as depression and other psychiatric disorders (Carlsen
et al., 2005; Hegel et al., 2006; Holland & Alici, 2010; Massie, 2004; Spiegel &
Giese-Davis, 2003).
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Depression and anxiety are also risk factors for non-compliance with
treatment.

A meta-analysis by DiMatteo, Lepper, and Croghan (2000) explored

compliance with treatment, and found that non-compliance was three times greater in
depressed cancer patients, in comparison with non-depressed cancer patients.
Partridge et al. (2003) explored compliance with tamoxifen treatment in women with
breast cancer and reported that overall compliance with tamoxifen decreased to 50%
in the fourth year of treatment, and that nearly a quarter of patients were at risk of an
inadequate response to treatment due to non-compliance with treatment.

Further

studies have also demonstrated that adherence to cancer treatment is impacted by both
quality of life and level of psychological distress, with both anxiety and depression
playing a role in non-adherence to treatment (Magai et al., 2007; Ncugut et al., 2012;
Partridge et al., 2010).
As mentioned in previous chapters, the Institute of Medicine (IOM) (2007)
report found strong evidence to support a range of psychosocial interventions in
cancer care (Adler & Page, 2008).

The IOM review examined psychosocial

interventions including psychological, social, and pharmacological treatment
approaches, and the associated impact on quality of life and survival. The review
included randomised clinical trials, systematic reviews, and meta-analyses. Results
demonstrated that client care could be improved by integrating psychosocial
considerations (including screening) into cancer treatment (Adler & Page, 2008).
Overview of this Research
This thesis builds on the large volume of research that suggests that
psychological distress is of major concern in patients who have been diagnosed with
cancer.

It explores psychological distress in newly diagnosed cancer patients

attending for their first visit to the oncology clinics in the Canberra region. At the
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current time, routine screening for psychological distress is not considered part of
standard cancer care in the Australian Capital Territory.

This thesis involves an

examination of the impact of screening on patient outcomes, patient attitudes towards
screening, referral to psychosocial services following screening, as well as levels of
psychological morbidity in newly diagnosed cancer patients. This thesis also explores
the level of unmet need in newly diagnosed cancer patients at six months post the first
oncology clinic visit.
Research has shown cancer patients are at high risk of developing
psychological disorders, with up to 20-35% of patients experiencing mood disorders
and 15-23% experiencing clinically significant levels of anxiety (National Breast
Cancer Centre, 2003). Studies comparing rural and urban cancer patients report few
differences in the nature and extent of emotional needs (Bain & Campbell, 2000;
Girgis et al., 2000; Thewes et al, 2009) The ACT and NSW Cancer Plan has made a
commitment to implement the Clinical Services Framework for Optimising Cancer
Care in the ACT and NSW, especially in regards to the assessment of psychosocial
needs and referral to appropriate psychosocial care.
Routine psychosocial screening also enables services to examine the level of
psychosocial need at a local level, and allows often limited resources to be directed to
those who are most in need. Psychological self-report questionnaires are both
acceptable and convenient and have been widely adopted in clinical settings with
cancer patients and in research settings. There is a growing trend in Australian cancer
clinics towards the incorporation of psychosocial screening into routine clinical
practice to enhance the provision of multi-disciplinary care. Currently no oncology
clinics within the ACT use standardised routine psychosocial screening tools. Similar
studies exploring psychological screening in the oncology setting have also been
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conducted in Newcastle, Greater Southern Area Health Service, and The University of
Sydney (McElduff et ah, 2004; Lattimore-Foot, 1996; Thewes & Butow, 2007;
Thewes et ah, 2009).
However, the idea of screening for distress is not without controversy.
Distress screening measures, when compared with structured interviews for
diagnosable psychiatric disorders, generally lack specificity, and concerns have been
reported that routine screening will result in considerable wasted resources (Coyne et
ah, 2000; Coyne, 2013). However, Hoffman et ah (2004) have suggested that the goal
is not to identify all diagnosable psychiatric disorders in cancer patients, but to target
and offer interventions for the broader conditions that cause psychosocial distress in
cancer patients.
Aims and Objectives
The aim of this research was to prospectively explore the utility and feasibility
of the introduction of a routine program to screen for psychological distress in newly
diagnosed cancer patients at the oncology clinics at The Canberra Hospital and
Calvary Hospital in Canberra.
Study 1 explores the impact of a routine screening program for psychological
distress in relation to the rates of referral to psychosocial services for individuals with
psychological distress both pre and post the introduction of a screening program, as
well as the acceptability of and patient attitudes towards screening for psychological
distress. Study 1 also explores psychological morbidity in newly diagnosed cancer
patients, and compares the feasibility of the Distress Thermometer, the SPHERESF12 and the DASS-42 post the introduction of a screening program.

Study 2

explores the unmet needs of patients at six months following their initial visit to the
oncology clinic. A small project (Study 3) which explores staff attitudes towards
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screening for psychological distress was conducted as part of the clinical placement
requirements for this degree, and can be found in Appendix A.
Hypotheses
Study 1: It was hypothesised that the introduction of a routine screening program for
psychological distress would:
1. Lead to improved detection of psychological distress and therefore increased referral
to psychosocial services;
2. Identify the level of psychological distress and morbidity in newly diagnosed cancer
patients;
3. Identify patient acceptability of a routine screening program;
4. Compare the feasibility of the Distress Thermometer, the SPHERE-SF12, and the
DASS-42 for identifying psychological morbidity post the introduction of a screening
program.
Study 2: It was hypothesised that the introduction of a routine screening program for
psychological distress would:
1. Identify the level of unmet supportive care needs in cancer patients at six months
follow up.
2. Reduce the level of unmet needs amongst those patients who were screened for
psychological distress and then subsequently referred to appropriate services.
Study 3: It was hypothesised that the introduction of a routine screening program for
psychological distress would:
3. Be acceptable to oncology staff, and that staff perceptions of the benefits of screening
would be favourable.
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Significance of this Research
Currently there is limited published data on the use of the Distress
Thermometer as a screening tool in Australian oncology clinics. Recent changes in
licensing arrangements for the HADS, another commonly used screening tool, mean
that continued widespread use of the HADS as a screening instrument may be costprohibitive. This project will provide important pilot data in acceptability and utility
of the Distress Thermometer, the DASS-42, and the SPHERE-SF12 within the
Australian setting, specifically the Australian Capital Territory.
This pilot study is the first to provide some preliminary data on the level of
psychological morbidity and unmet psychosocial need amongst cancer patients
presenting to participating oncology clinics within the Australian Capital Territory',
which will help with development of cancer services at a local level.
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CHAPTER IV: STUDY 1
Method
Overview of Design
This study was conducted using a two-phase A-B design consisting of a non
intervention baseline phase (pre-screening group) and an intervention phase
(screening group). An A-B design allows for evaluation of the pre-intervention and
intervention problem status. Rather than using a randomized controlled trial, the A-B
design allows for the existence of a no intervention baseline and then provides for the
establishment of a relationship between the intervention used, in this case, the
implementation of a screening program and the outcome (Kennedy, 2005).
Based on data from the two oncology clinics, it was estimated that
approximately 160 patients (80 pre-screening and 80 post-screening) would be
recruited for the study over a twelve-month period, however due to logistical and
staffing issues, this was extended to a two-year period. In the first twelve months 83
newly diagnosed patients were recruited to the baseline (pre-screening group), with
80 newly diagnosed patients recruited to the intervention (screening) group in the
following twelve months.
Participants
163 newly diagnosed cancer patients were recruited to this study. Participants
were individuals in the Australian Capital Territory and surrounding area (including
NSW) who were newly diagnosed cancer patients attending the Outpatient Medical
Oncology clinics at The Canberra Hospital and Calvary Hospital Bruce campus. The
sample consisted of two groups. Group 1 (n=83) consisted of newly diagnosed cancer
patients receiving the standard level of care from the oncology clinic, and who
completed the SPHERE-SF12 as a baseline measure of distress. Group 2 (n=80)
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consisted of newly diagnosed cancer patients receiving both the standard level of care
as well as the screening intervention, and who completed the SPHERE-SF12 (as a
baseline measure of distress), the Distress Thermometer and the DASS-42.
Participants in Group 2 were then referred to further follow up if appropriate based on
their Distress Thermometer scores (a score of 5 or more). For inclusion in the study,
participants were required to be 18 years of or over, and fluent in spoken and written
English. Participants were recruited on their first visit to the oncology clinic wherever
possible, or via mail if missed at the clinics.
Measures
Demographics
In the initial questionnaire, demographic items included such as age, marital
status, employment status, language spoken at home, and education level.

As a

comparison of psychological distress and cancer type were not intended in this study,
data on cancer type was not collected. In hindsight this would have been an important
addition to this study, as previous research has distinguished between levels of
distress and cancer type (Clark et al., 2010); Montgomery et al., 2003; Nelson, Balk,
& Roth, 2010; Wang et al., 2012, Zabora et al., 2001). Participants were required to
be newly diagnosed with cancer or newly relapsed patients.
Distress Thermometer
In this study the Distress Thermometer (DT) was selected as the instrument to
screen for psychological distress. The DT has established reliability and validity as a
method of screening in oncology settings (Jacobsen et al., 2005; Roth et al., 1998;
Trask et al., 2002). It has good face validity, it is cost free, and it is brief to complete.
The Distress Thermometer was developed by the National Comprehensive Cancer
Network (NCCN) in the United States, and is recommended by this body as a

81

psychosocial screening tool for oncology settings in their Clinical Practice Guidelines
(Holland, 1999; NCCN, 2011).
The DT is a self-report, pencil and paper measure consisting of a global
distress measure and five distress domains. It was developed to rapidly screen for
distress among cancer patients and to assist in making appropriate referrals to
psychosocial supports (NCCN, 2011). Global distress is measured with the Distress
Thermometer using a visual analogue scale in the form of a thermometer, with a 0-10
point scale anchored at the 0 point with ‘No distress’, the mid-point with ‘Moderate
distress’ and scale point 10 with ‘extreme distress’ (Hoffman et al., 2004). The
distress domain checklists were used by patients to self-report the source of their
distress by indicating the factors that contributed to their overall distress level. The
five stress domains include: practical problems, physical problems, family problems,
emotional problems, and spiritual/religious concerns (Hoffman et al., 2004).
The Distress Thermometer (DT) has been examined for its performance
against other more lengthy measures of general distress. Gil et al. (2005) assessed a
mixed sample of European cancer patients at various disease stages and found an
optimal DT cut-off point of 4 when compared to the to the Hospital Anxiety and
Stress Scale (HADS) total score. Jacobsen et al. (2005) studied a mixed sample of
long-term cancer survivors and found a DT cut-off of 4 to have sensitivity and
specificity relative to the HADS total score, as well as specificity relative to the Brief
Symptom Inventory short form (BSI-18). Akizuki et al. (2003) compared the DT to
an unstructured psychiatric interview in a mixed sample of Japanese cancer patients,
and found a cut-off of 4/5 for sensitivity and specificity relative to the presence or
absence of adjustment disorder or major depressive episode (MDD). The distress
thermometer is more frequently used in oncology clinics globally and it is therefore
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useful to further test its utility and feasibility in the Australian population of cancer
patients.
In terms of the Distress Thermometer, participants in Group 2 were given the
following instructions:

‘Please circle the number between zero and ten on this

thermometer that best describes how much distress you have been experiencing in the
past week, including today. Zero means no distress at all and ten means the worst
distress imaginable. Now for each of these domains, please indicate what areas you
have been experiencing distress in’.
Depression Anxiety and Stress Scale (DASS)
As mentioned previously, the DASS-42 (Depression, Anxiety and Stress
Scale-42) is a set of three self-report scales designed to measure the negative
emotional states of depression, anxiety and stress. Developed by Lovibond and
Lovibond (1995) each of the three DASS scales contains 14 items, which are divided
into subscales of 2-5 items with similar content. The total score for Depression,
Anxiety and Stress are then calculated by summing the scores for the relevant items.
The DASS has been shown to have high internal consistency and to yield meaningful
discriminations in a variety of settings (Lovibond, & Lovibond, 1995). The DASS
has also been utilized and found to be effective in the primary care setting (Covic et
al., 2012; Dahm, Wong, & Ponsford, 2013). Participants in Group 2 were asked to
complete the DASS-42 using 4-point severity/frequency scales to rate the extent to
which they have experienced each state over the past week.
Somatic and Psychological Health Report (SPHERE)
The Somatic and Psychological Health Report Short Form (SPHERE-SF12) is
a 12-item questionnaire measuring common psychological and somatic forms of
distress, which was developed and validated in Australia (Hickie et al., 1996, Hickie

83

et al., 1998, Hickie et ak, 2001). The SPHERE-SF12 is used as a measure of
psychological and somatic caseness and is a measure of levels of distress in the
psychosocial and somatic domains. This instrument is particularly useful in the
general practice setting, and with normal populations (Hickie et al., 2001; Sinclair et
al., 2012). The reliability, sensitivity and validity of the SPHERE has been
established in a number of studies involving cancer patients, and has demonstrated
that it can predict formal psychiatric diagnosis, with a high test-retest reliability
(Hickie et al., 1996; Hickie et al., 1998; Hickie et al., 2001). Wilhelm et al. (2008)
explored the use of the SPHERE for assisting general practitioners in identifying
mental health issues in their patients, finding that it is an effective instrument for
detecting mental health issues.
Participants were asked to rate items in regards to psychological and somatic
distress on a 3 point likert scale, ranging from 0 (never or some of the time) to 2 (most
of the time). Responses for each scale are then added, with scores of 2 or more on the
psychological scale indicative of psychological caseness, and scores of 3 or more on
the somatic scale indicative of somatic caseness. Scores on the scales then determine
SPHERE-SF12 classification (Hickie et al., 2001).
Patient Attitudes Towards Screening
Participants in Group 2 were asked to complete a set of 6 purposely-designed
items that were designed to explore patient’s attitudes toward routine psychological
screening. The questions explored what people treated for cancer think about being
asked about their emotional well being, and participants were asked to read the items
and then rank them on a 5 point likert scale as to what extent they agreed or disagreed
with the items.
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Procedure
Approval for the study was obtained from the Human Research Ethics
Committee at the Australian National University, as well as from the ACT Health
Ethics Committee, and the Calvary Healthcare Ethics Committee. The study was
presented as a pilot project that aimed to prospectively investigate the utility and
feasibility of the introduction of a routine standardised psychosocial screening
program for all newly diagnosed patients at participating oncology clinics within the
Australian Capital Territory.
Orientation and education regarding the study was provided to ail oncology
staff involved in data collection.

As many newly diagnosed cancer patients as

possible (given the demands of the oncology clinic) were informed of the study and
invited to participate. The study questionnaires were completed prior to the first
chemotherapy education session, and informed written consent was obtained prior to
participation in the study. Invitations to participate were posted to patients if they
were unable to be contacted at the clinic.
All 163 participants completed the SPHERE-SF12 in order to obtain baseline
data on psychological distress prior to the introduction of a psychosocial screening
program. Participants in Group 1 (n=83) were newly diagnosed cancer patients who
were asked to complete the SPHERE-SF12 on their first visit to the oncology clinic.
Participants in Group 2 (n=80) were also newly diagnosed cancer patients and were
asked to complete the SPHERE-SF12, the Distress Thermometer, the DASS, and the
Patients Attitudes Towards Screening questionnaire. Participants in Group 2 who
scored above the cut-off of 5 on the Distress Thermometer were referred to hospital
psychosocial services (social work or psychology).
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Results
All statistical analyses were conducted using SPSS version 20.0. There were
no missing items or scale values on any of the 163 questionnaires that were returned,
although some demographic items were missing.
descriptive statistics and graphs.

The data was explored with

Univariate tests for normality were performed

through examination of histograms, probability plots and significance tests for
skewness and kurtosis for participant scores on the DT, DASS-42, SPHERE-SF12,
which are summarised in Table 4.1. Skewness and kurtosis for the participant scores
on the DT, DASS-42, SPHERE-SF12 were examined with scores on the DASS
subscales (depression, anxiety and stress) having skewness coefficients marginally
above 1.0.

Given these scales reflect attributes of a clinical nature, a level of

skewness is expected, therefore no transformations were made. For comparison of
referral rates, and comparison of levels of psychological distress and morbidity, the
data was compared using cross tabulations and calculating the chi-square statistic.
Descriptive Statistics
Descriptive statistics for age and gender are summarized in Table 4.1. The
mean age of the sample at recruitment was 57.4 years (range = 18-84, SD = 12.3). 3
participants did not indicate their age. 46 of the participants were male (28.2%), 106
of the participants were female (65%), with 11 participants not specifying their
gender (6.7%).
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Table 4.1. Descriptive Statistics fo r Age and Gender

N

M

S.D

Age

160

57.4

12.3

Not specified

3

Male

46

Female

106

Not specified

11

Almost three quarters of participants were married or in de-facto relationships
(72.4%).

Two thirds of participants had post-senior high school qualifications

(61.3%). Almost all participants nominated English as the language they spoke at
home (92.6%), and most participants were either employed (39.9%) or retired
(38.7%).

Descriptive statistics for marital status, education, and employment are

summarized in Tables 4.2, 4.3, and 4.4.
Table 4.2. Descriptive Statistics fo r Marital Status

N

Percentage

Single

13

8.0

De Facto

10

6.1

Married

108

66.3

Widowed

13

8.0

Separated

4

2.5

Divorced

15

9.2
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Table 4.3. Descriptive Statistics for Education
N

Percentage

Year 10 or below

33

20.2

Year 12/HSC

19

11.7

TAFE/Diploma/College

47

28.8

University

23

14.1

Post Graduate

30

18.4

Table 4.4. Descriptive Statistics for Employment

N

Percentage

Full Time

41

25.2

Part Time

24

14.7

Unemployed

8

4.9

Self-employed

16

9.8

Student

3

1.8

Retired

63

38.7

Home Duties

4

2.5

Other

4

2.5

88

Detection of Distress
SPHERE-SF12
All 163 participants completed the SPHERE-SF12. 36.2% of participants
reported psychological ‘caseness’ (distress) on the SPHERE-SF12. 46% of
participants reported a somatic ‘caseness’ (distress) of the SPFIERE-SF12. The
SPHERE-SF12 was used to measure levels of distress, not levels of psychological
and somatic morbidity as is measured by the SPHERE-34.

The proportion of

participants reporting psychological ‘caseness’ (distress) above the cut-off score (a
score of two or more) on the PSYCH scale of the SPHERE-SF12 was similar to that
of a sample of Australian general practice patients (Hickie et al, 1998; Hickie et al.,
2001), while the proportion of participants reporting somatic distress above the cut
off score (a score of 3 or more) on the SOMA scale of the SPHERE-SF12 was higher
than that of a sample of Australian general practice patients (Hickie et al., 1998;
Hickie et al., 2001). Mean scores for the SPHERE-SF12 total score, the PSYCH scale
and the SOMA scale were similar to those reported in previous research (Bennett et
al., 2004; Hickie et al., 1998, Hickie et al., 2001) and are summarized in Table 4.5.

Table 4.5. Descriptive Statistics for SPHERE-SF12

N

M

SD

SPHERE-SF12 Total Score

163

4.55

4.46

SPHERE-SF12 PSYCH Scale

163

0.36

0.48

SPHERE-SF12 SOMA Scale

163

0.46

0.49
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Differences Between Unscreened (Group 1) and Screened (Group 2)
Participants
Participants from both groups (n=T63) completed the SPHERE-SF12. Of the
163 participants, 104 (63.8%) reported no ‘caseness’ on the PSYCH scale, with 59
(36.2%) of participants reporting ‘caseness’ (a score of 2 or more). In Group 1, 54
(65%) of participants reported no ‘caseness’ on the PSYCH scale, with 29 (34.9%)
reporting ‘caseness’ (a score of two or more).

In Group 2, 50% of participants

reported no ‘caseness’ on the PSYCH scale, with 30 (37.5%) reporting ‘caseness’ (a
score of 2 or more).

Chi-square analysis revealed that there was no significant

difference between Group 1 and Group 2 in terms of psychological distress scores on
the SPHERE-SF12,

(1) = .116, p > .05. Chi-Square analysis for the SPHERE-

SF12 PSYCH Scale is shown is Table 4.6.

Table 4.6. Chi-Square Analysis for SPHERE-SF12 Psychological Distress Scale

Value df

Asymp. Sig. Exact Sig.

Exact Sig.

(2-sided)

(2-sided)

(1-sided)

0.747

0.430

Pearson Chi-square

0.116a 1

0.734

Continuity Correction

0.031

1

0.859

Likelihood Ration

0.116 1

0.734

Fisher’s Exact Test
Linear-by-Linear

1

Association

0.115

N of Valid Cases6

163

0.735

a. 0 cells (.0%) have expected count less than 5. The minimum expected count is
28.96.
b. Computed only for a 2x2 table.
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Of the 163 participants who completed the SPHERE-SF12, 88 (54%) reported
no ‘caseness’ on the somatic distress scale, with 75 (46%) of participants reporting
‘caseness’ (a score of 3 or more). In Group 1, 46 (55.4%) of participants reported no
‘caseness’ on the SOMA scale, with 37 (44.5%) reporting ‘caseness’ (a score of three
or more). In Group 2, 42 (52.5%) participants reported no ‘caseness’ on the SOMA
scale, with 38 (47.5%) reporting ‘caseness’ (a score of three or more). Chi-square
analysis revealed that there was no significant difference between Group 1 and Group
2 in terms of somatic distress scores on the SPHERE-SF12, x2 (1) = .140, p > .05.
Chi-Square analysis for the SPHERE-SF12 SOMA scale is shown is Table 4.7.

Table 4.7. Chi-Square Analysis for SPHERE-SF12 Somatic Distress Scale

Value df

Pearson Chi-square
Continuity Correction
Likelihood Ration

I.

Asymp. Sig. Exact Sig.

Exact Sig.

(2-sided)

(2-sided)

(1-sided)

0.754

0.414

0.140a 1

0.708

0.047

1

0.828

0.140

1

0.708

Fisher’s Exact Test
Linear-by-Linear
Association

0.139

N of Valid Casesb

163

1

0.709

a. 0 cells (.0%) have expected count less than 5. The minimum expected count is
36.81.
b. Computed only for a 2x2 table.
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Depression, Anxiety and Stress Scale (DASS-42).
On the DASS-42, participants in Group 2 (n = 80) average scores were 5.63
(SD = 5.90) on the depression scale, 4.90 (SD = 5.95) on the anxiety scale, and 8.05
(SD = 8.28) on the stress scale. There were significant positive correlations on all of
the DASS-42 scales: between depression and anxiety (r = 0.708, n = 80, p < .01),
depression and stress (r = 0.672, n = 80, p < .01), and anxiety and stress (r = 0.677, n
= 80, p < .01).

72.5% of participants scored within the normal range on the

depression scale, with 70% scoring within the normal range on the anxiety scale, and
73.8% scoring within the normal range on the stress scale. Table 4.8 shows the
proportion of participants scoring within the normal, mild, moderate, severe, and
extremely severe range on these three scales using the published cut-offs.

Table 4.8. Percentage o f Participants in each Category o f Severity for Depression,
Anxiety, and Stress

Severity %

Sub-scale

Normal

Mild

Moderate

Severe

Extremely
Severe

Depression

72.5

11.2

16.2

0.0

0.0

Anxiety

70.0

18.8

5.0

2.5

3.8

Stress

73.8

11.2

10.0

3.8

1.2

Note: Depression, anxiety and stress scores derived from the Depression Anxiety and
Stress Scale - 42 (Lovibond & Lovibond, 1995b),

Participants average DASS-42 scores and severity scores were compared to
normative data from a study of a non-clinical community sample (n = 1771) from a
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previous study in the United Kingdom (Crawford & Henry, 2003). The average
scores and the severity ratings in the non-clinical sample were noticeably different to
those reported by cancer patients in this study, with cancer patient scores being higher
across the mild, moderate, severe, and extremely severe ranges. Table 4.9 shows the
proportion of participants from the Crawford and Henry (2003) study scoring within
the normal, mild, moderate, severe, and extremely severe range on these three scales
using the published cut-offs.

Table 4.9. Percentage o f Participants in each Category o f Severity for Depression,
Anxiety, and Stress as per the Crawford and Henry (2003) study o f a non-clinical
sample

Severity %

Sub-scale

Normal

Mild

Moderate

Severe

Extremely
Severe

Depression

81.7

6.2

6.3

2.9

2.9

Anxiety

94.4

2.0

3.8

2.0

3.2

Stress

80.2

8.4

5.9

3.5

2.0

Note: Depression, anxiety and stress scores derivedfrom the Depression Anxiety and
Stress Scale - 42 (Lovibond & Lovibond, 1995b).

The Distress Thermometer
All participants in Group 2 (n=80) completed the Distress Thermometer as
part of the introduction of psychosocial screening. 35 participants (43.75%) reported
scores on the Distress Thermometer of five or more, reflecting clinically significant
levels of distress that warranted referral to psychosocial services for further
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assessment.

Levels of psychosocial distress were reflective of previous similar

research into distress in cancer patients (Gil et al., 2005; Gessler et al., 2008). Mean
scores on the Distress Thermometer were 4.13 (SD 3.29), which is in line with
previous similar research (Thewes & Butow, 2007; Thewes et al., 2009).
Impact of the Distress Thermometer on Referral Rates
Prior to the introduction of psychosocial screening only 10 participants in
Group 1 (n=83) were directly referred to psychosocial services.

Following the

introduction of psychosocial screening, and using participants scores on the Distress
Thermometer (score 5 or above) as a mechanism for referral, 35 participants in Group
2 (n=80) were directly referred to psychosocial services, demonstrating that screening
with the Distress Thermometer had an impact on referral to psychosocial services,
with 3.5 times the number of patients being referred.
As mentioned earlier, previous research by Özlap et al. (2007) has explored the
use of a cut-off score of 4 on the Distress Thermometer. Had a cut-off score of 4 been
utilised in this study, 45 participants in Group 2 (n=80) would have potentially been
referred to psychosocial services, meaning that 4.5 times the number in Group 1
would have been referred.
Comparison of the Distress Thermometer and the SPHERE-SF12 as a Screening
Tool
The effectiveness of the Distress Thermometer as a screening tool was
explored by comparing Distress Thermometer scores with psychological distress and
somatic distress scores on the SPHERE-SF12. Chi-square analysis revealed that there
was a significant relationship between scores on the distress thermometer and scores
on the psychological distress scale of the SPHERE-SF12, with X2 (1) = 17.070, p <
0.05.

Spearman’s rho showed a significant relationship between scores on the
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Distress Thermometer and the SPHERE-SF12 psychological distress scale with r =
0.462, p < .01. Symmetrie measures of Phi (.462) and Cramer’s V (.462)
demonstrated a medium to large effect size. More detailed information is available in
Tables 4.10 and 4.11.

Table 4.10. Chi-square analysis for Distress Thermometer and SPHERE-SF12
Psychological Distress Scores

Value df

Pearson Chi-square
•

Continuity Correction
Likelihood Ration

h

Asymp. Sig. Exact Sig.

Exact Sig.

(2-sided)

(1-sided)

17.0703 1

0.000

1

0.000

17.550 1

0.000

15.20

(2-sided)

0.000

Fisher’s Exact Test

0.000

Linear-by-Linear
Association

16.857 1

N of Valid Casesb

80

0.000

a. 0 cells (.0%) have expected count less than 5. The minimum expected count is
13.13.
b. Computed only for a 2x2 table.

Table 4.11. Symmetric measures for Distress Thermometer and SPHERE-SF12
Psychological Distress Scores
Value
0.462
Nominal by Nominal Phi
Cramer’s V 0.462
N of Valid Cases
80

Approx. Sig.
0.000
0.000
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In terms of somatic distress scores on the SPHERE-SF12, Chi-square analysis
revealed that there was no relationship between scores on the distress thermometer
and scores on the somatic distress scale of the SPHERE-SF 12, with x (1) —1.149, p
> .05. Spearman’s rho showed no significant relationship between scores on the
Distress Thermometer and the SPHERE-SF 12 somatic distress scale with r = 0.120, p
> .01. Symmetric measures of Phi (.120) and Cramer’s V (.120) demonstrated a
small effect size. More detailed information is available in Tables 4.12 and 4.13.

Table 4.12. Chi-square analysis for Distress Thermometer and SPHERE-SF12
Somatic Distress Scores

Value df

Asymp. Sig. Exact Sig.

Exact Sig.

(2-sided)

(1-sided)

Pearson Chi-square

1.149a 1

0.284

Continuity Correctionb

0.716

1

0.397

Likelihood Ration

1.151

1

0.283

(2-sided)

0.368

Fisher’s Exact Test

0.199

Linear-by-Linear
Association

1.135

N of Valid Casesb

80

1

0.287

a. 0 cells (.0%) have expected count less than 5. The minimum expected count is
16.63.
b. Computed only for a 2x2 table.
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Table 4.13. Symmetric measures for Distress Thermometer and SPHERE-SF12
Somatic Distress Scores
Value
0.120
Nominal by Nominal Phi
Cramer’s V 0.120
N of Valid Cases
80

Approx. Sig.
0.284
0.284

From the above results it would appear that the Distress Thermometer is
predictive of psychological distress when compared with the SPHERE-SF12
psychological distress scale, but that SPHERE-SF12 is more predictive of somatic
distress. However the performance of the Distress Thermometer as a screening tool
in this study is similar to that which has been reported in previous research, in terms
of predicting psychological distress (Mitchell, 2007; Thewes & Butow, 2007; Thewes
et al., 2009).
Comparison of the DASS-42 and the SPHERE-SF12 as a Screening Tool
The effectiveness of the SPHERE-SF12 as a screening tool for psychological
morbidity was explored by comparing scores on the psychological distress scale on
the SPHERE-SF12, with depression, anxiety and stress sub-scale scores on the
DASS-42.

Chi-square analysis revealed that there was a significant relationship

between scores on the DASS-42 sub-scales and scores on the psychological distress
scale of the SPHERE-SF12, with %2 (1) = 23.546, p < .05 (depression sub-scale and
SPHERE-SF12 psych scale),

x2 0)

= 32.579, p < .05 (anxiety sub-scale and

SPHERE-SF12 psych scale), and x2 (1) = 34.291, p < .05 (stress sub-scale and
SPHERE-SF12 psych scale).

Spearman’s rho showed a significant relationship

between scores on the depression, anxiety and stress sub-scales, and the SPHERESF12 psychological distress scale with r = 0.530, p < 0.01 (depression sub-scale and
SPHERE-SF12 psych scale), r = 0.618, p < .01 (anxiety sub-scale and SPHERE-SF12
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psych scale), r = 0.649, p < 0.01 (stress sub-scale and SPHERE-SF12 psych scale).
Symmetric measures of Phi (0.543, 0.638, 0.655) and Cramer’s V (0.543, 0.638,
0.655) demonstrated a large effect size. Spearman’s rho data is displayed in Table
4.14.

Table 4.14. Spearman’s rho correlations for DASS-42 Subscales and SPHERE-12
Psychological and Somatic Distress Scales

SPHERE PSYCH

SPHERE SOMA

Distress Caseness

Distress Caseness

0.530"

0.254*

0.000

0.023

0.618"

0.253*

0.000

0.023

0.649"

0.218

0.000

0.053

80

80

Spearman’s rho
Depression Score

Anxiety Score

Stress Score

N of Valid Cases

. Correlation is significant at the 0.01 level (2-tailed).
. Correlation is significant at the 0.05 level (2-tailed).

Patient Acceptability of a Screening Program
A major proportion of participants (91.25%) found the items in the screening
instruments easy to understand, a large proportion of participants (80%) did not find
the items too personal, and a large proportion (87.5%) did not find answering the
items in the screening instruments too upsetting.
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A large number of participants (79.7%) reported that all patients should be
administered the screening instruments, and 90% of participants appreciated being
asked about their emotional well-being, with 93.8% welcoming the opportunity to talk
about emotional, practical or family issues with psychosocial staff.

Table 4.15

summarises the percentages of participates responses for each item.

Table 4.15. Percentage o f Responses per Item for Participants

I te m R e s p o n s e

S tr o n g ly

A gree

N e ith e r A g r e e

A gree

D is a g r e e

S tr o n g ly
D isa g r e e

n o r D is a g r e e

E a sy to U n d e rsta n d

5 1 .2 5

4 0 .0

7 .5

0 .0

1 .2 5

T o o P erso n a l

1 .2 5

1 .2 5

1 7 .5

4 8 .7 5

3 1 .2 5

U p s e ttin g

1 .2 5

1 .2 5

1 0 .0

5 6 .2 5

3 1 .2 5

A s k a ll p a t i e n t s

3 6 .7

4 3 .0

1 5 .2

3 .8

1 .3

4 6 .2 5

4 3 .7 5

6 .2 5

3 .7 5

0 .0

4 2 .5

5 1 .2 5

6 .2 5

0 .0

0 .0

A s k a b o u t e m o tio n a l
w e ll- b e in g
D is c u s s e m o tio n a l/
fa m ily p r o b le m s

Discussion
Study 1 sought to investigate the utility and feasibility of the introduction of a
routine standardised psychosocial screening program for all newly diagnosed patients
at participating oncology clinics within the Australian Capital Territory.

The

introduction of a psychological screening program explored rates of referral to
psychosocial services, both prior to and following the introduction of a screening
program, as well as patient (participant) attitudes towards screening, and acceptability
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of psychosocial screening by participants. The SPHERE-SF12 was used as a baseline
measure of distress amongst all participants.
There was no significance difference between the unscreened (Group 1) and
screened (Group 2) participants in terms of psychological distress scores on the
SPHERE-SF12, with 34.9% of unscreened participants and 37.5% of screened
participants reporting PSYCF1 ‘caseness’ (score of 2 or more). Despite this, these
figures are important as they demonstrate that there are a significant number of newly
diagnosed cancer patients attending the oncology clinics in the Canberra region who
have a level of psychological distress. This is potentially going undetected due to a
lack of a formal screening program in place as part of routine standard care.
As mentioned previously, the SPHERE is particularly useful in general
practice settings, and with normal samples. The reliability, sensitivity and validity of
the SPHERE-SF12 has been established in a number of studies, including studies with
cancer patients, showing it can predict psychological and somatic distress, as well as
formal psychiatric diagnosis (Hickie et al., 2001; Hickie et al., 1998; Hickie et al.,
1996; Thewes & Butow, 2007; Thewes et al., 2009).
The effectiveness of the SPHERE-SF12 as a screening tool for psychological
distress was demonstrated, with the proportion of participants reporting psychological
distress above cut-off on the psychological scale of the SPHERE-SF12, similar to that
of a sample of Australian general practice patients (Hickie et al., 2001).

The

proportion of participants reporting somatic distress above cut-off on the soma scale
of the SPHERE-SF 12 was higher than that of a sample of Australian general practice
patients (Hickie et al., 1998; Hickie et al., 2001). Mean scores for the SPHERE-SF 12
total score, the psychological distress scale and the somatic distress scale were similar
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to those reported in previous research (Bennett et al., 2004; Hickie et al., 1998, Hickie
et al., 2001).
While a previous study by Clark and McKenzie (2003) has reported that the
SPHERE-SF12 lacks specificity for psychological morbidity, the reliability,
sensitivity and validity of the SPHERE-SF12 has been established in a number of
studies including those with cancer patients (Butow et al., 2005; Thewes et al., 2009),
and the utility of the 12-item version for use in primary care was demonstrated as part
of ‘SPHERE: A National Depression Project’ and was based on more than 46,000
consultations in Australian general practice (Hickie et al., 1996; Hickie et al., 1998;
Hickie et al., 2001; Hickie et al, 2002).
As hypothesised, the Distress Thermometer was effective as a screening tool
for psychological distress in newly diagnosed cancer patients, with levels of
psychosocial distress reflective of previous similar research into distress in cancer
patients (Gil et al., 2005; Gessler et al., 2008).

Mean scores on the Distress

Thermometer were in line with previous research on the utility and effectiveness of
the Distress Thermometer as a screening tool for psychological distress in cancer
patients (Thewes & Butow, 2007; Thewes et al., 2009).
In terms of the DASS-42, participants average scores and severity scores were
compared to normative data from a study of a non-clinical community sample (n =
1771) from a previous study in the United Kingdom (Crawford & Henry, 2003). The
average scores and the severity ratings in the non-clinical sample were noticeably
different to those reported by cancer patients in this study, with participant scores in
this study being higher across the mild, moderate, severe, and extremely severe
ranges. Significant correlations in participant scores were also reported on all of the
DASS-42 sub-scales.
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The results of this study are also supported by a recent study by Gil et al.
(2012), which reported that both anxiety and depression are common both prior to and
following treatment for cancer. The study by Gil et al. (2012) showed that 69% of
patients reported anxiety above the cut-off score of 7 on the Hospital Anxiety and
Depression Scale (HADS) prior to treatment, with 12% reporting scores above the
cut-off of 7 on the Hospital Anxiety and Depression Scale (HADS). The results of
this study are consistent with other studies including those by Brintzenhofe-Szoc et al.
(2009) and Bultz et al. (2011) which suggest that approximately one in four cancer
patients experiences a psychiatric disorder. Given that a diagnosis of depression or
anxiety may have implications for the quality of life of cancer patients, this study
further supports the premise that routine screening is important in not only identifying
these patients, but also ensuring that these patients are referred to appropriate early
intervention and treatment programs.
It was hypothesised that the introduction of a routine screening program for
psychological distress would lead to improved detection of distress and therefore
increased referral to psychosocial services.

Consistent with this hypothesis, the

introduction of the Distress Thermometer as a mechanism of referral to psychosocial
services was demonstrated, with an increase in direct referrals to psychosocial
services following its introduction.
If a cut-off of 4 been utilised in this study, as suggested by Özlap et al. (2007),
45 participants from Group 2 (n=80) would have been directly referred to
psychosocial services, resulting in 4.5 times the number of patients being referred,
when compared with Group 1 (n=83). Alternatively this could be perceived as 56.3%
of participants in Group 2 (n=80) being directly referred, compared with 12.0% of
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Group 1 (n=83) being directly referred to psychosocial services, demonstrating that
psychosocial screening may have a direct effect on referral numbers.
This also has implications for the provision of psychosocial services both
within the hospital setting as well as externally. In many instances the provision of
psychosocial services to cancer patients is already under resourced, with many
institutions not having the resources to provide dedicated services solely to cancer
patients. Other barriers to the provision of psychosocial services include a culture
within the health system that focuses mainly on physical rather than psychosocial
patient needs (NBCC & NCCI, 2003). The implementation of a screening program
for psychosocial interventions may place pressure on an already stretched resource,
with the issue of what to do with patients who have been identified as needing
assistance and follow up in regards to psychosocial services.
As mentioned previously, the utility of the Distress Thermometer was
compared against the SPHERE-SF12, in terms of both instruments ability to detect
psychological distress ‘caseness’. The effectiveness of the Distress Thermometer as a
screening tool was explored by comparing Distress Thermometer scores with
psychological distress and somatic distress scores on the SPHERE-SF12. Statistical
analysis revealed that there was a significant relationship between scores on the
Distress Thermometer and scores on the psychological distress scale of the SPHERESF12, however the SPHERE-SF12 appeared to more predictive of somatic distress.
However the performance of the Distress Thermometer as a screening tool in this
study is similar to that which has been reported in previous research, in terms of
predicting psychological distress (Mitchell, 2007; Thewes & Butow, 2007; Thewes et
al., 2009). Given that the SPHERE-SF12 has only 12 items which measures both
psychological and somatic distress, compared with the Distress Thermometer problem
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checklist which has 25 items measuring both psychological and somatic distress, the
results of this study suggest that not only would the SPHERE-SF12 be an effective
measure of this type of distress in newly diagnosed cancer patients, but would also be
potentially easier and quicker to complete by patients, and easier and quicker to score
by oncology staff. This suggests that the SPHERE-SF12 is more amenable to the
time pressures of busy oncology clinics, however both instruments were found to be
effective and could be utilised in the oncology setting.
The level of distress reported by participants in this study on the Distress
Thermometer was slightly higher than that reported in previous studies by Gessler et
al. (2008), Thewes and Butow (2007), and Thewes et al. (2009), but consistent with
studies by Admiraal et al. (2012), Hulbert-Williams et al. (2012), and Mitchell (2007).
However, the study by Gessler et al. (2008) also found a false positive rate in 39% of
patients screened by the Distress Thermometer.

This then potentially makes the

SPHERE-SF12 a more feasible screening instrument for routine screening of cancer
patients.
The utility of the SPHERE-SF12 was also explored in terms of its ability to
measure psychological morbidity in relation to participant scores for depression,
anxiety, and stress on the DASS-42. The effectiveness of the SPHERE-SF12 as a
screening tool for psychological morbidity was explored by comparing scores on the
psychological distress on the SPHERE-SF12, with depression, anxiety and stress sub
scale scores on the DASS-42.

Statistical analyses revealed that there was a

significant relationship between scores on the DASS-42 sub-scales and scores on the
psychological distress scale of the SPHERE-SF12. These results further demonstrate
the potential efficacy of the SPHERE-SF12 as a screening tool for psychological
distress or morbidity.
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It was also hypothesised that the introduction of a routine screening program
for psychological distress would identify patients’ acceptability of a routine screening
program, with the aim of this being acceptable to patients.

Participants in the

screening group were asked to complete six statements regarding their participation in
the screening process and in regards to their attitude to and acceptability of the
screening process. Consistent with the hypothesis, participant responses indicated
that psychosocial screening was acceptable, with participants reporting a positive
attitude towards psychosocial screening.

As reported, a major proportion of

participants found the items in the screening instruments easy to understand, and
neither too personal or upsetting. A large number of participants also reported that all
patients should be administered the screening instruments, with a large number of
participants indicating that they appreciated being asked about their emotional well
being, and welcomed the opportunity to talk about emotional, practical or family
issues with psychosocial staff. These findings are important, as one of the barriers to
the implementation of routine screening has been the perception of oncology staff that
screening does not add value to the care of cancer patients.
Mitchell et al. (2008) explored the acceptability of psychosocial screening
methods in terms of clinicians attitudes towards screening, reporting that routine
questioning around psychosocial issues was highest in nurse specialists, both in the
palliative care setting, as well as generally, with a large majority of nurses willing to
give as much time as needed to explore these issues with patients.

Barriers to

screening included time pressures, as well as limited confidence and lack of education
around the administration of screening tools. A study by Mitchell et al. (2012) found
that oncology staff believed that screening was useful in 43% of assessments, but not
useful in 35.9% of assessments, with the other 21.1% of staff being unsure of their
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usefulness.

However following the introduction of a routine screening program,

Mitchell et al. (2012) found that this perception of usefulness changed dramatically.
Clinical Implications
The results of this study have clinical implications in regards to the
psychosocial care of patients with cancer. This is the first study within the Canberra
region to identify the level of psychological distress in newly diagnosed cancer
patients, through the introduction of a routine screening program.

This study

identified that many newly diagnosed cancer patients experience psychological
distress, resulting in a dramatic increase in referrals to psychosocial services. Given
this information, it is important that oncology staff not only consider the
psychological as well as physical aspects of cancer diagnosis in routine oncology
care, but that psychosocial staff routinely assess the psychological well-being of
patients accessing the oncology clinics. Early referral and intervention programs may
be particularly useful in pre-emptively preventing an escalation in distress, which
then go on to progress into psychiatric disorders that negatively impact on the quality
of life of cancer patients.

The research findings further reinforce the need for

adequate funding for psychosocial services to be incorporated in the routine and
standard care of cancer patients with the Canberra region.
Limitations and Future Directions
When considering the findings of this study, there are some limitations that are
in need of further exploration. Firstly, while the introduction of routine screening
demonstrated a significant increase in the number of referrals to psychosocial
services, the appropriateness and clinical significance of these referrals was not
measured. Given that previous research has identified a large percentage of false
positives identified by the Distress Thermometer (Gessler et al., 2008; Thewes &
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Butow, 2009), it would have been useful to follow up on the outcomes of referrals
made to psychosocial services in order to examine whether or not referrals made
using the Distress Thermometer in newly diagnosed cancer patients were appropriate
or inappropriate. Another area for further exploration is whether the introduction of
routine screening increases the timely referral of cancer patients to psychosocial staff,
as well as if the introduction of routine screening improves multi-disciplinary team
communication and referral pathways in regards to the care of patients experiencing
psychological distress.
Also given that previous research has identified varying levels of
psychological distress amongst patients with different types of cancer, an oversight of
this study was not collecting clinical data on the type of cancer, stage on diagnosis,
and the type of treatment that patients received. As mentioned previously, Zabora et
al. (2001) was one of the first to examine psychological distress across patients with
different types of cancer, finding that prevalence rates for psychological distress
varied across patients with different types of cancer.

Clark et al. (2010) also

examined psychological distress in patients with pancreatic cancer, demonstrating
elevated levels of psychological distress in this group. The study by Clark et al.
(2010) demonstrated that a higher percentage of pancreatic cancer patients reported
elevated levels of distress than did patients who were diagnosed with other types of
cancer. Montgomery et al. (2003) and Wang et al. (2012) also reported differences
between patients diagnosed with haematological types of cancer and patients with
other types of cancer, reporting that 65% of patients with leukaemia or lymphoma
experienced moderate to severe psychological distress, with 60% reporting significant
levels of anxiety and depression.

Mertz et al. (2012) also reported levels of
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psychological distress, anxiety and depression similar to these in newly diagnosed
women with breast cancer.
Finally, while all newly diagnosed cancer patients attending the oncology
clinic for the first time were intended to be recruited for this study, not all new
patients were recruited. The main reason for this was the reported time pressures in
the day to day running of the oncology clinics, as well as the main focus of care being
on the physical treatment of cancer, as opposed to the psychosocial care of cancer
patients. There was no unintentional exclusion by nursing staff, rather time pressure
accounted for this oversight.

Data on the number of patients who refused to

participate was not collected. Participants were also not randomly assigned a study
group, with the first 83 participants being assigned to the non-screening group, then
followed by the next 80 participants being allocated to the screening group. Despite
these limitations, this study provides one of the first insights into the level of
psychological distress in newly diagnosed cancer patients in the Canberra region, as
well as evidence for the use of the Distress Thermometer and the SPHERE-SF12 in
the Australian context. Further studies with larger sample sizes are required to further
explore both the utility of the Distress Thermometer and the SPHERE-SF12 in
identifying psychological distress in newly diagnosed cancer patients, and also to
provide support for the use of routine screening programs for psychological distress
as a standard part of oncology care. The information provided by this study could
potentially be used to improve psychosocial services at a local level.
Conclusion
The current study is the first to explore the introduction of routine screening
for psychological distress in cancer patients in the Australian Capital Territory. The
study contributes to previous research, not only within the Australian context, but also
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across other countries, by demonstrating the level of psychological distress in cancer
patients. This study emphasises the importance of a multidisciplinary approach that
includes not only the physical aspects of caner care but also the psychological and
psychosocial aspects of cancer care.

The present research enhances our

understanding of psychological distress and highlights the need for early referral and
intervention programs in the psychosocial care of cancer patients.
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CHAPTER V: STUDY 2
Method
Participants
Study 2 explores the level of unmet supportive care needs in cancer patients.
Participants for Study 2 were recruited from the 163 participants from Study 1.118
(72.4%) participants from Study 1 returned consent forms and completed the
Supportive Care Needs Survey Short Form-34 at six months following their initial
clinic visit. 69 (83.1%) of participants from Group 1 completed the SCNS-SF34,
with 49 (61.3%) from Group 2 completing the SCNS-SF34.
Measures
Supportive Care Needs Survey
The Supportive Care Needs Survey (SCNS) is an evidence-based instrument
for assessing the perceived unmet supportive care needs of people diagnosed with
cancer (McElduff et al., 2004). Researchers and clinical groups around Australia and
internationally have used the SCNS for research and quality assurance purposes. The
Supportive Care Needs Survey Short-Form 34 (SCNS-SF34) was used to explore the
level of self-reported unmet supportive care needs in cancer patients at six months
post their initial clinic visit.
The SCNS-SF34 is a 34 item questionnaire on which participants rate their
responses on a 5-point Likert scale, where 1 is ‘no need/not applicable’, and a score
of 5 is ‘high need for assistance’. The SCNS-SF34 has been shown to have good
construct validity and high internal consistency in studies of cancer patients in
Australia, and has been used internationally to measure levels of unmet supportive
care needs in cancer patients (McElduff et al., 2004).
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Procedure
Approval for the study was obtained from the Human Research Ethics
Committee at the Australian National University, as well as from the ACT Health
Ethics Committee, and the Calvary Healthcare Ethics Committee. This study was
presented as an investigation into the perceived unmet supportive care needs of newly
diagnosed cancer patients at six months follow up. The study also explored potential
differences in unmet needs in those patients who were directly referred to
psychosocial services within the hospital setting and those who were not directly
referred.
The Supportive Care Needs Survey Short-Form 34 was posted to previously
recruited patients from Study 1 at six months follow up, to explore the unmet needs
that patients may have experienced during or since the end of treatment. Patients
were sent the Supportive Care Needs Survey Short-Form 34 and were requested to
complete the questionnaire and then return it in the reply paid envelope. All patients
were asked to complete a new consent form to participate in Study 2.
Results
All statistical analyses were conducted using SPSS version 20.0. There were
no missing items or scale values on any of the 118 SCNS-SF34 that were returned.
Univariate tests for normality were performed through examination of histograms,
probability plots and significance tests for skewness and kurtosis for participant
scores on the SCNS-SF34. Skewness and kurtosis for the participant scores on the
SCNS-SF34 domains were examined with scores ranging from .60 to 2.06, however
two subscales (sexuality and care/support) have skewness coefficients marginally
above 1.0.

Given these scales reflect attributes of a clinical nature, a level of

skewness is expected, therefore no transformations were made.

There was also a 27.6% (n=45) attrition rate in response to the Supportive
Care Needs Survey Short Form-34 (SCNS-34) being returned. Of the 45 participants
who did not return the SCNS-34, 9 participants were deceased at the six month follow
up stage, 11 were lost to follow up being no longer at their recorded address, with 25
participants not returning the SCNS-34 for unknown reasons. Chi-square analysis
revealed that there was no significant difference between those participants who
returned the SCNS-34 (RSCNS-SF34) and those who did not, based on comparisons
of SPHERE-SF12 somatic ‘caseness’ ^ (1) = 1.435, p > .05 and psychological
‘caseness’ %2 (1) = 1.419, p> .05. In hindsight, the attrition rate may have been
reduced if the SCNS-34 had been administered in person or via telephone, rather than
being sent in the mail to participants.
Unmet Supportive Care Needs at 6 months following Initial Clinic Visit
Unmet supportive care needs were examined across all participants from Study
1 who returned SCNS-SF34 questionnaires. The objective of the current study is to
identify the proportion of patients presenting with unmet need, specifically unmet
psychosocial needs (6 months post initial clinic visit) amongst newly diagnosed
cancer patients at participating cancer clinics within the Australian Capital Territory.
It was hypothesised that the introduction of a routine screening program for
psychological distress would reduce the level of unmet needs amongst those patients
who were screened for psychological distress and then subsequently referred to
appropriate services.
Participant scores on the five domains were compared with levels of unmet
need in participants of a normative sample of cancer patients that was collected as
part of the validation study for the Supportive Care Needs Survey (Bonevski et al.,
2000). Using data from the validation study, basic statistics for the Likert summated
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scales from the five domains of the SCNS-SF34 were established (McElduff et al.,
2004). Mean scores from the participants (n = 118) of Study 2 were calculated and
then compared to the comparison reference data from the SCNS-SF34 validation
study (McElduff et ah, 2004) and can be found in Table 5.1.

Table 5.1. Summary data for Study 2 Participants and Comparison Reference Data

N

M

S.D.

Comparison reference
Data (Mean/SD)*

SCNS Psych

118

23.0

10.3

25.7(11.4)

SCNS Health/Info

118

22.5

10.0

28.5(12.8)

SCNS Sexuality

118

5.4

3.1

5.8 (3.3)

SCNS Physical

118

10.7

4.7

12.3 (5.4)

SCNS Care/Support

118

9.1

4.1

10.0(4.8)

* (McElduff et ah, 2004).
Participant’s scores on the SCNS-SF34 revealed the highest areas of unmet
need were in the psychological, and health system and information domains. These
results are in line with other research into supportive care needs, which have also
reported levels of unmet need in these areas (McDowell et ah, 2010; Stanton et ah,
2005).

There were significant positive correlations on all of the domains in the

SCNS-SF34. Spearman’s rho correlations on the five domains are presented in Table
5.2.
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Table 5.2. Spearman ’s rho correlations for SCNS-SF34 Domains

Spearman’s rho

SCNS

SNCS

SCNS

Psych

Health/Info

Sexuality

Physical

Care/Sup

1.000

0.661**

0.345**

0.620**

0.635**

0.000

0.000

0.000

0.000

1.000

0.390**

0.498**

0.788**

0.000

0.000

0.000

1.000

0.221*

0.304**

•

0.016

0.001

0.221*

1.000

0.431**

Psychological

Spearman’s rho

SCNS

SCNS

•

0.661

afc $

Health/Information 0.000

•

Spearman’s rho

0.335**

0.390**

Sexuality

0.000

0.000

Spearman’s rho

0.620**

0.498

Physical

0.000

0.000

0.016

Spearman’s rho

0.635**

0.788**

0.304**

0.431**

Care/Support

0.000

0.000

0.001

0.000

N

118

118

118

118

* *

•

0.000

1.000

118

. Correlation is significant at the 0.01 level (2-tailed).
. Correlation is significant at the 0.05 level (2-tailed).
Levels of Unmet Need by Item on the SCNS-SF34

Participants (n = 118) reported the following items as the top ten items of
unmet need, ranging from low to high levels of need. The top ten items with levels of
unmet need included: ‘fears about the cancer spreading’ (36.1%), ‘uncertainty about
the future’ (34.3%), ‘not being able to do the things you used to do’ (30.7%),
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‘anxiety’ (29.5%), ‘lack of energy/tiredness’ (29.4%), ‘worry that the results of
treatment are beyond your control’ (28.2%), ‘feeling down or depressed’ (27.6%),
‘learning to feel in control of your situation' (27%), ‘concerns about the worries of
those close to you’ (26.9%), and ‘having access to professional counselling’ (25.1%).
Most of the items in the top ten are found in the psychological domain of the SCNSSF34. Table 5.3 provides a summary of the percentage od responses for the top ten
items.

Table 5.3. Percentage o f Responses per Item for Top Ten Items

Ite m R e s p o n s e

N ot

S a tis fie d

L ow N eed

A p p lic a b le

M o d e ra te

H ig h

N eed

N eed

Fear about cancer
s p r e a d in g

2 6 .3

2 3 .7

2 8 .0

1 2 .7

9 .3

2 8 .8

2 3 .7

2 7 .1

9 .3

1 1 .0

t h i n g s t h a t y o u u s e d to

2 8 .8

2 8 .8

1 7 .8

1 6 .9

7 .6

A n x ie ty

2 9 .7

2 9 .7

2 4 .6

1 1 .9

4 .2

L a c k o f e n e rg y

2 4 .6

3 4 .7

1 9 .5

1 5 .3

5 .9

3 6 .4

2 4 .6

1 9 .5

9 .3

1 0 .2

3 5 .6

2 6 .3

2 0 .3

1 4 .4

3 .4

3 2 .2

3 0 .5

1 8 .6

1 1 .0

7 .6

3 3 .9

2 8 .8

1 5 .3

1 4 .4

7 .6

p r o f e s s i o n a l c o u n s e l l i n g 3 5 .6

2 9 .7

1 1 .9

1 5 .3

7 .6

U n c e rta in ty a b o u t
th e fu tu re
N o t b e in g a b le to

W o rr y re g a r d in g re s u lts
o f tr e a tm e n t
F e e lin g d o w n o r
d e p re sse d
L e a rn in g to feel
in c o n t r o l o f s i t u a t i o n
C o n c e rn s a b o u t th o s e
w o r r ie s o f th o s e c lo s e
to y o u
H a v in g a c c e s s to
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Comparison of Unmet Supportive Care Needs between Referred and NonReferred Participants
Of the 163 participants from Study 1, only 29.7% were directly referred to
psychosocial services within the hospital, although as previously mentioned,
screening with the Distress Thermometer did result in an increase in direct referrals to
psychosocial services. Of the 118 participants in this study who returned the SCNSSF34, 29.7% were directly referred to psychosocial services within the hospital.
Information was not available as to the number of times participants attended
psychosocial services or the length of time spent with psychosocial services.
Information was also not available as to whether those participants not directly
referred obtained assistance and support from services external to the hospital setting.
Interestingly there were no differences between participants who were directly
referred to psychosocial services, and those participants who were not directly
referred on four of the five domains of the SCNS-SF34. Independent Mests were
conducted.

On average, there was no significant difference in the psychological

domain scores on the SCNS-SF34 in directly referred participants (M = 22.9, SE =
1.65) and non-referred participants (M = 23.1, SE = 1.15), t (116) = .099, p > .05.
There was no significant difference in the health system and information domain
scores on the SCNS-SF34 in directly referred participants (M = 23.1, SE = 1.11) and
non-referred participants (M = 22.2, SE = 1.65), t (116) = -.450, p > .05. Similar
results were obtained on the patient care and support domain of the SCNS-SF34, with
there being no significant difference between directly referred participants (M = 9.74,
SE = 0.46) and non-referred participants (M = 8.84, SE = 0.65), t (116) = -1.087, p >
.05. Likewise, on the sexuality domain of the SCNS-SF34, there was no significant
difference between directly referred participants (M = 5.20, SE = 0.51) and non-
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referred participants (M = 5.53, SE = 0.35), t (116) = .522, p > .05. There was also no
significance difference between scores on the physical and daily living domain on the
SCNS-SF34, in directly referred participants (M = 9.82, SE = 0.58) and non-referred
participants (M = 11.1, SE = 0.56), t (116) = .13, p < .05. More detailed information
regarding independent t test values can be found in Table 5.4.
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Comparison of Participant Responses between Directly Referred and NonReferred Items on the Psychological Domain of SCNS-SF34
While there appears to be no significant difference between participant scores
on the psychological domain of the SCNS-SF34 between directly referred and nonreferred participants, closer examination of the individual items of the psychological
domain, demonstrate that those participants who were directly referred to
psychosocial services, had significantly better scores on the items ‘fear about the
cancer spreading’ and ‘uncertainty about the future’. Chi-square analysis revealed
that there was a significant relationship between scores on these two items with X
(1) = 5.597, p < .05 (fear about the cancer spreading), and X 2 (1) = 4.161, p < .05
(uncertainty about the future).
Despite their being no significant difference between those participants who
were directly referred to psychosocial services and those who were not referred, on
the psychological domain of the SCNS-SF34, as mentioned previously, overall
participant scores across all domains indicate significant levels of unmet supportive
care needs. As well as this, participant scores on the ‘having access to professional
counselling’ item of the SCNS-SF34, indicate that one quarter (25.2%) of all
participants (n = 118) still felt the need to have access to psychosocial services at six
months follow up.
Comparison of SCNS-SF34 Total Scores and Domain Scores for Group 1
(unscreened group) and Group 2 (screening group) Participants from Study 1
Bivariate tests were conducted to explore differences between participant
scores in the baseline group (Group 1, n = 83) and the screening group (Group 2, n =
80) on the SCNS-SF34.

There was no significance difference in levels of unmet

need between the two groups, although mean scores were slightly lower for the
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screening group (Group 2) on the psychological, and the physical and daily living
domains on the SCNS-SF34. Mean scores were slightly higher for the screening
group (Group 2) on the health system and information, the patient care and support,
and sexuality domains on the SCNS-SF34.

Table 5.5 shows the mean scores,

standard deviations, and results of bivariate tests comparing SCNS-SF34 total scores
and domain scores for participants in the unscreened and screened groups.
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Table 5.5. Results o f Bivariate tests comparing SCNS-SF34 Total and Domain scores
for participants in the unscreened and screened groups

SCNS-SF34

SCNS-SF34 Total Score

Unscreened

Screened

Group (Mean/SD)

Group (Mean/SD)

60.8

57.7

Significance

U= 1602.0;
Z = -.483;
p > .05

Psychological Domain

63.1

54.4

U= 1439.0;
Z = -1.376;
p > .05

Health System and

58.3

61.3

Information Domain

U= 1604.5;
Z= -.472;
p > .05

Physical and Daily

60.4

58.2

U= 1628.0;
Z = -.343;
p > .05

Patient Care and

57.5

62.4

Support Domain

t/ = 1550.5;
Z = -.776;
p > .05

Sexuality Domain

58.7

60.7

U= 1632.5;
Z= -.330;
p > .05
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Comparison of SPHERE-SF12 Psychological Distress ‘Caseness’ and SCNSSF34 Unmet Need in the Psychological Domain.
As mentioned previously, approximately one third of participants in Study 1
(36.2%) reported ‘caseness’ on the psychological distress subscale of the SPHERESF12. Participant scores on the SCNS-SF34 revealed that the highest areas of unmet
need were in the psychological domain and the health system and information needs
domain. Chi-square analysis revealed a significant relationship between psychological
‘caseness’ on the SPHERE-SF12 and level of unmet need on the psychological
domain of the SCNS-SF34, with *2 (1) = 44.537, p < .05.
Comparison of SPHERE-SF12 Psychological Distress ‘Caseness’ and ‘Having
Access to Professional Counselling’ on the SCNS-SF34.
All 163 participants completed the SPF1ERE-SF12, with just over one third
(36.2%) of all participants reporting ‘caseness’ on the psychological distress subscale.
Subsequently, participant scores on the SCNS-SF34 (n=l 18), at six month follow up,
demonstrated that approximately one quarter (25.2%) of participants still felt the need
to have access to professional counselling at six months after initial screening with
SPHERE-SF12.

Chi-square analysis revealed a significant relationship between

psychological ‘caseness’ on the SPHERE-SF12 and the need to have access to
professional counselling on the SCNS-SF34, with x2 (1) = 2.964, p < .05.
Comparison of Distress Thermometer Scores and ‘Having Access to Professional
Counselling’ on the SCNS-SF34.
Of the 80 participants in Group 2 of Study 1, 35 participants (43.75%) reported
scores on the Distress Thermometer of five or more, reflecting clinically significant
levels of distress.

As already mentioned, participant scores on the SCNS-SF34

(n=118), at six month follow up, demonstrated that approximately one quarter

122

(25.2%) of participants still felt the need to have access to professional counselling at
six months after initial screening with the Distress Thermometer. Chi-square analysis
revealed a significant relationship between clinically significant distress scores on the
Distress Thermometer, and the need to have access to professional counselling on the
SCNS-SF34, with x2 (1) = 56.580, p < .05.
Comparison of DASS-42 subscale scores and “Having Access to Professional
Counselling” on the SCNS-SF34.
As mentioned previously, cancer patients’ scores on the DASS-42 subscales in
Study 1 were higher across the mild, moderate, severe, and extremely severe ranges,
than those of a non-clinical sample conducted by Crawford and Henry (2003). When
compared with the need to have access to professional counselling on the SCNSSF34, chi-square analysis revealed a significant relationship between participant
scores across all DASS-42 subscales and the need to have access to professional
counselling on the SCNS-SF34: between depression (x2 (1) = 10.864, p < .05),
anxiety (%2 (1) = 16.740, p < .05), and stress (x2 (1) = 23.427, p < .05).
Discussion
This study sought to investigate the level of unmet supportive care needs in
newly diagnosed cancer patients, at six months following their initial visit to the
oncology clinic, using the Supportive Care Needs Survey Short Form 34 (SCNSSF34). Researchers and clinical groups around Australia and internationally have
used the SCNS-SF34 for research and quality assurance purposes. Participant scores
on the five domains (psychological, health system and information, physical and daily
living, patient care and support, and sexuality) of the SCNS-SF34 were explored. As
mentioned in Chapter III, the objective of this study was to identify the proportion of
patients presenting with unmet need, specifically unmet psychosocial needs (6 months
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post initial clinic visit) amongst newly diagnosed cancer patients at participating
cancer clinics within the ACT.
The effectiveness of the SCNS-SF34 for measuring unmet need in cancer
patients was explored, with participant scores on the five domains compared with
levels of unmet need in participants of a normative sample of 1492 cancer patients
used in the validation study for SCNS-SF34 (Bonevski et al., 2000). Participant
scores on the SCNS-SF34 revealed the highest areas of unmet were in the
psychological and health system and information domains. These results are similar
to those of Bonevski et al. (2000), Flarrison et al. (2009), McDowell et al. (2010), and
Thewes et al. (2009), which demonstrated high levels of unmet need across the
psychological, health and information, and physical domains.
The study by McDowell et al. (2010) found that the highest ranked unmet
supportive needs in cancer patients were in the physical/daily living and
psychological needs domains, and found that a large percentage of respondents
experienced at least one moderate to high unmet at baseline and at six month follow
up. Although McDowell et al. (2010) report that patients experience less distress over
time, unmet physical/daily living, psychological and health/information needs
increased with longer time since diagnosis. Stanton et al. (2005) also reported that
cancer patients experience a significant disturbance in functioning and supportive care
needs immediately following diagnosis and that this may continue throughout their
cancer journey, therefore they require ongoing assistance throughout this experience.
Stanton, Revenson, and Tennen (2007) also suggest that the realisation that one has
cancer may only become apparent over time following treatment, leaving patients
with fewer resources and less support during their recovery.
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Recent studies have also reported levels of unmet need in patients with cancer,
with unmet need highest in the physical, psychological, and health and information
domains (Chambers et al, 2012; Colagiuri et al., 2011; Fitch and Steele, 2010;
Fujisawa et ah, 2010; Girgis et ah, 2011; & Sanders et ah, 2010). The results of this
study complement the results of current and previous research and highlight the
importance of screening for unmet supportive care needs in the oncology setting.
Statistical analysis also revealed significant correlations on all of the domains in the
SCNS-SF34.
The top ten items with levels of unmet need came mainly from the
psychological domain and included: ‘fears about the cancer spreading’, ‘uncertainty
about the future’, ‘not being able to do the things you used to do’, ‘anxiety’, Tack of
energy/tiredness’, ‘worry that the results of treatment are beyond your control’,
‘feeling down or depressed’, ‘learning to feel in control of your situation’, ‘concerns
about the worries of those close to you’, and ‘having access to professional
counselling’.
Contrary to expectations, there were no significant differences between
participants who were directly referred to psychosocial services within the hospital
setting, and those participants who were not directly referred, on four of the five
domains of the SCNS-SF34. While there appears to be no significant difference
between participant scores on the psychological domain of the SCNS-SF34 between
directly referred and non-referred participants, closer examination of the individual
items of the psychological domain, demonstrate that those participants who were
directly referred to psychosocial services within the hospital setting, had significantly
lower scores on the items ‘fear about the cancer spreading’ and ‘uncertainty about the
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future’.

These findings may be of importance in the identification and early

intervention treatment of distress shown by patients in relation to these variables.
Despite there being no significant difference between those participants who
were directly referred to psychosocial services and those who were not referred, on
the psychological domain of the SCNS-SF34, overall participant scores across all
domains indicate significant levels of unmet supportive care needs. In addition, one
quarter of participants also indicated the need for further assistance in terms of having
access to counselling and psychosocial services.
The results of this study are consistent with previous research which suggested
that there is a proportion of cancer patients and cancer survivors with unmet needs
who might benefit from the targeted application of screening and psychosocial
resources (Armes et al., 2009). Previous research with the SCNS-SF34 has also
demonstrated high levels of unmet need across a range of domains including the
psychological, health system and information, and physical and daily living domains
(Sanson-Fisher et al., 2000). Although McDowell et al. (2010) reported that patients
experience less distress over time, unmet physical/daily living, psychological and
health/information needs have been shown to increase with longer time since
diagnosis. White et al. (2011) also reported unmet needs in cancer patients in the
psychological and physical/daily living domains. This may be due to the realisation
that one has cancer, as well as the need for ongoing assistance across the cancer
trajectory. In sum, the results of this study indicate that cancer patients continue to
have levels of unmet need in a variety of areas, following diagnosis and treatment.
This information is valuable as it demonstrates that patients with cancer continue to
require ongoing psychosocial support throughout the cancer trajectory, and as such

126

psychosocial services need to incorporate these needs into standards of care for
psychosocial services.
Limitations and Future Directions
When considering the findings of this study, there are some limitations that are
in need of further exploration. Firstly, in hindsight it would have been beneficial to
administer the Supportive Care Needs Survey Short Form-34 at the beginning of
screening and not only at six months follow up. This would have allowed for an
exploration of unmet needs across a longer time period, and also would have
identified if there were changes in unmet need over time. For example, did levels of
unmet need or psychological distress decrease over the patient’s cancer journey, stay
the same, or increase at the end of treatment.
There was also a 27.6% (n=45) attrition rate in response to the Supportive
Care Needs Survey Short Form-34 (SCNS-34) being returned. Of the 45 participants
who did not return the SCNS-34, 9 participants were deceased at the six month follow
up stage, 11 were lost to follow up being no longer at their recorded address, with 25
participants not returning the SCNS-34 for unknown reasons. Statistical analysis of
these 25 participants did not identify any significant difference on any study
variables, compared to those participants who returned the SCNS-34. The attrition
rate may have been reduced if the SCNS-34 had been administered in person or via
telephone, rather than being sent in the mail to participants.
The re-administration of the SPFIERE-SF12 at six months follow up would
have provided longitudinal information as to the impact of screening on distress,
providing important information on whether patients who were distressed at baseline
continued to be distressed, and whether or not levels of distress stabilised or became
worse.
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It was hypothesised that the introduction of a routine screening program for
psychological distress would reduce the level of unmet needs amongst those patients
who were screened for psychological distress and then referred to appropriate
services. However a limitation to the exploration of this hypothesis was that only
data on referrals within the hospital setting was collected, and it was unknown if
patients had sought psychological or psychosocial support externally.
Future directions for research may include a large-scale study of unmet needs
in cancer patients, as well as an exploration of the unmet needs of those caring for
cancer patients. A study by Girgis et al., (2013) using the Supportive Care Needs
Survey - Partners and Caregivers (SCNS-P&C) demonstrated that a large number of
caregivers have unmet needs at the six month and two year period.
Conclusion
The current study is the first to explore the levels of unmet supportive care
needs in cancer patients in the Australian Capital Territory. The study contributes to
previous research, not only within the Australian context, but also across other
countries. Results demonstrate the level of unmet supportive care needs in cancer
patients and emphasise the importance of a multidisciplinary approach that includes
not only the physical aspects of cancer care but the psychological and psychosocial
aspects of cancer care. While the present research may be useful for considering the
provision of psychosocial services for cancer patients at a local level, further
exploration of unmet supportive care needs in the Australian context and with larger
sample sizes will potentially better highlight the potential level of unmet needs. It
may also provide further evidence for the introduction of screening programs for
unmet need and psychological distress in cancer patients.
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CHAPTER VI: GENERAL DISCUSSION
The current research sought to explore psychosocial screening and unmet
supportive care needs in newly diagnosed cancer patients in the Canberra region.
Two studies were conducted as part of this research. As already mentioned, Study 1
sought to investigate the utility and feasibility of the introduction of a routine
standardised psychosocial screening program for all newly diagnosed patients at
participating oncology clinics within the ACT. The introduction of a psychological
screening program explored rates of referral to psychosocial services, both prior to
and following introduction of a screening program, as well as patient (participant)
attitudes towards screening and acceptability of psychosocial screening by
participants. Study 2 sought to investigate the level of unmet supportive care needs in
newly diagnosed cancer patients, at six months following their initial visit to the
oncology clinic.
Examination of Psychosocial Distress in Cancer Patients
The results of the current research were in line with previous studies and
clinical guidelines into psychosocial distress in cancer patients, and provide further
evidence that screening for psychosocial distress is useful and of benefit to cancer
patients, and that psychosocial care should be incorporated into standard cancer care
guidelines across institutions providing oncology services. The Canberra region is no
exception to this, and a recommendation of this research is that standard and routine
screening for psychosocial distress should become standard practice in the initial and
ongoing assessment of patients, as are routine medical assessments. Currently it is not
standard practice to routinely screen cancer patients for psychosocial distress in
oncology clinics in the Canberra region.
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While Australia does have clinical practice guidelines for the psychosocial
care of adults with cancer, these appear not have been updated since 2003.
Nonetheless, these guidelines do provide recommended steps for screening people
with cancer for psychological and psychosocial problems (NBCC & NCCI, 2003). In
comparison, the National Comprehensive Cancer Network (NCCN) in the United
States reviews their guidelines for distress management in cancer patients on an
annual basis, which includes the management and implementation of screening
programs (NCCN, 2012).
There is a strong evidence base to support screening for psychosocial distress,
with the Institute of Medicine (IOM) also reporting the value of psychosocial
interventions in cancer care (Adler & Page, 2007).

An extensive review by the

NCCN (2011) of the evidence by the IOM examined the range of interventions, both
psychological and social, as well as their impact on quality of life and survival. The
review reported randomised clinical trials, systematic reviews, and meta-analyses that
supported the view that psychosocial aspects must be incorporated in routine cancer
care (NCCN, 2011).

Various forms of psychotherapy were also reported to be

effective in the management of psychosocial distress and psychological morbidity in
cancer patients, including cognitive behaviour therapy and supportive psychotherapy.
Various clinical trials have shown that cognitive behaviour therapy effectively
reduces psychological symptoms such as anxiety and depression in cancer patients, as
well as reducing physical symptoms such as pain and fatigue (Moorey et al., 1998;
Gielissen, Verhagen, & Bleijenberg, 2007; NCCN, 2011). Supportive psychotherapy,
including group psychotherapy, aimed at flexibly meeting patients changing needs,
has also been effectively used with cancer patients (Jonas et al., 2013; Kleim et al.
2012) .
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The NCCN (2011) guidelines suggest a model that can be incorporated by
oncology services for the management of psychosocial distress in cancer patients.
The current research is also in line with this model, and as such, it could be
incorporated into current oncology practice in the Canberra region.

The NCCN

(2011) model consists of “screening for distress and psychosocial needs, making a
treatment plan to address these needs and then implementing it, referral to services as
needed for psychosocial care, and re-evaluation of cancer patients levels of
psychological distress and the effectiveness as appropriate” (NCCN, 2011, p. MS-4).
The clinical disciplines involved in the NCCN distress management guidelines
included oncologists, oncology nurses, social workers, psychologists, psychiatrists,
supportive counsellors and clergy. The term distress was used as it was felt to be less
stigmatising. Also oncology were staff were familiar with using rating scales form 1
to 10 to assess medical issues such as pain, therefore it was recommended that the
Distress Thermometer was used, as oncology staff would find it easier to ask patients
about their distress on a rating scale of 1 to 10 (NCCN, 2011).
In terms of a screening tool for psychosocial distress, the Distress
Thermometer remains the recommended instrument, with its 1 to 10 rating and
problem list. Various studies, including this study, have demonstrated its efficacy and
utilisation with cancer patients.

It is also effective as it can be administered by

oncology nurses (patients can complete it in the waiting room), and the completed
instrument can be reviewed by the oncology nurse (as they are usually present at most
patient visits) and clarifying questions can then be asked, with referrals to
psychosocial services discussed if appropriate (NCCN, 2011).
The Distress Thermometer has also been validated using longer problem lists
and adapted problem lists (Graves et al., 2007; Tuinman, Gazendam-Donofrio, &
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Hoekstra-Weebers, 2008). In these studies and another study by Ransom, Jacobsen,
and Booth-Jones (2006), the Distress Thermometer has overall accuracy and greater
sensitivity and specificity, when compared to other instruments that assess depression
and anxiety. The overall accuracy of the Distress Thermometer has been shown to be
comparable to the 14-item HADS total score, while its efficacy is superior (Mitchell,
2010).
Despite this, in this research project, it would appear that the use of the
Distress Thermometer was not supportive of psychological screening, as there was no
significant difference between referred and non-referred patients.

Howell et al.

(2013) report that despite progress in the uptake of distress screening it remains
unclear if this has resulted in improvements in patient outcomes. However, the
introduction of psychological screening identified that psychological needs still
remain the most prevalent.
The Distress Thermometer in Combination with Other Instruments
Although the implementation of a psychosocial screening program is desirable
and recommended by clinical practice standards, establishing a psychosocial
screening program is difficult in busy oncology clinic settings.

Despite this, the

Distress Thermometer has shown a high performance standard and it is brief enough
to use in busy clinical settings (Akizuki et al., 2005). Akizuki et al. (2005) also
developed an Impact Thermometer that can be used along side the Distress
Thermometer to screen for adjustment disorders. The Impact Thermometer is similar
to the Distress Thermometer, with a 1-item questionnaire with an 11-point Likert
scale, with scores ranging from 0 to 10, with higher scores indicative of a higher
impact of distress. Akizuki et al. (2005) report that the question associated with the
Impact Thermometer is a question about the impact of distress on daily life. It was
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thought that this question was appropriate as the diagnostic criteria of both adjustment
disorders and major depression, contain impairment of social functioning as an
essential point (Akizuki et al., 2005).

Akizuki et al. (2005) reported that the

combination of the Distress Thermometer and the Impact Thermometer was reported
to perform better than the Distress Thermometer alone, with sensitivity and specificity
for detection of adjustment disorders and major depression being comparable to
HADS values, indicating that the combination performed well in detecting adjustment
disorders and major depression.
More recent studies have also explored the use of the Distress Thermometer
with an Emotion Thermometer tool. Mitchell et al. (2010) found that the accuracy of
the Distress Thermometer can be improved by the addition of simple linear domains
without substantially increasing the time taken to complete the test. The Emotion
Thermometer as proposed by Mitchell et al. (2010) is a five-dimensional tool, with a
combination of five visual-analogue scales in the form of four predictor domains for
distress, anxiety, depression, and anger. The tool contains an adapted version of the
Distress Thermometer with a Depression Thermometer, an Anxiety Thermometer,
and an Anger Thermometer.

The preliminary findings of Mitchell et al. (2010)

suggest that the new Emotional Thermometer (which incorporates the Distress
Thermometer) is more accurate than just the Distress Thermometer alone.

An

important factor for health professionals to consider from this information, is that a
combination of simple visual-analogue tools appears to work as well as a battery of
tests in the detection of distress and adjustment disorders in patients with cancer
(Mitchell et al., 2010).

Of course oncology clinics need to have implemented a

screening program for psychosocial distress in order to make use of this information.
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Cancer Patients’ Desire for Psychosocial Support
As reported previously, between 10% and 50% of cancer patients experience
high levels of distress (Merckaert et al., 2010). In spite of this only a minority of
cancer patients experiencing distress are offered psychosocial interventions.
Psychosocial distress has often been shown to be underestimated by both doctors and
nurses. As few oncology clinics organise systematic screenings of distress, patients’
use of psychosocial interventions is mainly influenced by their own desire for
assistance (Merckaert et al., 2010). Merckaert et al. (2010) conducted a study of men
and women regarding their levels of anxiety and depression and their desire for
psychological support. The study by Merckaert et al. (2010) showed that 70% of
women experienced significant levels of anxiety’ and depression, and around 25%
reported desiring psychological support. Around 50% of men experienced significant
levels of anxiety and depression, with 10% desiring psychological support (Merckaert
et al., 2010). The differences between men and women may also be explained by
differences in help-seeking behaviour between the two. The results of the study by
Merckaert et al. (2010) emphasize the need to implement psychosocial screening
programs, as well as examining patient’s desire for psychosocial assistance.
As already mentioned, elevated distress has been associated with a number of
negative outcomes for cancer patients.

However, van Scheppingen et al. (2011)

suggest that a factor that is often overlooked is that uncovering distress is not the end
in itself, and that screening should be seen as a means towards identifying patients
with unmet need for psychosocial services. Studies into screening for distress have
often assumed that screening for distress represents a need for psychosocial services.
However, Graves et al. (2007) found that among 333 lung cancer patients, only 30%
of the distressed patients actually wanted assistance. Likewise, a study by Tuinman,
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Gazendam-Donofrio, and Hoekstra-Weebers (2008) found that only 14% of distressed
patients wanted assistance.

In contrast to this Sollner et al. (2004) found that a

substantial proportion of cancer patients without elevated levels of distress also
reported a need for psychosocial services. While psychosocial screening does not
directly assess levels of unmet need, it provides a forum for discussion of
psychosocial issues.
Examination of Unmet Needs in Cancer Patients
Fitch, Gray, and Franssen (2000) suggest that supportive care covers the full
range of issues that a person with cancer has to manage from diagnosis, treatment,
and survivorship.

As mentioned previously supportive care needs include the

provision of services to meet physical, psychological, social, information, and
spiritual needs. Study 2 of the current research examined the proportion of patients
presenting with significant levels of psychological distress and unmet psychosocial
needs (6 months post initial clinic visit) amongst newly diagnosed cancer patients at
participating cancer clinics within the ACT, using the SCNS-SF34. As with other
studies (Harrison et al., 2011) the current research reported that one of the most
frequently endorsed unmet needs was for assistance to manage concerns about cancer
recurrence. As already suggested, a needs-based approach can identify problems that
cancer patients experience both during and following treatment.
Abrahamson, Durham, and Fox (2010) report that many patients diagnosed
with cancer report unmet needs in terms of emotional distress, decision-making
support, and practical concerns such as childcare, transportation, and financial
assistance. The study by Abrahamson, Durham, and Fox (2010) also reports that
there is evidence that unmet need, especially unmet information need, is related to the
level of patient health literacy. Abrahamson, Durham, and Fox (2010) suggest that
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patient empowerment through the provision of information regarding unmet health
needs, increases the patient’s involvement in care, and enables the patient to
understand the risks and benefits of treatment. There is evidence that even simple
interventions can assist in the reduction of psychosocial and information needs in
cancer patients (Girgis et ah, 2013).
Alternative Methods of Assessing Unmet Needs in Cancer Patients
As well as the Supportive Care Needs Survey (SCNS), other needs-based
assessment tools have been developed.

Campbell et al. (2011) developed the

Survivors Unmet Needs Survey (SUNS), an 89-item instrument that has high
acceptability, item test-retest reliability, and internal consistency. The SUNS has
strong psychometric properties and is useful for determining prevalence and
predictors of unmet need, and could be used as an alternative to the SCNS, although it
does take longer to complete.
Another alternative measure is the Needs Assessment Tool (NAT). The NAT
has four sections which include the patient, carer, and health professionals need for
assistance in managing care, the assessment of patient well-being, the assessment of
the caregiver’s ability to care for the patient, and the assessment of the caregiver’s
well-being (Waller et al., 2010). As the NAT has established inter-rater reliability,
acceptability, and face and content validity, it has been reported to be an efficient
approach to assessment and management of unmet patient and caregiver need in the
palliative care setting (Waller et al., 2010).
Further research by Girgis et al. (2011) has also been conducted on the next
generation of the SCNS, with the development of a brief screening tool for patients in
the clinical setting. Nine items were identified that could be efficiently and reliably
used as a brief screening tool (SCNS-ST9). A comparison of the results of the SCNS-
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ST9 with the original SCNS-SF34, demonstrated that the SCNS-ST9 was reliable in
screening for unmet needs in cancer patients (Girgis et ah, 2011). The SCNS-ST9
could be used as a brief screening tool in clinical oncology settings.
However, a study by Girgis et al. (2011) demonstrated further support for the
SCNS-SF34.

Girgis et al. (2011) found that 11% of patients who scored in the

moderate to high need domains on the SCNS-SF34, did not report the same scores on
the SCNS-ST9, with the SCNS-ST9 apparently not differentiating these needs. Girgis
et al. (2011) reported that the SCNS-SF34 had better degrees of sensitivity and
specificity that the Distress Thermometer.
Limitations of this Research Project
While in Study 1, the introduction of routine screening demonstrated a
significant increase in the number of referrals to psychosocial services, the
appropriateness and clinical significance of these referrals was not measured. Another
area for further exploration is whether the introduction of routine screening increases
the timely referral of cancer patients to psychosocial staff, as well as if the
introduction of routine screening improves multi-disciplinary team communication
and referral pathways in regards to the care of patients experiencing psychological
distress. There was also no data available as to the timeliness of referrals, or the wait
time for access to psychosocial services. This information would have been useful in
determining if access to psychosocial services has an impact on unmet needs,
especially if the wait time for access to psychosocial services ranged from weeks to
months.
Previous research by Clark et al. (2010), Mertz et al. (2012), Montgomery et
al. (2003), Wang et al. (2012), and Zabora et al. (2001) has identified varying levels
of psychological distress amongst patients with different types of cancer.

An
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oversight of this study was not collecting clinical data on the type of cancer and the
type of treatment that patients received. Given that the type of cancer treatment
varies across different types of cancer, levels of distress may be vary in these patients
due to the difference in toxicity of the treatment being received by the patient (Daly &
Blandford, 2001).
While all newly diagnosed cancer patients attending the oncology clinic for the
first time were intended to be recruited for this study, not all new patients were
recruited. The main reason for this was the reported time pressures in the day to day
running of the oncology clinics, as well as the main focus of care being on the
physical treatment of cancer, as opposed to the psychosocial care of cancer patients.
Despite these limitations, this study provides one of the first insights into the level of
psychological distress in newly diagnosed cancer patients in the Canberra region, as
well as evidence for the use of the Distress Thermometer and the SPHERE-SF12 in
the Australian context. Further studies with larger sample sizes are required to further
explore both the utility of the Distress Thermometer and the SPHERE-SF12 in
identifying psychological distress in newly diagnosed cancer patients, and also to
provide support for the use of routine screening programs for psychological distress
as a standard part of oncology care.
Study 2 also has some limitations that are in need of further exploration. Not
administering the SCNS-SF34 as part of the first study was an oversight that would
have enabled the study of unmet needs from a longitudinal perspective and also
would have identified if there were changes in unmet need over time. Likewise, the
re-administration of the SPHERE-SF12 at six months follow up would have provided
longitudinal information as to the impact of screening on distress, providing
important information on whether patients who were distressed at baseline continued
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to be distressed, or whether or not levels of distress stabilised or became worse over
time.
Recommendations for Future Study
The NCCN reviewed its standards for psychosocial care in 2011 and
recommended that the following standards be implemented so that no patient with
cancer who has distress goes unrecognised. The NCCN (2011, p. MS-6) advises that
“distress should be recognised, monitored, documented, and treated as would any
medical symptom, at all stages of cancer and in all oncology settings”. Routine
standard psychological screening should be in place so that all cancer patients are
referred for assistance if appropriate, throughout their cancer journey. Distress
“should be assessed and managed according to clinical psychosocial practice
guidelines, and each cancer centre should have leadership within the service delivery
structure, that assumes responsibility for implementing standards of care for distress
management and clinical psychosocial practice guidelines” (NCCN, 2011, p. MS-6).
The NCCN (2011) advises that educational and training programs should be
developed to ensure that clinical oncology staff, mental health professionals, and
supportive counselling staff have the appropriate knowledge and skills in the
assessment and management of distress. Patients and their families should also be
included in this process to increase awareness of distress and appropriate services and
interventions that may be available to patients and their families.

Additionally,

mental health professionals experienced in the psychosocial aspects of cancer should
be easily available within the inpatient and outpatient setting, or by referral (NCCN,
2011). The NCCN (2011, p. MS-6) reports that “clinical health outcome
measurements should include the assessment of the psychosocial domain of cancer,
and the management of distress should be communicated to patients and their families

139

as an integral part of cancer care, and the development and maintenance of
psychosocial programs and services should be included the strategic plans of all
cancer care centres”.
In the United States, Jacobsen and Ransom (2007) conducted a study to
evaluate the implementation of the NCCN distress management guidelines.

The

NCCN member institutions were asked to describe their distress management
practices and the study received a response rate of 83%. Of the 83% of institutions
that responded, 53% conducted routine distress screening for some cancer groups,
with a further 27% of institutions pilot-testing screening strategies (Jacobsen &
Ransom, 2007). However, only 20% of surveyed institutions screened all cancer
patients as the guidelines recommend. The findings suggested that while institutions
consider screening for psychosocial distress important, further implementation and
assistance in implementing the guidelines was needed (Jacobsen & Ransom, 2007).
The NCCN (2011) guidelines encourage the establishment of institutional
interdisciplinary committees to implement and monitor distress management amongst
cancer patients. In Australia, further large randomised trials are needed to compare
the efficacy of brief screening instruments, as well as pilot testing and comparison of
instruments. Education programs also need to be provided to clinical oncology staff,
patients, and their families to raise awareness of the benefits of screening for
psychosocial distress. Currently in the Canberra region, the quality of psychosocial
care is not monitored, nor have there been established minimal performance standards
for its delivery, or for the implementation of standard routine psychosocial screening
of patients with cancer. Implementation of the psychosocial distress screening
programs would provide a way of capturing large numbers of cancer patients for
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prospective studies into the effectiveness and acceptability of psychosocial screening
programs on a larger scale.
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APPENDIX A

Study 3

APPENDIX A: STUDY 3
As previously discussed in studies 1 and 2, psychological and psychiatric
morbidity in patients with cancer is high, and without appropriate treatment can be
longstanding.

Many of the psychological problems of cancer patients may be

managed more effectively if the clinical staff had better communication skills.
Unfortunately research has identified that oncology staff, including doctors, nurses
and allied health staff, are not especially skilled at either discussing psychological
issues in general, or recognizing anxiety and depression in cancer patients
(Fallowfield et al., 2001).

Even if oncology staff

have the appropriate

communication skills, they are often unable to utilise them due to time constraints and
demands of the stressful environments in which they work.
Information needs have also been identified as an area of unmet needs in
cancer patients. Studies have shown that clinicians tend to underestimate the amount
of information needed by cancer patients (Jenkins, Fallowfield, & Saul, 2001;
McElduff et al., 2004). Many patients believe that their doctor would have told them
everything that they need to know, while some clinicians still believe that information
should be disclosed to patients only if actively sought by patients (Jenkins,
Fallowfield, & Saul, 2001).
Psychosocial screening is a clinical action “by which members of a defined
population, who do not necessarily perceive they are at risk of, or already by a disease
or is complications, are asked a question or offered a test, to identify those individuals
who are more likely to be helped than harmed by further tests or treatment to reduce
the risk of a disease or its complications” (Mitchell et al., 2008, p. 226). In the United
Kingdom, the National Institute for Health and Clinical Excellence (NICE) suggests
“that oncology staff operating at a highly professional level should be able to screen
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for psychological distress at key points in the cancer care pathway” (Recommendation
5.2, NICE, 2004).
While the Distress Thermometer is a popular instrument used in screening for
psychosocial distress, screening remains controversial, with some authorities
cautioning against screening due to the difficulty in demonstrating clinical
improvements (Gilbody, Sheldon, & Wessely, 2006).

Despite this, the case for

screening has been convincing, as research has shown that distress, anxiety, and
depression are often overlooked or under treated by busy oncology professionals
(Keller at al., 2004; Mitchell et al., 2008; NICE, 2004; Lee et al., 2010). This is also
historically true. A study by Hardman, Maguire, and Crowther (1989) found that
doctors and nurses on a medical oncology ward recognised

only around 40% of

patients with anxiety and depression, and that thisrecognition was because patients
visibly demonstrated symptoms. This was further demonstrated in a study by Keller
et al. (2004), which found that only 39% of doctors and 40% of nurses were able to
recognise psychological distress in cancer patients. In regards to the acceptability of
screening, a study by Lee et al. (2010) found that only around half of nursing and
psychosocial staff reported that they viewed screening as useful in the care of their
patients.
The success of psychosocial screening in oncology has been

widely

documented (Clark et al., 2012; NCCN, 2012, Zabora, 2001). The Hospital Anxiety
and Depression scale (HADS) has also been widely used in screening for distress,
anxiety and depression in cancer patients.

An Australian study by Pascoe et al.

(2000) utilised the HADS and reported prevalence rates of 31% for distress, 12% for
anxiety, and 7% for depression. However, despite the enthusiasm for psychosocial
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screening, few cancer care centres have been able to implement successful screening
programs for psychosocial distress.
A study by McLachlan et al. (2001) collected data on self-reported needs and
psychosocial symptoms from 450 patients with cancer, two thirds of which had their
psychosocial information relayed to oncology staff, with an oncology nurse being
present to discuss psychosocial concerns and to refer to appropriate services as
needed. Follow up six months later revealed no difference in those patients who
discussed psychosocial concerns with their care team and those who did not.
However McLachlan et al. (2001) found that for the patients who were depressed on
initial assessment, there was improvement in depressive symptoms at the six-month
point. A further study by Boyes et al. (2006) in Australia also reported that screening
had no effect on levels of anxiety, depression, and perceived needs among patients
who were screened and received interventions and those who weren’t. The results
from Study 2 were also indicative of this.
The studies by McLachlan et al. (2001) and Boyes et al. (2006) suggest that
screening for psychosocial distress in cancer may not be sufficient, especially when
the perceived value to oncology clinicians is limited. In the clinical setting something
to be considered is whether or not the screening programs are seen as acceptable to
not only patients but to clinical oncology staff as well. Results from Study 1 suggest
that screening for psychosocial distress is acceptable to cancer patients.
There has been limited research into the acceptability of psychosocial
screening programs with clinical oncology staff. Research has shown that even if
oncology staff have appropriate communication, the stressful and difficult
environments in which they work, often means that they don’t have the time to utilise
these skills (Fallowfleld et al., 2001). Research has also demonstrated that despite the
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recommendations of clinical practice guidelines for the psychosocial care of patients
with cancer, the adherence to these has often been problematic and has had low
uptake in clinical practice (Regan et al., 2012).
Regan et al. (2012) conducted a multi-centre study examining oncology staff
attitudes towards psychosocial screening and adherence to screening protocols.
Thirty-six clinicians participated in the study and screened an average of four patients
each over a two-month period. The results of the study indicated that supportive care
needs were most common in the physical domain, followed by the emotional domain,
practical domain, family and spiritual domains. Adherence to the screening program
and adherence to protocols was high, although discussion occurred less for patient
needs in the family and emotional domains. Regan et al. (2012) suggest that this may
be due to clinicians’ confidence in dealing with needs in the physical domain, and a
lack of confidence in dealing with psychosocial issues.
Barriers to psychosocial screening have been identified by research into the
limitations to screening in clinical practice.

Mitchell et al. (2008) reported the

primary barriers to screening as being “time pressures, lack of training in regards to
screening methods, low personal skills and lack of confidence related to psychosocial
diagnosis” (Mitchell et al., 2008, p. 230). Some oncology staff avoided screening for
psychosocial distress because of their perception that patients were uncomfortable
discussing the issue. In addition, at times some oncology staff avoided screening due
to lack of interest in the area (Mitchell et al., 2008).
Likewise the Australian clinical practice guidelines for the psychosocial care
of adults with cancer also report barriers to effective psychosocial screening and
referral. These include system barriers, professional barriers, patient barriers, and
stigmas and resistance. System barriers include a lack of psychosocial professionals,
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especially in rural areas, and a lack of knowledge of referral sources by clinical
oncology staff. Suggestions to overcome system barriers include the identification of
the patients’ current support networks, the development of a listing of psychosocial
supports to make referrals easier, raising awareness of psychosocial issues in order to
promote the further development of psychosocial services and an increase in
psychosocial staff, as well as networking with psychosocial providers who offer
services externally (NBCC & NCCI, 2003).
Professional barriers include working within a health system where the work
culture emphasises physical rather than psychosocial patient needs. If the treating
oncology team as a whole does not agree on criteria for referral, and does not endorse
time spent discussing psychosocial issues, then this makes it difficult for referral to
psychosocial staff to occur (NBCC & NCCI, 2003). Schofield et al. (2006) advise
that oncology nurses have sometimes reported that they felt a lack of control over
referral to psychosocial services, as some required medical referrals, and doctors did
not always agree that the referral was appropriate.

Other professional barriers

included oncology staff not feeling skilled enough to assess psychosocial issues, and
time barriers (Schofield et al., 2006). To overcome professional barriers the clinical
guidelines recommend educating and up skilling staff in regards to psychosocial care,
and the introduction of the assessment of psychosocial issues as a regular part of
patient management (NBCC & NCCI, 2003).
Patient barriers include the perception of patients being in ‘denial’ that they
needed assistance. Such attitudes may also come from patients’ families who may
fear loss of face in the community if psychosocial referral became known (Schofield
et al., 2006). Patients may also resist referral if they do not want to disclose concerns
to another person, or would rather stay with a trusted oncology staff member with
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whom they feel comfortable.

Strategies to overcome patient barriers include

exploring physical issues such as pain, before addressing emotional issues, and
education regarding psychosocial issues in order to make discussion of these concerns
more normal (NBCC & NCCI, 2003).
Although clinical practice guidelines have been developed, little is actually
known about how they are implemented. Complaints against guidelines include that
they over simplify decisions, fail to address individual cases, and decrease clinician
autonomy Mitchell et al., 2008). In spite of this, and despite barriers to use, the
majority of oncology clinicians view guidelines favourably and also view
psychosocial screening favourably (Regan et al., 2012). This view has been further
supported by studies exploring the experiences of oncology social workers, which
have found screening for psychosocial distress to be of benefit in their clinical
practice (Oktay et al., 2012; Zebrack, Burg, & Vaitones, 2013).
Aims and Hypothesis
Study 3 explores the attitudes of clinical oncology staff that were involved in
psychosocial screening in Study 1. Study 3 was conducted as a small research project
as part of a clinical research placement, and is a semi-qualitative study that explores
attitudes and acceptability of psychosocial screening in clinical oncology staff. It was
hypothesised that clinical oncology staff would possess a positive attitude towards
psychosocial screening and that psychosocial screening would be acceptable to
clinical oncology staff.
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Method
Participants
Clinical oncology staff (nursing and allied health) at the outpatient oncology
clinics at The Canberra Hospital and Calvary Hospital, who participated in
psychosocial screening in Study 1 were invited to participate in this study. A total of
25 staff were posted surveys, and staff that had not returned questionnaires within one
month were sent a reminder letter. Despite this, only 11 staff questionnaires were
returned, with the overall response rate being 44%.
Procedure
Approval for the study was obtained from the Human Research Ethics
Committee at the Australian National University, as well as from the ACT Health
Ethics Committee, and the Calvary Healthcare Ethics Committee. Clinical oncology
staff (nursing and allied health) working in those clinics that participated in the
screening study were provided with orientation training in the use of the Distress
Thermometer, DASS-42, and the SPHERE-SF12. After completion of recruitment of
patients, clinical oncology staff (nursing and allied health) were asked to complete a
brief purposely-designed questionnaire exploring the following:

the perceived

benefits and usefulness of routine psychological screening, the perceived comfort of
discussing emotional issues and psychosocial distress, perceived assistance in referral
process, the perceived usefulness of long-term screening, perceived impact on
workload, and the perceived disadvantages to screening by staff.
Staff attitudes towards psychosocial screening were explored using a semiqualitative method, comprising a survey of staff attitudes towards screening. Both
nursing and allied health staff at the outpatient oncology clinics at The Canberra
Hospital and Calvary Hospital were invited to participate in this study.
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Results
Statistical analysis and sample size considerations
All statistical analyses were conducted using SPSS version 20.0. The data
was explored initially with descriptive statistics and graphs. Due to the small sample
size more detailed statistical analyses was not possible. Comments made by staff will
also be reported.
Staff Attitudes Towards Screening
Despite the small sample size, those staff who returned the staff survey
reported that they found screening useful and beneficial, with staff being comfortable
in discussing emotional issues and psychosocial distress with patients. Staff appeared
to be unsure and non-committal about whether or not psychosocial screening assisted
in the referral process, with staff reporting that they neither agreed nor disagreed that
screening assisted in the referral process. The same appeared to be the case for the
screening of all oncology patients, with staff reporting they neither agreed nor
disagreed that all oncology patients should be screened. Most of the staff surveyed
reported that screening impacted negatively on their workload, with just over half
reporting disadvantages to screening in terms of increased paperwork, time
management issues, and extra burden for patients. Comments from staff indicated
that while they believed psychosocial screening was useful, they reported already
being overworked and extremely busy in terms of managing physical symptoms and
chemotherapy protocols, and that there was no time to available to introduce
psychosocial screening on top of an already busy workload. Given the small sample
size, graphs were used to provide a visual description of the data collected. Graphs
A1-A6 below provide a detailed breakdown of responses.
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Graph A l . Responses to Item 1 Staff Survey
“I thought that psychosocial screening ofpatients was useful and beneficial’'

Useful and beneficial

Strongly agree

Agree

Neither agree nor disagree

Useful and beneficial

Graph A2. Responses to Item 2 Staff Survey

“ I fe lt comfortable talking to patients about emotional issues and psychosocial
distress ”

Comfortable talking to patients

Neither agree nor disagree

Comfortable talking to patients
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Graph A3. Responses to Item 3 Staff Survey
“I felt that screening assisted in the referral o f patients to psychosocial service ”

A ssisted in referral

Neither agree nor disagree

Assisted in referral

Graph A4. Responses to Item 4 Staff Survey
“It would be useful to ask all patients attending the oncology clinic to participate in
psychosocial screening”
Ask all patients

Strongly agree

Disagree

Ask all patients
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Graph A5. Responses to Item 5 Staff Survey
“Participating in the screening program impacted negatively on my workload”

Negative impact

Negative impact

Graph A6. Responses to Item 6 Staff Survey
“Disadvantages to screening include increased paperwork, time management issues,
and extra burden fo r patients ”

Disadvantages
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Attitudes Towards Screening
Item 1: Benefits and usefulness of screening
Of the 11 staff who returned the staff survey, 9 staff thought that psychosocial
screening was useful and beneficial, with 2 strongly agreeing, 7 agreeing, while 2
neither agreed nor disagreed that psychosocial screening was useful and beneficial.
No staff disagreed or strongly disagreed that psychosocial screening was useful and
beneficial. Table A1 provides a detailed breakdown of staff responses to item 1.

Table Al. Responses to Item 1 Staff Attitude Survey
“/ thought that psychosocial screening o f patients was useful and beneficial'

Number of Staff

Strongly Agree

2

Agree

7

Neither Agree nor Disagree

2

Item 2: Comfortable talking to patients
Of the 11 staff who returned the staff survey, 10 staff reported that they felt
comfortable talking to patients about emotional issues and psychosocial distress, with
3 strongly agreeing, 7 agreeing, and 1 neither agreeing nor disagreeing. No staff
reported not feeling comfortable discussing emotional issues or psychosocial distress.
Table A2 provides a detailed breakdown of staff responses to item 2.
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Table A2. Responses to Item 2 Staff Attitude Survey
“I felt comfortable talking to patients about emotional issues and psychosocial
distress”

Number of Staff

Strongly Agree

3

Agree

7

Neither Agree nor Disagree

1

Item 3: Assisted in referral
Of the 11 staff who returned the staff survey, 4 staff reported that that
screening assisted in the referral of patients to psychosocial services, with 7 reporting
that they neither agreed nor disagreed that screening assisted in the referral of
patients. No staff reported that they did not find screening helpful in the referral
process, with no staff either disagreeing or strongly disagreeing. Table A3 provides a
detailed breakdown of staff responses to item 3.

Table A3. Responses to Item 3 Staff Attitude Survey
“I felt that screening assisted in the referral o f patients to psychosocial services ”

Number of Staff

Agree

4

Neither Agree nor Disagree

7
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Item 4: Ask all patients
Of the 11 staff who returned the staff survey, 1 staff member reported that they
strongly agreed that all patients should be screened, with 3 agreeing that all patients
should be screened. 5 staff neither agreed nor disagreed that all patients should be
screened, while 2 of staff disagreed. Table A4 provides a detailed breakdown of staff
responses to item 4.

Table A4. Responses to Item 4 Staff Attitude Survey
“It would be useful to ask all patients attending the oncology clinic to participate in
psychosocial screening ”

Number of Staff

Strongly Agree

1

Agree

3

Neither Agree nor Disagree

5

Disagree

2

Item 5: Negative impact
Of the 11 staff who returned the staff survey, 6 staff reported that screening
had a negative impact upon their workload, with 4 staff neither agreeing nor
disagreeing that screening had a negative impact on workload.

Only one staff

member disagreed that there was a negative impact associated with screening. Table
A5 provides a detailed breakdown of staff responses to item 5.
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Table A5. Responses to Item 5 S ta ff Attitude Survey
“Participating in the screening program impacted negatively on my workload ”

Number of Staff

Strongly Agree

1

Agree

5

Neither Agree nor Disagree

4

Disagree

1

Item 6: Disadvantages to screening
Of the 11 staff who returned the staff survey, 6 staff reported that reported
disadvantages to screening, while 5 of staff reported neither agreeing nor disagreeing
that there were disadvantages associated with screening. Table A6 provides a detailed
breakdown of staff responses to item 6. Reported disadvantages to psychosocial were
not enough time and more paperwork.

Table A6. Responses to Item 6 S ta ff Attitude Survey
“Disadvantages to screening include increased paperwork, time management issues,
and extra burden fo r patients ”

Number of Staff

Strongly Agree

1

Agree

5

Neither Agree nor Disagree

5
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Summary of Results
The above results should be viewed with caution due to the small sample size,
and the large proportion of staff responding with “neither agree nor disagree”. While
the results may not be representative of all staff attitudes, 9 of the 11 staff who
returned staff surveys supported psychosocial screening as being useful and
beneficial, with 10 staff also reporting that they felt comfortable discussing emotional
issues and psychosocial distress with patients. It should be noted that 14 out of the 25
staff who were asked to complete surveys did not respond. Reasons for this may
include lack of staff engagement with the screening program, disagreement or
concern regarding the screening process and the way in which it was conducted, or
further time constraints.

Currently no oncology clinics in the Australian Capital

Territory conduct regular routine psychosocial screening of oncology patients.
Discussion
Study 3 is a semi-qualitative study that sought to explore the attitudes towards
screening and the acceptability of psychosocial screening in clinical oncology staff
that were involved in psychosocial screening in Study 1. It was hypothesised that
clinical oncology staff would possess a positive attitude towards psychosocial
screening and that psychosocial screening would be acceptable to clinical oncology
staff.
As already noted, most of the staff surveyed did support psychosocial
screening, however the results are far from representative of the staff population,
given the small sample size. A limitation of this study is the small sample size, which
in hindsight would have benefited from participation by staff returning the
questionnaires in a focus group to obtain more qualitative data regarding responses
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and perceptions of screening.

Similar issues with sample size have also been

experienced in other studies, such as that by Thewes and Butow (2007). The study by
Thewes and Butow (2007) surveyed oncology staff as to their perceptions of
psychosocial screening following the introduction of a routine screening program at
three oncology clinics in rural New South Wales. Thewes and Butow (2007) report
that despite perceived support for the program, only 10 of the 27 (40%) staff surveyed
retuned questionnaires, with those who did respond stating that time pressures and the
additional staff resources required were barriers to psychosocial screening. Clinical
guidelines and previous research has indicated that the implementation of
psychosocial screening remains problematic due to time restrictions and a lack of
resources (Fallowfield et al., 2001; Regan et ah, 2012, Schofield et al., 2006). While
the results of Study 3 are only small scale, previous research by Mitchell et ah (2008)
reported that clinical oncology staff were willing to screen for psychosocial distress in
cancer patients. The study by Mitchell et ah (2008) found that 23.5% of staff reported
using some form of assessment for distress, depression, or anxiety, with 40%
regularly assessing patients, and 21.2% occasionally assessing patients.

13.7% of

staff relied on patients mentioning a problem, and 1.8% of staff were not sure what
they did in terms of psychosocial assessment. In total, 63.3% of clinical oncology
staff were found to regularly screen for psychosocial distress, demonstrating that if
time and work pressure were not a factor, that clinical oncology staff find
psychosocial screening acceptable.

Another interesting finding was that 72% of

oncology nurses thought about psychosocial distress, while only 40% of doctors did
so (Mitchell et ah, 2008).
Mitchell et ah (2008) found that there were also differences reported in the
amount of time that oncology staff could allocate to distressed patients, with 89% of
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oncology nurses stating that they would give as much time as was needed to
distressed patients, while only 40% of doctors reported that they would give as much
time as was needed to distressed patients. Another interesting response was that 32%
of doctors would limit their time to only 5 - 1 0 mins for distressed patients, compared
with 3.2% of nurses who would limit their time with distressed patients, with most
nurses preferring to give longer periods of time (Mitchell et al., 2008). Predictors of
oncology staff willingness to use psychosocial screening methods were years of
experience, time given to new patient appointments, time given to follow-up
appointments, time clinicians were prepared to spend detecting psychosocial distress,
and time clinicians were prepared to spend dealing with psychosocial distress
(Mitchell et a., 2008).
A large study by Shin et al. (2011) of cancer patients, determined that cancer
patients felt that consultation time was not long enough, with patients also reporting
higher levels of unmet supportive care needs in those patients who felt consultation
time was not long enough. The study reported that shared decision making, longer
consultation times, and a shared approach to care was more effective in meeting
patients supportive care needs (Shin et al., 2011).
Regan et al. (2012) suggest that another barrier to psychosocial screening
reported by oncology staff is the challenge it provides to oncology clinician’s scope of
practice. Hesitation from lack of confidence, and a sense of working outside of their
scope of practice has been recognised in oncology clinicians. To address these issues
Regan et al. (2012) recommends training for clinical oncology staff, as well
increasing the value of needs in the psychosocial domain by providing education that
they are as important as the physical ones.
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Although the majority oncology staff in Study 3 reported feeling comfortable
talking to patients about emotional issues and psychosocial distress, the same cannot
be said for patient’s perceptions of communication. A study by Jones, Regan, and
Breen (2011) found that communication between oncology staff and patients was
inadequate, with the majority of patients feeling that the communication process
needed to be enhanced in order for them to reflect on their needs, to encourage them
to seek help, and to assist them to initiate a discussion around supportive care needs
with oncology staff. This Australian study found that undertaking a patient-centred
process of supportive care can facilitate communication and assist clinicians in
meeting the unmet supportive care needs of patients, as well as increasing patient
satisfaction with care given (Jones, Regan, & Breen, 2012).
Limitations of studies into oncology staff attitudes have also been reported by
Mitchell et al. (2008).

There is the possibility that oncology clinicians report

favourable practices, rather than what actually occurs in every day practice. The other
limitation of both Study 3 and the study by Mitchell et al. (2008) is the relatively
small sample. Larger studies of oncology staff need to be conducted in order to
obtain more accurate information about attitudes and acceptability of psychosocial
screening practices.
In conclusion, research has shown that omissions still exist with respect to the
identification of psychosocial problems in cancer patients, from the perspective of
medical and nursing staff (Kruijver et al., 2006). Kruijver et al. (2006) suggest that
patients are reluctant to talk about their distress and are inclined to wait until a crisis
before seeking assistance, leading doctors and nurses to sometimes underestimate the
levels of psychosocial distress experienced by cancer patients. Unfortunately due to
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the barriers and issues already mentioned, current oncology practice appears to be still
characterised by limited attention to the psychosocial well being of cancer patients.
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APPENDIX B

Screening instruments: Distress Thermometer, SPHERE-SF12,
DASS-42, and SCNS-SF34
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DISTRESS THERMOMETER
Please circle the number (0-10) that best describes
how much distress you have been experiencing in the
past week including today.

E xtrem e Distress

No Distress

Reproduced with permission from the NCCN Clinical Practice Guidelines in Oncologyv. 1.2005: Distress Management. The Complete Library o f NCCN Clinical Practice Guidelines
in Oncology [CD-ROM]. Jenkintown, Pennsylvania: National Comprehensive Cancer
Network, February 2005.
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Second, please indicate if any of the following has
been a problem for you in the past week including
today. Be sure to check YES or NO for each.

actical Problem s

Physical Problem s

lild care
>using
surance/ Financial
an sportation
ork/S chool

YesO
Y es O
Y es O
Y es O
Y es O

NoO
NoO
N oO
N oO
N oO

A p p e a ra n ce
B ath in g/D re ssing
B reathing
C ha nge s in urination
C on stipatio n
D iarrhea

YesO
YesO
YesO
YesO
YesO
YesO

NoO
No O
NoO
NoO
No O
NoO

imily Problem s
waling w ith children
baling w ith pa rtn e r

Y es O
YesO

N oO
No O

Eating
Fatigue
Feeling sw ollen

YesO
Y es O
YesO

NoO
NoO
NoO

notional Problem s
spression
jars
srvousness
idn ess
orry

YesO
Y es O
YesO
Y es O
Y es O

NoO
NoO
NoO
No O
NoO

Fevers
G etting around
Indigestion
M outh sores
N ausea
N ose d ry/cong este d

YesO
YesO
YesO
YesO
YesO
YesO

No O
NoO
NoO
NoO
NoO
NoO

)iritual/religious Concerns
iss o f faith
Y es O
ba ting to G od
YesO
>ss o f m eaning or
Y es O
irpo se in life

N oO
No O
NoO

Pain
S exual
S kin d ry/itchy

Y es O
Y es O
YesO

No O
N oO
NoO

S leep
T in gling in h a nds/feet

Y es O
YesO

NoO
No O

36. Other Problems:
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SOMATIC AND PSYCHOLOGICAL HEALTH REPORT
(SPHERE-SF)
We would like to know about your general health. For each question, please tick the box
which most closely matches your response. There are no right or wrong answers.
Over the past few weeks have you been troubled by:
Some of the
time or never
1.

Feeling nervous or tense?....................

2.

Muscle pain after activity?....................

3.

Feeling unhappy and depressed?.......

4.

Needing to sleep longer?.....................

5.

Prolonged tiredness after activity?......

6.

Feeling constantly under strain?..........

7.

Poor sleep?............................................

8.

Everything getting on top of you?........

9.

Poor concentration?.............................

10.

Tired muscles after activity?.................

11.

Losing confidence?................................

12.

Being unable to overcome difficulties?.

O
O
o
o
o
o
o
o
o
o
o
o

A good part
of the time

Most of
the time

O
O
o
o
o
o
o
o
o
o
o
o

O
O
O
o
o
o
o
o
o
o
o
o

If you have any further comments to make about this questionnaire,
please add them here:

Hickie, I., Davenport, T., Hadzi-Pavlovic, D., Koschera, A., Naismith, S., Scott, E., et
al. (2001). Development of a simple screening tool for common mental disorders in
general practice. M/A, 175 10-17.
,
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Name:

Date:

se read each statement and circle a number 0, 1, 2 or 3 which indicates how much the statement applie
over the past week. There are no right or wrong answers. Do not spend too much time on any statement.
rating scale is as follows:
id not apply to me at all
pplied to me to some degree, or some of the time
pplied to me to a considerable degree, or a good part of time
pplied to me very much, or most of the time

1

I found myself getting upset by quite trivial things

0

1

2

2

I was aware of dryness of my mouth

0

1

2

3

I couldn't seem to experience any positive feeling at all

0

1

2

4

I experienced breathing difficulty (eg, excessively rapid breathing,
breathlessness in the absence of physical exertion)

0

1

2

5

I just couldn't seem to get going

0

1

2

6

I tended to over-react to situations

0

1

2

7

I had a feeling of shakiness (eg, legs going to give way)

0

1

2

8

! found it difficult to relax

0

1

2

9

I found myself in situations that made me so anxious I was most
relieved when they ended

0

1

2

10

I felt that I had nothing to look forward to

0

1

2

11

I found myself getting upset rather easily

0

1

2

12

I felt that I was using a lot of nervous energy

0

1

2

13

I felt sad and depressed

0

1

2

14

I found myself getting impatient when I was delayed in any way
(eg, lifts, traffic lights, being kept waiting)

0

1

2

15

I had a feeling of faintness

0

1

2

16

I felt that I had lost interest in just about everything

0

1

2

17

I felt I wasn't worth much as a person

0

1

2

18

I felt that I was rather touchy

0

1

2

19

I perspired noticeably (eg, hands sweaty) in the absence of high
temperatures or physical exertion

0

1

2

20

I felt scared without any good reason

0

1

2

21

I felt that life wasn't worthwhile

0

1

2
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linder of rating scale:
id not apply to me at all
pplied to me to some degree, or some of the time
pplied to me to a considerable degree, or a good part of time
pplied to me very much, or most of the time

I found it hard to wind down

0

1

2

23

I had difficulty in swallowing

0

1

2

24

I couldn't seem to get any enjoyment out of the things I did

0

1

2

25

I was aware of the action of my heart in the absence of physical
exertion (eg, sense of heart rate increase, heart missing a beat)

0

1

2

26

I felt down-hearted and blue

0

1

2

27

I found that I was very irritable

0

1

2

28

I felt I was close to panic

0

1

2

29

I found it hard to calm down after something upset me

0

1

2

30

I feared that I would be "thrown" by some trivial but
unfamiliar task

0

1

2

31

I was unable to become enthusiastic about anything

0

1

2

32

I found it difficult to tolerate interruptions to what I was doing

0

1

2

33

I was in a state of nervous tension

0

1

2

34

I felt I was pretty worthless

0

1

2

35

I was intolerant of anything that kept me from getting on with
what I was doing

0

1

2

36

I felt terrified

0

1

2

37

I could see nothing in the future to be hopeful about

0

1

2

38

I felt that life was meaningless

0

1

2

39

I found myself getting agitated

0

1

2

40

I was worried about situations in which I might panic and make
a fool of myself

0

1

2

41

I experienced trembling (eg, in the hands)

0

1

2

42

I found it difficult to work up the initiative to do things

0

1

2

Lovibond & Lovibond, 1995.
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Supportive Care Needs Survey (SCNS-SF34)
INSTRUCTIONS
To help us plan bette- services for peop e d agncsec with cancer we are interested r whether
or rot needs which you may have faced as a result o' having cancer have oeer met Fo' every
item on the fo lowing pages, indicate whether you have needed help with this issue w thin the
last month as a "esu t of having cancer Put a uncle a-ounc the ru-nbe- wnicn oest cesc- bes
whether vqj nave neeced help with this ir tne las; month There are 5 poss ble answers to
choose from.
NO
NEED

1
2
3

SOME
NEED

4
5

Not applicable - This was net a proolem for me as a result of
having cancer.
Satisfied I did need help with th s but my need fo" help was
sats' ed at the time
Low need This item caused me concern or d scomfort. had little
need for additional help
Moderate need - This item causec me concern
discomfort
had some need for additional help.
High need This item caused me concern or discomfort I had a
strong need for additional he p.

For example
In the last month.
what was your level of need for help with:

No need

Som e need

Not

1.

Being informed aoout things you can do to
heip yourself to get wed

a p p li c a b l e

S a t is fie d

1

2

I
Low

I
M o d e ra t

H ig h

need

e need

need

3 o

5

if you put the a r a e where we nave, it m eans m at you did no: receive as m uch inform ation as you wanted
abou: tninos you could do to help yourself pet welt, and therefore needed some m ore inform ation

Now please complete the survey on the next 2 pages.
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No need
In the last m onth
w hat was your level o f need for help w ith:

I

I

Some need
r

I

Not
applicable

Satisfied

Low
need

Moderate
need

High
need

1.

Pam

1

2

3

4

5

2.

Lack of energy/t redress

■4

2

3

4

5

3.

Fee mg unwell a lot of the time

1

2

3

4

5

4.

Work around the home

*

2

3

4

5

5.

Not being able to oo the thmgs you used
to do

1

2

3

4

5

6.

Anxiety

1

2

3

4

5

7.

Fee ing down or depressed

1

2

3

4

5

8.

Fee ings of sadness

1

2

3

4

5

9.

Fears about the cancer soreacmg

1

2

3

4

5

10.

Worry that the results of treatment are
beyonc ycur control

*

2

3

4

5

11.

Uncerta nty about the future

1

2

3

4

5

12.

Learning to feel in control of ycur situation

*

2

3

4

5

13.

Keep ng a positive outlook

1

2

3

4

5

14.

Fee ings about ceatn and dying

1

2

3

4

5

15.

Changes in sexual fee mgs

1

2

3

4

5

16.

Changes in yoir sexua relationships

1

2

3

4

5

17.

Concerns about the worries of those dose
to you

1

2

3

4

5

18.

Mo'e choice about which cancer
specialists you see

1

2

3

4

5

19.

More cho ce about which hospital you
attend

1

2

3

4

5

20.

Reassurance by rredica sta*f that the way
you 'eel is normal

2

3

4

5

21.

Hospital staff attending promptly to your
needs

1

2

3

4

5

Hospital staff acknowledging, and showing
sensitiv ty tc. your feelings anc emotional
needs

1

2

3

4

5

nhvsioal
22.

218

No need
In the last m onth,
what was your level of need for help with:

Some need

I---------------- (

(-------------- j-----------1

Not
applicable

Satisfied

Low
need

Moderate
need

Hig
nec

1

2

3

4

5

2

3

4

5

2

3

4

5

23.

Be ng giver written information about the
important aspects cf your care

24.

Be ng giver information iwritten. ciagrams.
drawings) about asoects of managing your
i Iness and side effects at home

25.

Bemg giver exp anations of those tests for
which you would ike explanat ons

1

26.

Be ng acequately informed aocut the
benefits and side ejects cf treatments
before you chcose to have their

4

2

3

4

5

27.

Be ng informed about your test results as
soon as feasib e

t

2

3

4

5

28.

Be ng rfornec about cancer wh ch is
under control or diminishing (that s.
remission)

1

2

3

4

5

29.

Be ng informed about things you can gc to
help yourself tc get well

1

2

3

4

5

30.

Having access to professional counse ling
(eg. psychologist socia worker
counsellor nurse specialist) if you family
or friends need t

1

2

3

4

p

31.

To be giver information about sexual
relationships

1

2

3

4

c

32.

Be ng treated I ke a person not just
another case

t

2

3

4

f.

33.

Be ng treated in a hospital or elm c that s
as physically pleasant as possible

1

2

3

4

f

34.

Having one member of hospital staff with
whom yoj can talk tc about all aspects of
your ccncitior. treatment anc follow jp

1

2

3

4

i

Centre for Health Research and Psycho-oncology (2003)
The Cancer Council New South Wales
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APPENDIX C

Participant Information Sheet, Consent From and Pre-screening
questionnaire
For Study 1
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SUBJECT INFORMATION STATEMENT
The introduction o f routine psychological screening f o r newly diagnosed cancer patients.
Does it lead to better outcomes fo r patients and multidisciplinary care?

Why am I being invited to participate in this research study?
You are invited to participate in a study which aims to better identify and assist people with
the emotional, practical and physical problems that may be associated with a cancer
diagnosis. We are inviting you to participate in this research because you have a newly
diagnosed cancer.
Who is conducting this study?
This study is being carried out at oncology clinics in the ACT and Greater Southern Area
Health Service. It is being carried out by the ACT and Greater Southern Area Cancer
Services in collaboration with the Medical Psychology Research Unit, School of Psychology,
University of Sydney and the School of Psychology at the Australian National University. The
study is being co-ordinated at this hospital by Prof Robin Stuart-Harris and Ms Karen
Blandford(Psychologist/ Study Coordinator).
Why is this research being conducted?
We are doing this study to help us plan cancer services and resources in the ACT and
Greater Southern Area Health Services.
How many people will take part in this study?
About 300 people from the ACT and the three oncology clinics in the Greater Southern Area
Health Service.
What is involved in the study if I agree to participate?
Participation in this study involves completing a written survey which will be given to you by
staff at the clinic at your first clinic visit. The survey will take approximately 5-10 minutes to
complete. After completing the survey you will be asked to place your questionnaire in a
sealed envelope and this will forwarded to the study coordinator. You will also be invited to
participate in a follow-up questionnaire in 6 months time which will be sent to you in the mail
with a reply-paid self-addressed envelope. The second questionnaire should take about 10
minutes to complete.
What are the risks to me of being in the study?
There are no physical risks to being in this study. It is very unlikely that questionnaire should
be upsetting to you. In the unlikely event that you do feel upset by any of the questions, we
would encourage you to discuss any concerns or questions with your doctor or the clinic staff
so that they can assist you.

What are the benefits of taking part in this study?
Participation in this study may benefit you in that you will be given the opportunity to answer
questionnaires which may enable you to reflect upon your experiences in a positive way. If
you feel distressed you may also benefit from being offered referral to support services which
you have access to whether or not you choose to participate in the study. The study will
provide information to Cancer Services staff about the best way to identify and address
emotional, practical and physical concerns of newly-diagnosed cancer patients. It will also
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provide information which will assist us to gain a better understanding the needs of the local
population with respect to cancer support services.

Do I have to be involved in this study?
You are free to choose to take part in this study or not, and should you decide to participate
you can withdraw at any time. Your decision will not in any way affect your medical treatment
or your relationship with your treatment team.
Is there anything else I should know?
Any information obtained in connection with this study that can identify you will be held in the
strictest confidence and will only be disclosed with your permission. Information gathered
during the study may be reported in medical journals and at medical conferences in order to
inform other health professionals. However reports arising from this study will not identify
participants in any way. The information you provide us with will be stored as paper
documents in a locked cabinet within a secure office. This information will stored for 7 years
and disposed of by shredding. Any information stored on computer will be password
protected and use identification numbers. This information will be erased at the same time as
documents are shredded.
Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@gsahs.health.nsw.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University is
the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don.byrne@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 62050846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Consent Form to Participate in a Research Project

The introduction o f routine psychological screening fo r newly diagnosed
cancer patients. Does it lead to better outcomes fo r patients and
multidisciplinary care?

I,
(name of participant)

o f ________________________________________________ _________________________
(street)
(suburb/town)
(state & postcode)
have been asked to consent to my participation in a research project entitled:
The introduction o f routine psychological screening for newly diagnosed cancer
patients. Does it lead to better outcomes for patients and multidisciplinary care?
In relation to this project I have read the Patient Information Sheet and have been informed of
the following points:
1. Approval has been given by the ACT Department of Health Ethics Committee and
The Australian National University Human Research Ethics Committee.
2. The aim of the project is to better identify support needs amongst people newly
diagnosed with cancer and to improve the provision of support services for people
with cancer.
3. The results obtained from the study may or may not be of direct benefit to my
medical management.
4. The procedure will involve you completing questionnaires related to your physical
health and emotional well-being.
5. My involvement in this project may be terminated if any of the following
circumstances develop: a) I become unable to provide ongoing informed consent or
b) I decide to withdraw my consent at any time.
6.

Should I develop a problem which I suspect may have resulted from my involvement
in this project, I am aware that I may contact Karen Blandford,(Psychologist,/ StudyCoordinator) on 0419 233 537.

7.

Should I have any problems or queries about the way in which the study was
conducted, and I do not feel comfortable contacting the research staff, I am aware that
I may contact the ACT Department of Health Ethics Committee Secretary, 11 Moore
Street, Canberra City, ACT 2601, telephone (02) 62050846 or the Australian National
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University Human Research Ethics Committee, Chancelry Building 10B, Canberra
ACT 0200, telephone 02 6125 7945.
8.

1 can refuse to take part in this project or withdraw from it at any time without
affecting my medical care.

9.

Participation in this project will not result in any extra medical and hospital costs to
me. I will receive no reimbursement for my involvement in this study.

10. I understand that the results of the research will be made accessible and that my
involvement and my identity will not be revealed.
11. ** In giving my consent, I acknowledge that the relevant Health Department
Officials, and staff directly involved in the study, may examine my medical records
only as they relate to this project.
After considering all these points, I accept the invitation to participate in this project.
I also state that I have/have not participated in any other research project in the past 3 months.
If I have, the details are as follows:

Date:

Witness:
(Please print name)

Signature:
(of participant/volunteer)

(of witness)

Investigator’s Signature: ___________________________
Page 2 of 2, Version dd.mm.yy

Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@gsahs.health.nsw.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don.byme@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 6205 0846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Registration number (PSQ1)

Date issued

Questionnaire 1

You are invited to participate in a study which aims to help us plan cancer
services so that we can better assist people with the emotional, practical and
physical problems that may be associated with a cancer diagnosis.

We would like to ask you to complete the following questionnaire. This
questionnaire should take about 10 minutes to complete.
All the information you provide will be treated as strictly confidential and your
identity will never be revealed in any reports related to this project. The
completed questionnaires will be kept securely under lock and key.
There are no right or wrong answers, and we ask you simply to tick the
answer that applies most to you.

Some of the questions may not be

relevant to you. However, it is important for the study that you choose
the best possible answer for all questions.
Participation in this study is entirely voluntary, you are not obliged to
participate and if you do participate you can withdraw at any time. Whatever
your decision, it will not affect any subsequent consultations or your
relationship with your medical team.

Before completing the questionnaire, please ensure you have read and
signed the Consent Form.

When you have completed the questionnaire please return it to the clinic staff

Thank you very much for your help in this study
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Section 1
This section of the questionnaire asks some general background questions
which will be helpful to us in understanding your answers to the other
questions.

1.

What is your age?

2.

What is your present marital status?
□i
□2
□3
□4

□5
□6
3.

Do you speak a language other than English at home?
□1
□2

4.

No, oniy English (please go to question 4)
Yes, Other (please specify):______________

What is the highest level of education you have completed?
□1
□2
□3
□4

□5
□ö
5.

Single
De facto
Married
Widowed
Separated but not divorced
Divorced

Year 10 or below
Year 12 - HSC (leaving)
TAFE certificate/ diploma, College
University degree
Higher degree (postgraduate qualification)
Other__________________

What is your current employment situation?
Full-time employed
Part-time employed
□ 3 Unemployed
□ 4 Self-employed
□ 5 Student
□ 7 Retired or on pension
□s Home duties
□ 9 Other, please specify:_____________
□1

□2

226

Section 2
We would like to know about your general health. For each question, please
tick the box which most closely matches your response. There are no right or
wrong answers.
Over the past few weeks have you been troubled by:
Some of the
time or never
1.

Feeling nervous or tense?...................

2.

Muscle pain after activity?...................

3.

Feeling unhappy and depressed?.......

4.

Needing to sleep longer?....................

5.

Prolonged tiredness after activity?......

6.

Feeling constantly under strain?.........

7.

Poor sleep?..........................................

8.

Everything getting on top of you?........

9.

Poor concentration?...........................

10.

Tired muscles after activity?........

11.

Losing confidence?..............................

12.

Being unable to overcome difficulties?.

O
O
o
o
o
o
o
o
o
o
o
o

A good part
of the time

O
O
O
O
O
O
O
O
O
O
O
O

Most of
the time

If you have any further comments to make about this questionnaire,
please add them here:

You’re finished! Thank you very much for your help in this study
Please return the questionnaire and your signed consent form in the enclosed
envelope to the clinic staff.

O
O
O
O
O
O
O
O
O
O
O
O

APPENDIX D

Participant Information Sheet, Consent From and Screening
questionnaire
For Study 1
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SUBJECT INFORMATION STATEMENT
The introduction o f routine psychological screening f o r newly diagnosed cancer patients.
Does it lead to better outcomes f o r patients and multidisciplinary care?

Why am I being invited to participate in this research study?
You are invited to participate in a study which aims to better identify and assist people with
the emotional, practical and physical problems that may be associated with a cancer
diagnosis. We are inviting you to participate in this research because you have a newly
diagnosed cancer.
Who is conducting this study?
This study is being carried out at oncology clinics in the ACT and Greater Southern Area
Health Service. It is being carried out by the ACT and Greater Southern Area Cancer
Services in collaboration with the Medical Psychology Research Unit, School of Psychology,
University of Sydney and the School of Psychology at the Australian National University. The
study is being co-ordinated at this hospital by Prof Robin Stuart-Harris and Ms Karen
Blandford(Psychologist/ Study Coordinator).
Why is this research being conducted?
We are doing this study to help us plan cancer services and resources in the ACT and
Greater Southern Area Health Services.
How many people will take part in this study?
About 300 people from the ACT and the three oncology clinics in the Greater Southern Area
Health Service.
What is involved in the study if I agree to participate?
Participation in this study involves completing a written survey which will be given to you by
staff at the clinic at your first clinic visit. The survey will take approximately 5-10 minutes to
complete. After completing the survey you will be asked to place your questionnaire in a
sealed envelope and this will forwarded to the study coordinator. You will also be invited to
participate in a follow-up questionnaire in 6 months time which will be sent to you in the mail
with a reply-paid self-addressed envelope. The second questionnaire should take about 10
minutes to complete.
What are the risks to me of being in the study?
There are no physical risks to being in this study. It is very unlikely that questionnaire should
be upsetting to you. In the unlikely event that you do feel upset by any of the questions, we
would encourage you to discuss any concerns or questions with your doctor or the clinic staff
so that they can assist you.

What are the benefits of taking part in this study?
Participation in this study may benefit you in that you will be given the opportunity to answer
questionnaires which may enable you to reflect upon your experiences in a positive way. If
you feel distressed you may also benefit from being offered referral to support services which
you have access to whether or not you choose to participate in the study. The study will
provide information to Cancer Services staff about the best way to identify and address
emotional, practical and physical concerns of newly-diagnosed cancer patients. It will also
provide information which will assist us to gain a better understanding the needs of the local
population with respect to cancer support services.
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Do I have to be involved in this study?
You are free to choose to take part in this study or not, and should you decide to participate
you can withdraw at any time. Your decision will not in any way affect your medical treatment
or your relationship with your treatment team.
Is there anything else I should know?
Any information obtained in connection with this study that can identify you will be held in the
strictest confidence and will only be disclosed with your permission. Information gathered
during the study may be reported in medical journals and at medical conferences in order to
inform other health professionals. However reports arising from this study will not identify
participants in any way. The information you provide us with will be stored as paper
documents in a locked cabinet within a secure office. This information will stored for 7 years
and disposed of by shredding. Any information stored on computer will be password
protected and use identification numbers. This information will be erased at the same time as
documents are shredded.
Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@gsahs.health.nsw.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University is
the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don byrne@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 62050846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Consent Form to Participate in a Research Project

The introduction o f routine psychological screening fo r newly diagnosed
cancer patients. Does it lead to better outcomes fo r patients and
multidisciplinary care?

I, ______________________________
(name of participant)

o f ________________________________________________ _________________________
(street)
(suburb/town)
(state & postcode)
have been asked to consent to my participation in a research project entitled:
The introduction o f routine psychological screening fo r newly diagnosed cancer
patients. Does it lead to better outcomes fo r patients and multidisciplinary care?

In relation to this project I have read the Patient Information Sheet and have
been informed of the following points:
1. Approval has been given by the ACT Department of Health Ethics Committee and
The Australian National University Human Research Ethics Committee.
2. The aim of the project is to better identify support needs amongst people newly
diagnosed with cancer and to improve the provision of support services for people
with cancer.
3. The results obtained from the study may or may not be of direct benefit to my
medical management.
4. The procedure will involve you completing questionnaires related to your physical
health and emotional well-being.
5. My involvement in this project may be terminated if any of the following
circumstances develop: a) I become unable to provide ongoing informed consent or
b) I decide to withdraw my consent at any time.
6.

Should I develop a problem which I suspect may have resulted from my involvement
in this project, I am aware that I may contact Karen Blandford,(Psychologist,/ StudyCoordinator) on 0419 233 537.

7.

Should 1 have any problems or queries about the way in which the study was
conducted, and I do not feel comfortable contacting the research staff, 1 am aware that
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I may contact the ACT Department of Health Ethics Committee Secretary, 11 Moore
Street, Canberra City, ACT 2601, telephone (02) 62050846 or the Australian National
University Human Research Ethics Committee, Chancelry Building 10B, Canberra
ACT 0200, telephone 02 6125 7945.
8.

I can refuse to take part in this project or withdraw from it at any time without
affecting my medical care.

9.

Participation in this project will not result in any extra medical and hospital costs to
me. I will receive no reimbursement for my involvement in this study.

10. I understand that the results of the research will be made accessible and that my
involvement and my identity will not be revealed.
11. ** In giving my consent, I acknowledge that the relevant Health Department
Officials, and staff directly involved in the study, may examine my medical records
only as they relate to this project.
After considering all these points, I accept the invitation to participate in this project.
I also state that I have/have not participated in any other research project in the past 3 months.
If I have, the details are as follows:

Date:

Witness:
(Please print name)

Signature:
(of participant/volunteer)

(of witness)

Investigator’s Signature: _____________________________
Page 2 of 2, Version dd.mm.yy

Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@gsahs.health.nsw.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don.byme@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 6205 0846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Questionnaire 1
You are invited to participate in a study which aims to help us plan cancer services so that we
can better assist people with the emotional, practical and physical problems that may be
associated with a cancer diagnosis. As a result of participation in this study you may be
offered access to services that could assist you. You are under no obligation to accept these
offers if you feel you do not require them.

We would like to ask you to complete the following questionnaire. This questionnaire
should take about 15 minutes to complete.
All the information you provide will be treated as strictly confidential and your identity will
never be revealed in any reports related to this project. The completed questionnaires will be
kept securely under lock and key.
There are no right or wrong answers, and we ask you simply to tick the answer that applies
most to you.

Some of the questions may not be relevant to you.

However, it is

important for the study that you choose the best possible answer for all questions.
Some questions may appear repetitive. However, we ask that you please attempt an
answer for all questions.
Participation in this study is entirely voluntary; you are not obliged to participate and if you
do participate you can withdraw at any time. Whatever your decision, it will not affect any
subsequent consultations or your relationship with your medical team.
Before completing the questionnaire, please ensure you have read and signed the Consent
Form.
When you have completed the questionnaire please return it to the clinic staff

Thank you very much for your help in this study
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Section 1

This section of the questionnaire asks some general background questions
which will be helpful to us in understanding your answers to the other
questions.
6.

What is your age?

7.

What is your present marital status?
□i
□2
□3
□ 4

□5
□6
8.

Do you speak a language other than English at home?
□1

□2

9.

No, only English (please go to question 4)

Yes, Other (please specify):

What is the highest level of education you have completed?
□1
□ 2

□3
□4
□5

□6
10.

Single
De facto
Married
Widowed
Separatedbut not divorced
Divorced

Year 10 or below
Year 12 - HSC (leaving)
TAFE certificate/ diploma, College
University degree
Higher degree (postgraduate qualification)

Other__________________

What is your current employment situation?
□1
□ 2

□3
□4
□5
□7
□8
□9

Full-time employed
Part-time employed
Unemployed
Self-employed
Student
Retired or on pension
Home duties
Other, please specify:____________
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Section 2

This section is designed to help us know how you feel.

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

Extrem e Distress
9

—

_

8

—

—

7

—

—

6

—

—

5

—

—

4

—

—

3

—

—

2

—

1

—

—

—

No Distress
Reproduced with permission
from the NCCN Clinical Practice
Guidelines in Oncologyv. 1.2005: Distress Management.
The Complete Library of NCCN
Clinical Practice Guidelines in Oncology [CD-ROM]. Jenkintown, Pennsylvania: National
Comprehensive Cancer Network, February 2005.
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Second, please indicate if any of the following has
been a problem for you in the past week including
today. Be sure to check YES or NO for each.

P h y s ic a l P ro b le m s

ic tic a l P ro b le m s

ild care
using
urance/ Financial
insportation
>rk/School

Yes O
Yes O
Yes O
Yes O
Y esO

No O
N oO
N oO
No O
No O

Appearance
Bathing/Dressing
Breathing
Changes in urination
Constipation
Diarrhea

Yes O
Yes O
Y esO
Y esO
Y esO
Yes O

No O
N oO
No O
No O
N oO
N oO

Y esO
Y esO

N oO
No O

Eating
Fatigue
Feeling swollen

Y esO
Y esO
Y esO

N oO
NoO
N oO

Y esO
Yes O
Y esO
Y esO
Yes O

No O
N oO
No O
NoO
N oO

Fevers
Getting around
Indigestion
Mouth sores
Nausea
Nose dry/congested

Y esO
Yes O
Y esO
Yes O
Y esO
Y esO

NoO
NoO
NoO
N oO
NoO
N oO

No O
N oO
No O

Pain
Sexual
Skin dry/itchy

Yes O
Y esO
Yes O

N oO
N oO
N oO

Sleep
Tingling in hands/feet

Yes O
Y esO

No O
NoO

m ily P ro b le m s

aling with children
aling with partner

lo tio n a l P ro b le m s

pression
ars
rvousness
dness
>rry

iritu a l/re lig io u s C o n c e rn s

5S of faith
lating to God
ss of meaning or
rpose in life

Yes O
Yes O
Y esO

36. Other Problems:
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Section 3
We would also like to know about you general health. For each question, please tick the box
which most closely matches your response. There are no right or wrong answers.
Over the past few weeks have you been troubled by:
Some of the
time or never
1.

Feeling nervous or tense?...................

2.

Muscle pain after activity?...................

3.

Feeling unhappy and depressed?.......

4.

Needing to sleep longer?....................

5.

Prolonged tiredness after activity?......

6.

Feeling constantly under strain?.........

7.

Poor sleep?..........................................

8.

Everything getting on top of you?........

9.

Poor concentration?............................

10.

Tired muscles after activity?................

11.

Losing confidence?..............................

12.

Being unable to overcome difficulties?.

A good part
of the time

Most of
the time
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DASS

Name:

Date:

Please read each statement and circle a number 0, 1, 2 or 3 which indicates how much the statem
applied to you over the past week. There are no right or wrong answers. Do not spend too much t
on any statement.
The rating scale is as follows:
0
1
2
3

Did not apply to me at all
Applied to me to some degree, or some of the time
Applied to me to a considerable degree, or a good part of time
Applied to me very much, or most of the time

1

I found myself getting upset by quite trivial things

0

1

2

2

I was aware of dryness of my mouth

0

1

2

3

I couldn't seem to experience any positive feeling at all

0

1

2

4

I experienced breathing difficulty (eg, excessively rapid breathing,
breathlessness in the absence of physical exertion)

0

1

2

5

I just couldn't seem to get going

0

1

2

6

I tended to over-react to situations

0

1

2

7

I had a feeling of shakiness (eg, legs going to give way)

0

1

2

8

I found it difficult to relax

0

1

2

9

I found myself in situations that made me so anxious I was most
relieved when they ended

0

1

2

10

I felt that I had nothing to look forward to

0

1

2

11

I found myself getting upset rather easily

0

1

2

12

I felt that I was using a lot of nervous energy

0

1

2

13

I felt sad and depressed

0

1

2

14

I found myself getting impatient when I was delayed in any way
(eg, lifts, traffic lights, being kept waiting)

0

1

2

15

I had a feeling of faintness

0

1

2

16

I felt that I had lost interest in just about everything

0

1

2

17

I felt I wasn't worth much as a person

0

1

2

18

I felt that I was rather touchy

0

1

2

19

I perspired noticeably (eg, hands sweaty) in the absence of high
temperatures or physical exertion

0

1

2

20

I felt scared without any good reason

0

1

2

21

I felt that life wasn't worthwhile

0

1

2
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Reminder of rating scale:
0
1
2
3

Did not apply to me at all
Applied to me to some degree, or some of the time
Applied to me to a considerable degree, or a good part of time
Applied to me very much, or most of the time

22

I found it hard to wind down

0

1

2

23

I had difficulty in swallowing

0

1

2

24

I couldn't seem to get any enjoyment out of the things I did

0

1

2

25

I was aware of the action of my heart in the absence of physical
exertion (eg, sense of heart rate increase, heart missing a beat)

0

1

2

26

I felt down-hearted and blue

0

1

2

27

I found that I was very irritable

0

1

2

28

I felt I was close to panic

0

1

2

29

I found it hard to calm down after something upset me

0

1

2

30

I feared that I would be "thrown" by some trivial but
unfamiliar task

0

1

2

31

I was unable to become enthusiastic about anything

0

1

2

32

I found it difficult to tolerate interruptions to what I was doing

0

1

2

33

I was in a state of nervous tension

0

1

2

34

I felt I was pretty worthless

0

1

2

35

I was intolerant of anything that kept me from getting on with
what I was doing

0

1

2

36

I felt terrified

0

1

2

37

I could see nothing in the future to be hopeful about

0

1

2

38

I felt that life was meaningless

0

1

2

39

I found myself getting agitated

0

1

2

40

I was worried about situations in which I might panic and make
a fool of myself

0

1

2

41

I experienced trembling (eg, in the hands)

0

1

2

42

I found it difficult to work up the initiative to do things

0

1

2
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Section 4
Emotions can play an important role during treatment for cancer. We are
interested to find out what people treated for cancer think about being asked
about their emotional well-being. Please read the statements below and tell us to
what extent you agree or disagree with them.
1. The questions in Section 2 and 3 of this questionnaire (see pages 3 and 4) were easy
to understand.
□i
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

2. The questions in Section 2 and 3 of this questionnaire were too personal.
□1
□2

□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

3. The questions in Section 2 and 3 of this questionnaire were upsetting.
□i
□ 2
□ 3

□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

4. It would be useful to ask all patients attending the oncology clinic the questions like
those in Section 2 and 3 when they attend the clinic so that people are encouraged to
talk about these issues.
□1
□2

□3
□4

□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

5. I appreciate being asked about my emotional well-being during cancer treatment.
□1
□ 2

□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

6. I would welcome the opportunity to talk about emotional, practical or family problems (if
I have them) with an appropriately trained health professional during my cancer
treatment.

□1
□ 2

□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree
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If you have any further comments to make about this questionnaire
or study, please add them here:

You’re finished! Thank you very much for your help in this study
Please return the questionnaire and your signed consent form in the enclosed
envelope to the clinic staff.

APPENDIX E

Participant Information Sheet, Consent Forms and Screening
questionnaire
For Study 2
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ANU
THE AUSTRALIAN NATIONAL UNIVERSITY

ACT
H ealth

Consent Form to Participate in a Research Project

The introduction o f routine psychological screening for cancer patients. Does
it lead to better outcomes for patients and multidisciplinary care?

I,
(name of participant)

o f ________________________________________________ _____________________
(street)
(suburb/town)
(state & postcode)
have been asked to consent to my being sent a questionnaire for the above project.

In relation to this project I have read the attached information sh eet and have
been informed of the following points:
1. Approval has been given by the ACT Department of Health Ethics Committee and
The Australian National University Human Research Ethics Committee.
2. The aim of the project is to better identify support needs amongst people newly
diagnosed with cancer and to improve the provision of support services for people
with cancer.
3. The results obtained from the study may or may not be of direct benefit to my
medical management.
4. The procedure will involve you completing questionnaires related to your physical
health and emotional well-being.
5. My involvement in this project may be terminated if any of the following
circumstances develop: a) 1 become unable to provide ongoing informed consent or
b) I decide to withdraw my consent at any time.
6.

Should I develop a problem which I suspect may have resulted from my involvement
in this project, I am aware that I may contact Karen Blandford,(Psychologist,/ StudyCoordinator) on 0419 233 537.

7.

Should I have any problems or queries about the way in which the study was
conducted, and I do not feel comfortable contacting the research staff, 1 am aware that
I may contact the ACT Department of Health Ethics Committee Secretary, 11 Moore
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Street, Canberra City, ACT 2601, telephone (02) 62050846 or the Australian National
University Human Research Ethics Committee, Chancelry Building 10B, Canberra
ACT 0200, telephone 02 6125 7945.
8. 1 can refuse to take part in this project or withdraw from it at any time without
affecting my medical care.
9.

Participation in this project will not result in any extra medical and hospital costs to
me. I will receive no reimbursement for my involvement in this study.

10. I understand that the results of the research will be made accessible and that my
involvement and my identity will not be revealed.
11. In giving my consent, I acknowledge that the relevant Health Department Officials,
and staff directly involved in the study, may examine my medical records only as
they relate to this project.
After considering all these points, I accept the invitation to participate in this project.
I also state that I have/have not participated in any other research project in the past 3 months.
If I have, the details are as follows:

Date:

___

Signature:_____________________
(of participant/volunteer)

Who can I contact if I have any questions or problems?

For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@act.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don.byrne@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 62050846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Consent Form to Participate in a Research Project

The introduction o f routine psychological screening for newly diagnosed
cancer patients. Does it lead to better outcomes for patients and
multidisciplinary care?

I,
(name of participant)

o f ________________________________________________ _________________________
(street)
(suburb/town)
(state & postcode)
have been asked to consent to my participation in a research project entitled:

The introduction o f routine psychological screening for newly diagnosed cancer
patients. Does it lead to better outcomes for patients and multidisciplinary care?
In relation to this project I have read the Patient Information Sh eet and have
been informed of the following points:
1. Approval has been given by the ACT Department of Health Ethics Committee and
The Australian National University Human Research Ethics Committee.
2. The aim of the project is to better identify support needs amongst people newly
diagnosed with cancer and to improve the provision of support services for people
with cancer.
3.

The results obtained from the study may or may not be of direct benefit to my
medical management.

4.

The procedure will involve you completing questionnaires related to your physical
health and emotional well-being.

5.

My involvement in this project may be terminated if any of the following
circumstances develop: a) I become unable to provide ongoing informed consent or
b) I decide to withdraw my consent at any time.

6.

Should I develop a problem which I suspect may have resulted from my involvement
in this project, I am aware that I may contact Karen Blandford,(Psychologist,/ StudyCoordinator) on 0419 233 537.

7.

Should 1 have any problems or queries about the way in which the study was
conducted, and I do not feel comfortable contacting the research staff, 1 am aware that

245

I may contact the ACT Department of Health Ethics Committee Secretary, 11 Moore
Street, Canberra City, ACT 2601, telephone (02) 62050846 or the Australian National
University Human Research Ethics Committee, Chancelry Building 10B, Canberra
ACT 0200, telephone 02 6125 7945.
8. I can refuse to take part in this project or withdraw from it at any time without
affecting my medical care.
9. Participation in this project will not result in any extra medical and hospital costs to
me. I will receive no reimbursement for my involvement in this study.
10. I understand that the results of the research will be made accessible and that my
involvement and my identity will not be revealed.
11. ** In giving my consent, I acknowledge that the relevant Health Department
Officials, and staff directly involved in the study, may examine my medical records
only as they relate to this project.
After considering all these points, I accept the invitation to participate in this project.
I also state that I have/have not participated in any other research project in the past 3 months.
If I have, the details are as follows:

Date:

Witness:
(Please print name)

Signature:
(of parti cipant/volunteer)

(of witness)

Investigator’s Signature: ___________________________
Page 2 of 2, Version dd.mm.yy

Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, Phone 0419 233 537. E-mail: karen.blandford@gsahs.health.nsw.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 511 1. E-mail: don.byme@anu.edu.au.
If you have concerns or complaints about the conduct of this study you can contact the ACT
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 6205 0846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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Reg istration n u m be r (FQ 1)

Date issued

Questionnaire 2

We would like to ask you to complete the following questionnaire which is part of a study
you first participated in about 6 months ago. This study aims to help us plan cancer
services so that we can better assist people with the emotional, practical and physical
problems that may be associated with a cancer diagnosis. This is the final questionnaire
and it should take about 10 minutes to complete.

All the information you provide will be treated as strictly confidential and your identity will
never be revealed in any reports related to this project. The completed questionnaires will
be kept securely under lock and key.

There are no right or wrong answers, and we ask you simply to tick the answer that
applies most to you. Some of the questions may not be relevant to you. However, it
is important for the study that you choose the best possible answer for al[
questions,
Participation in this study is entirely voluntary; you are not obliged to participate and if
you do participate you can withdraw at any time. Whatever your decision, it will not
affect any subsequent consultations or your relationship with your medical team.

Before completing the questionnaire, please ensure you have read and signed the
Consent Form.

When you have completed the questionnaire please return it us within 7 days if possible
using the enclosed reply-paid envelope.

Thank you very much for your help in this study
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INSTRUCTIONS
help us plan bette- services for peop e d agncsec with cancer we are interested r whether
or not needs which you may have faced as a result o' having cancer have oeen met For every
item on the fo lowing pages, indicate whether ycu have needed helo with this issue w thin the
last month as a resu t of having cancer Put a crcle anxmc the nirnbe- which oest cesc' bes
whetner you nave neeced nelo with this m the last month. There are 5 doss ble answers to
choose from.

NO
NEED

1
2
3

SOME
NEED

4
5

Not applicable - This was net a problem \of me as a result of
having cancer.
Satisfied I did need help with th s but my need fcr help was
sats'ed at the time
Low need This item caused me concern o- discomfort. 1hac little
need for add tonal help.
Moderate need - This item causec me concern o' discomfort.
had some neec for additional help
High need This item caused me concern or oiscomfort 1had a
strong need for additional he?p.

For example
In the last month.
what was your level of need for help with:

No need

S om e need

l

1.

Being informed aoout things you can do to
help yourself to get we I

I

I

Not

l

Low

M o d e ra t

H ig h

a p p lic a b le

S a tis fie d

need

e n eed

need

1

2

3

©

5

If you put the ancle where we nave, ii means tnat you did no: receive as much informanon as you wanted
about tninqs you could do to help yourself pet well, and therefore needed some more information

Now please complete the survey on the next 2 pages.
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S o m e need

No need
In th e la s t m o n th .

i

i

i

I

I

w h a t w a s y o u r le v e l o f n e e d fo r h e lp w it h :
High

Not
applicable

Satisfied

Low
need

Moderate
need

need

1.

Pam

1

2

3

4

5

2.

Lack of e re rg y /t re d re s s

1

2

3

4

5

3.

F e e in g unwe I a lot cf the lim e

1

2

3

4

5

4.

W ork abound the hom e

1

2

3

4

5

5.

Not being able to ao the th ngs you usee
to 00

1

2

3

4

5

6.

A nxiety

2

3

4

5

7.

Fee mg oow n c r depressed

1

2

3

4

5

8.

Feelings of sadness

1

2

3

4

5

9.

Fears about the cancer spreading

1

2

3

4

5

10.

W orry that the results of treatm ent are
b eycnc your c o rtrc l

1

2

3

4

5

11.

U ncertainty about the future

1

2

3

4

5

12.

Learning to feel in c o rtrc l of ycur situation

4

2

3

4

5

13.

K e e p r q a positive outlook

1

2

3

4

5

14.

Fee ings about death and dying

2

3

4

5

15.

C hanges m sexual feelings

1

2

3

4

5

16.

C hanges in y o ir sexua relationships

1

2

3

4

5

17.

C oncerns about the w orries of those close
to you

1

2

3

4

5

18.

M ore cho ce about w hich carce^
specialists you see

1

2

3

4

5

19.

M ore choice about which hospital you
attend

1

2

3

4

5

20.

R eassurance by m edica sta*f that the way
y ou 'e e l is norm a

1

2

3

4

5

21.

Hospital staff attending prom ptly to your
ohvsical needs

1

2

3

4

5

22.

Hospital staff acknow ledging, and show ing
sensitiv ty tc. your feelings anc em otional
needs

1

2

3

4

5
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S om e need

N o need
In the last month.
w hat was your level of need for help with:

I

I

I

Hig
nee

Not
applicable

Satisfied

Low
need

Moderate
need

23.

Be ng given written information about the
important aspects of yom care

1

2

3

4

5

24.

Be ng given information (written, diagrams,
drawings) about aspects of managing yc jr
illness and side effects at home

1

2

3

4

5

25.

Be ng given exp anations of those tests for
wnich you would ike explanations

1

2

3

4

5

26.

Be ng adequately informed aocut the
benefits and side ejects cf treatments
before you choose to have them

1

2

3

4

5

27.

Bemg informed about your test results as
soon as feasifc e

ft

2

3

4

5

28.

Be ng informed about cancer wh ch is
under control or diminishing (that s
remission)

1

2

3

4

5

29.

Bemg informed about things you can do to
help yourself tc get well

1

2

3

4

5

30.

Having access to professional counseling
(eg psychologist socia worker
counsellor nurse specialist) if ycu farm y
o' friends need t

1

2

3

4

5

31.

To be given information about sexual
re ationshsps

1

2

3

4

5

32.

Be ng treated 1ke a person not just
another case

1

2

3

4

5

33.

Being treated in a hospital or elm c that §s
as physically pleasant as possiole

1

2

3

4

5

34.

Having one member of hospital staff with
whom you can talk tc aoout all aspects of
your condition, treatment anc follow jp

1

2

3

4

5
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If you have any further comments to make about this questionnaire
or study, please add them here:

You’re finished! Thank you very much for your help in this study
Please return the questionnaire using the supplied reply-paid self-addressed
envelope.
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APPENDIX F

Participant Information Sheet, Consent Forms and Screening
questionnaire
For Study 3

THE AUSTRALIAN NATIONAL UNIVERSITY

J L act
Health

Cancer Psychosocial Services
Building 1, Level 10 (Psychology
Dept)
The Canberra Hospital
SUBJECT (STAFF) INFORMATION STATEMENT AND CONSENT FORM
The introduction o f routine psychological screening fo r newly diagnosed cancer patients.
Does it lead to better outcomes fo r patients and multidisciplinary care?

Why am I being invited to participate in this research study?
You are invited to participate in a study which aims to better identify aims to explore the
impact of routine psychosocial screening on the identification of psychosocial problems, and
referral pathways to psychosocial support services for newly diagnosed cancer patients. This
questionnaire is for staff at participating clinics that have completed a three-month trial of
routine psychosocial screening using the Distress Thermometer, the SPHERE, and the
Depression Anxiety and Stress Scale (DASS), and for staff who have been instructed on and
have utilised these screening tools.
Who is conducting this study?
This study is being carried out at oncology clinics in The Canberra Hospital and Greater
Southern Area Health Service.
Why is this research being conducted?
Routine psychosocial screening is recommended by clinical practice guidelines for the psychosocial
support o f cancer patients. We are doing this study to improve referral to psychosocial support services
for cancer patients and explore the impact o f routine psychosocial screening on multidisciplinary
cancer care. The results o f this study w ill also provide valuable baseline data on the level o f
psychological m orbidity amongst cancer patients in the AC T and surrounding region, and unmet
psychosocial needs. This information w ill be used to help plan cancer services and resources in the
AC T and surrounding region.

How many people will take part in this study?
About 300 patients from the oncology clinics in The Canberra Hospital and GSAHS w ill participate in
this study. A ll clinical staff at participating clinics w ill be invited to participate in the staff survey
component o f this study.

What is involved in the study if I agree to participate?
Participation in this study involves completing a written questionnaire, which w ill be sent to you via
internal mail. The survey w ill take approximately 15-20 minutes to complete. A fter completing the
survey you w ill be asked to place your questionnaire in a sealed envelope and this w ill forwarded to the
study coordinator.
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What are the risks to me of being in the study?
There are no physical risks or psychological risks associated with participation in this study.
What are the benefits of taking part in this study?
Participation in this study may assist your clinical practice. The study will also provide information to
Cancer Services about the best way to identify and address emotional, practical and physical concerns
of newly diagnosed cancer patients. It will also provide information, which will assist us to gain a
better understanding the needs of the local population with respect to cancer support services. Your
clinic will be given a feedback report in which the results will be presented as for all clinics combined
and for your clinic separately, which may assist your staff with planning services at a local level.

Do I have to be involved in this study?
You are free to choose to take part in this study or not, and should you decide to participate you can
withdraw at any time. Your decision will not in any way affect your employment or your relationship
with Cancer Services.
Is there anything else I should know?
Any information obtained in connection with this study that can identify you will be held in the
strictest confidence. Information gathered during the study may be reported to clinic staff, medical
journals or at conferences. However reports arising from this study will not identify individual
participants in any way. The information you provide us with will be stored as paper documents in a
locked cabinet within a secure office. This information will stored for 7 years and disposed of by
shredding. Any information stored on computer will be password protected and use identification
numbers. This information will be erased at the same time as documents are shredded.

Who can I contact if I have any questions or problems?
For questions about the study you should talk to the Study Coordinator Ms Karen Blandford,
Psychologist, ACT Health, Phone 02 6205 5147 or 0419 233 537.
E-mail:
karen.b\andford@act.gov.au
Professor Don Byrne, Head of School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 5111. E-mail: don.byme@ anu.edu.au.
If you have concerns or complaints about the conduct o f this study you can contact the ACT

Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, ACT
2601, telephone (02) 62050846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra ACT 0200, telephone 02 6125 7945.
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THE AUSTRALIAN NATIONAL UNIVERSITY

X

Health

Cancer Psychosocial Services

Building 1, Level 10 (Psychology
Dept)
The Canberra Hospital
STA FF C O N SEN T FORM

1.

I , ................................................................................. o f .....................
(Full Name)

(Address)

........................................................................, am aged 18 years or over and agree to
participate as a subject in the experiment described in the information statement
attached to this form.
2.

I acknowledge that I have read the Subject Information Statement, which explains
why I have been selected, the aims of the experiment and the nature and the
possible risks of the investigation, and the statement has been explained to me to my
satisfaction.

3.

Before signing this Consent Form, I have been given the opportunity to ask any
questions relating to any possible physical and mental harm I might suffer as a result
of my participation. I have received satisfactory answers to any questions that I have
asked.

4.

I understand that I can withdraw from the experiment at any time without prejudice to
my employment or my relationship to Cancer Services within ACT Health.

5.

I agree that research data gathered from the results of the study may be published,
provided that I cannot be identified.

6.

I understand that if I have any questions relating to my participation in this research, I
may contact Ms Karen Blandford on telephone (02) 6205 5147 or 0419 233 537 who
will be happy to answer them.

7.

I acknowledge receipt of a copy of this Consent Form and the Subject Information
Statement.

If you have concerns or complaints about the conduct of this study you can contact the Study
Coordinator Ms Karen Blandford, Psychologist, ACT Health, Phone 02 6205 5147 or 0419
233 537. E-mail: karen.blandford@act.gov.au
Professor Don Byrne, Head o f School, Psychology Dept, The Australian National University
is the supervisor for this study. He can also be contacted regarding any questions about the
study on 6125 511 1. E-mail: don.byrne@anu.edu.au.
If you have concerns or complaints about the conduct o f this study you can contact the AC T
Department of Health Ethics Committee Secretary, 11 Moore Street, Canberra City, A C T
2601, telephone (02) 62050846 or the Australian National University Human Research Ethics
Committee, Chancelry Building 10B, Canberra A C T 0200, telephone 02 6125 7945.

Signature of subject

Date
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Staff Questionnaire
We are interested to find out the opinions of health professionals involved in
psychosocial screening of newly diagnosed cancer patients. The questions
below ask for your opinion around issues such as usefulness of screening, time
pressures, barriers to screening, etc. Please read the statements below and tell
us to what extent you agree or disagree with them.

1. I thought that psychosocial screening of patients was useful and
beneficial.
□1
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:

2. I felt comfortable talking to patients about emotional issues and
psychosocial distress.
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:

3. I felt that screening assisted in the referral of patients to psychosocial
services.
□1
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:

4. It would be useful to ask all patients attending the oncology clinic to
participate in psychosocial screening.
□1
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:
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5. Participating in the screening program impacted negatively on my
workload.
□1
□2
□3
□4
□5

Strongly Agree
Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:

6. Disadvantages to screening include increased paperwork, time
management issues, and extra burden for patients.
□1
Strongly Agree
□2
□3
□4
□5

Agree
Neither agree nor disagree
Disagree
Strongly disagree

Comments:

Thank you for time and effort in answering these questions.
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