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Editorial
Nurse-led cancer care

Cancer Nursing

Moira Stephens e Lecturer and Subject Coordinator, School of Nursing, Midwifery and Indigenous Health,

University of Wollongong, NSW

In this issue of The Australian Journal of Cancer Nursing we
focus on nurse-led cancer care. We have chosen three research
studies in different settings, all of which demonstrate the
impact of excellent cancer nursing and multidisciplinary care:
an intervention enhancing survivorship for long-term survivors
of Hodgkin lymphoma; a focus on the position of cancer
coordinator-led care in a regional hospital and a project enabling
nurse-led screening and interventions using a supportive care
resource kit.

Nurse-led care in cancer management has been shown to be
cost-effective or cost-neutral, to reduce readmissions and to
provide high levels of satisfaction for patients'?. In addition
to these outcomes, cancer nurses are in an excellent position
to develop opportunities for health promotion and supportive
care within a person-centred approach. Cancer care through a
‘health promotion lens’ builds on the care and activities focused
on cancer and its treatment alone and situates supportive care
in the context of the individual. Cancer nurses are in an ideal
position to develop initiatives, such as those described in this
issue, that provide a person-centred, holistic supportive care
package in both the long and short term.

Fitzhugh Mullen likened surviving cancer to being saved from
drowning but then abandoned on the beach'. In an innovative
and person-centred approach’ to survivorship care, Priscilla
Gates et al.’s study takes us through the development of a nurse-
led intervention for people treated for Hodgkin lymphoma that
clearly demonstrates both short- and long-term benefits for
patients. The success of early diagnosis and modern treatment
for this haematological malignancy means that many people
now survive. The paradox, however, is that having been cured
from their original malignancy, Hodgkin lymphoma survivors are
at a higher risk of other cancers and chronic conditions. Gates’
intervention sets out to address these issues.

Melanie Regan and colleagues used action research methods
to examine the clinical practice of cancer care coordinators
in a regional hospital in Australia. The categorisation of the
broad array of clinical activities undertaken by cancer Care

coordinators provides clarity to this often nebulous role. The
scope of the activities of care coordination clearly goes beyond
the position description. Of particular importance are functions
as part of a multidisciplinary team and as an individual health
care provider. Concepts important in long-term management
and chronic conditions, such as self-management and health
promotion, are also essential components of this role.

In the final paper, Sibilah Breen et al. describe the evaluation
of a supportive care resource kit. The kit, comprised of seven
components: clinician training package; screening tools; referral
protocols; supportive care service directory; clinician referral
and action checklist; patient note sheets; and information
leaflets, was developed to train and enable cancer clinicians to
provide supportive care more effectively. The ten clinicians —
eight nurses and two radiation therapists — participating in the
study used the kit and their training to undertake screening and
referral for supportive care needs in the clinical setting. Training
and skill development of clinicians is essential to enable cancer
clinicians to build and be confident in their repertoire of support
care skills, as increasing numbers of patients are surviving both
with and after cancer.

These three studies clearly demonstrate the breadth of
supportive care needs that nurse-led initiatives can address.
At the same time, they demonstrate how skilled cancer nurses
make a difference to people living, often for many years, with the
ongoing effects of cancer and its treatment.

We hope you enjoy reading this edition and find these studies
useful in your own practice.
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Abstract

Hodgkin lymphoma is a highly curable cancer with increasing numbers of survivors at risk of medical and psychosocial morbidity

which can impact on their quality of life and long-term survival. An innovative model of nurse-led survivorship care has been
developed to enhance 1) awareness of individual health risks, 2) benefits of adopting healthy lifestyle behaviours and 3) reduction

in psychosocial distress. A phase 1, quasi-experimental study is being undertaken to test the capacity of the intervention to deliver
against the aims outlined. Thirty survivors of Hodgkin lymphoma and 30 healthy participants have been recruited to the study. The

nurse-led consultations include an education package tailored to these individuals’ health needs, screening for emotional distress and

delivery of an individualised survivorship care plan. Study measures include the General Health Index, the Health Promoting Lifestyle

Profile II and the late effects Supportive Care Needs Screening Tool. This paper outlines the rationale and key design issues behind

the development of the nurse-led intervention and some preliminary indication of the benefit of the intervention from participants’

perspective.

Background literature

With advances in multimodality therapy, five-year survival
rates from Hodgkin lymphoma (HL) now exceed 90%!'. Long-
term survivors of HL are an important and expanding patient
group with a unique and wide range of survivorship issues. In
Australia in 2007, 538 patients were diagnosed with HL and
the median age at diagnosis was 31 years’. This results in a large
cohort of survivors who were diagnosed at a young age, who
received intensive, highly curable treatment and who are now
at risk of developing long-term late effects including secondary
malignancies, cardiac dysfunction, endocrine dysfunction,
infertility and psychosocial sequelae’. Many late effects are
avoidable or able to be ameliorated by early detection and/
or risk modification. As the numbers of HL survivors grow, it
is increasingly important that they normalise their lives and
incorporate healthy behaviours into their lifestyles in order to
achieve optimal health outcomes.

Haematology LE

Secondary malignancies and non-malignant
comorbidities

While the survival rates for patients with HL are impressive,
unfortunately many are not cured. Among those who do not
survive, approximately half will die from HL, 20% from new

cancers and 14% from cardiovascular complications*. Ng reports
that the risk of death from causes other than HL in this group
is four times more than the general population beyond 20
years from diagnosis’. Reports from large cohorts have shown a
seven to 18 times higher risk of second malignancies compared
with the general population The most prevalent secondary
malignancies in patients treated for HL are leukaemia, breast,
lung, gastrointestinal and thyroid cancers, melanoma and non-
Hodgkin lymphoma®.

Cardiovascular disease is the most common non-malignant
cause of death in survivors of HL and radiation therapy to
the mediastinum is one of the key treatment-related key
risk factors for cardiac deaths’. Cardiac complications after
mediastinal radiotherapy are thought to be due to radiation-
induced inflammation and fibrosis of the individual cardiac
structures, with signs and symptoms manifesting 10-15 years
after completion of treatment although non-symptomatic
abnormalities may develop much earlier’. The long delay before
expression of serious damage may explain why radiation damage
to the heart has been grossly underestimated’.

Radiation-induced heart disease includes a wide spectrum of
cardiac pathologies such as coronary artery disease, valvular
heart disease, myocardial dysfunction, pericardial disease and
electrical conduction abnormalities’.
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General risk factors for cardiovascular disease such as
hypertension, diabetes, hypercholesterolaemia, obesity-reduced
physical activity and smoking may also contribute to the risk for
cardiovascular diseases in survivors of HL'. In addition to the
physical effects there may also be educational, emotional and
behavioural sequelae. For these reasons, HL survivors need to
be knowledgeable about the possible consequences of the illness
and vigilant about their health behaviours®.

Psychosocial impact

Survivors of HL, similar to other cancer survivors, experience a
multitude of psychosocial effects post-treatment’. Because many
survivors of HL are in adolescence or young to middle adulthood,
unique age-related problems relating to parenthood, sexuality,
fertility, body image, employment and career development are
salient’. Studies of the psychosocial status of long-term survivors
of HL indicate that they experience anxiety, fear of recurrence,
concern about lack of energy, sexual and fertility concerns, work
issues, financial concerns, concerns about education or career,
altered body image, concerns that their children will develop
cancer and an overprotective family’.

A study of 1024 cancer survivors in the USA indicates that
transition from treatment to long-term survivorship is often
marked with emotional and psychosocial concerns®. Five
hundred and forty-two (53%) patients found their emotional
needs harder to cope with compared to their physical needs. Five
hundred and two (49%) patients in Wolff’s study reported that
they felt depressed, 614 (60%) reported relationship problems
with partner/spouse, and 338 (33%) reported limited emotional
resources available to them to cope with emotional concerns'®.

Information needs

Evidence indicates a critical transition as cancer survivors
complete primary treatment and enter into a new trajectory
of self-care and reduced medical surveillance. The majority
are largely unaware of their heightened health risks and are
ill prepared to manage their future health needs". Beckjord et
al. surveyed 1040 cancer survivors between two to five years
post-diagnosis. Results indicated that information needs were
prevalent for this group, including information needs related to;
follow-up care and surveillance (738/71%), health promotion
(707/68%), late effects of treatment (655/63%), psychosocial
issues (562/54%), and sexual function and fertility (322/31%)".
Hudson et al. reported knowledge deficits amongst 266 cancer
survivors regarding their cancer treatment and their increased
vulnerability to health problems such as secondary cancers
and cardiovascular disease'?. Subsequently, some survivors
demonstrate limited awareness of their health risks and ability
to choose to adopt self-protective and healthy behaviours®.

Healthy behaviours

For survivors of HL, adopting self-care behaviours such as
healthy nutrition and regular aerobic exercise may reduce the risk
of subsequent cancers and cardiovascular events, as established
in the general population®. However, evidence indicates that
some survivors of HL do not adopt healthy lifestyle behaviours

"6 Ac\©'
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known to reduce their risk of developing serious late effects®.
Hollen and Hobbie hypothesised that survivors may have
poorer decision-making skills than their peers who have not had
cancer and subsequently engage in more risk-taking behaviours,
such as smoking. It is likely that some cancer survivors
engage in risky behaviours due to social pressure and/or an
increased need to identify with their healthy peers as a result of
feeling different because of their cancer experience'*. Likewise,
engaging in unhealthy behaviours may provide them with an
opportunity to exert control after experiencing the uncertainty
and lack of control associated with cancer despite the potential
adverse health consequences”. Hudson et al. proposed that
interventions designed to enhance survivors’ knowledge about
their risks of late effects and to motivate them to practise healthy
protective behaviours may reduce morbidity and mortality'.
These interventions warrant further research and evaluation in
practice, and theory is needed to drive intervention research'e.

Theoretical framework of intervention

However, there is limited evidence to inform the content of
interventions to best prepare survivors to hear about their risks of
developing late effects and to motivate them to engage in health
promoting behaviours. This study draws on Pender’s Revised
Health Promotion Model" to inform the content and focus of
a novel, nurse-led intervention aimed at enhancing knowledge,
perception of health status and motivation. Pender’s model is
concerned with the way in which humans interact with their
environment to pursue health, based on their interpretation of
threats and benefits"".

Interventions that lead to the adoption of health promoting
activities are resource-intensive. They require lengthy
consultations that focus on an individual’s anxieties, examine
past life experiences and aspirations for the future, and determine
triggers that can be used to help individuals optimise their long-
term health. Evidence indicates that nurse-led services, delivered
by advanced practice nurses (APNs), can accommodate tailored,
resource-intensive interactions in a way that medical follow-up
and surveillance clinics are not resourced to do'.

The context of the study

The late effects clinic at Peter MacCallum Cancer Centre (Peter
Mac) was established in 2000 and is one of only three known late
effects units for adult cancer survivors in Australia. The clinic
has an Australia-wide referral base including hospitals, advocacy
groups, primary care physicians or survivors may self-refer.
Patients are required to be five years post-completion of curative
treatment. There are currently 592 patients on the late effects
unit data base, of these almost half (269; 45%) are survivors of
haematological malignancies and more than half of these (140;
54%) are survivors of HL, of these 135 received upper torso
radiotherapy.

The haematology late effects team includes a haematologist,
transplant physician, radiation oncologists, fellow and registrar,
cardiologist, endocrinologist, primary care liaison officer,
psychologist and a specialised late effects social worker. In
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recognition of the considerable health deficits experienced by
survivors of haematological malignancies in 2008, a Late Effects
advanced practice nurse was appointed to the team to work
specifically with survivors of haematological malignancies.

The study

In 2010, based on the need outlined above, a nurse-led
intervention, informed by best available evidence was developed.

Aims

Primary aim: To establish whether receiving a health promoting
intervention from a specialist cancer nurse demonstrates capacity
to improve HL survivors’ knowledge of and motivation to adopt
health promoting behaviours.

Secondary aims: To establish whether receiving a health
promoting intervention from a specialist cancer nurse
demonstrates capacity to:

e improve HL survivors’ perceptions of their health status

* reduce patient-reported unmet information needs in relation
to LE

* reduce health worry associated with the knowledge of the
risk of developing LE.

Methodology

A phase 1, quasi-experimental pilot study was developed to
assess the study aims. The study is defined as a phase 1 project
as described in the Medical Research Council Complex Health
Intervention Framework”. A phase 1 study is described as
the identification of components of an intervention and the
background mechanisms by which they will influence outcomes
to provide evidence that can predict how they relate to and
interact with each other". The purpose of this paper is to outline
the development of the intervention based on the needs of HL
survivors as articulated in the literature presented above.

Population and setting

Thirty people who had received curative treatment for HL were
recruited from referral lists to the haematology late effects clinic
at Peter Mac.

Thirty healthy controls matched for age and gender were
recruited to provide data at baseline only, to help contextualise
HL survivor data at entry to the study.

Inclusion/exclusion criteria
To be eligible for the study group, survivor participants:

* had a diagnosis of HL

* received upper torso radiotherapy at any stage during their
treatment history, regardless of other therapies.

* had to be at least five years post-completion of their curative
treatment for HL

* had to be a new referral to the haematology late effects clinic
at Peter Mac

Cancer Nursing

* had to be aged over 18 years
* had to be able to complete study requirements in English

* had a sibling, partner or significant other unaffected by
a diagnosis of cancer who met eligibility criteria outlined
below, and were willing to take part as a control participant.

To be eligible, healthy participants:

* had to be a sibling, partner or significant other of a study
group HL survivor

* had never have been diagnosed with cancer (excluding non-
melanoma skin cancers)

* were of comparable age (+/- five years) and gender to the
study group HL survivor

¢ had to be aged over 18 years
* had to be able to complete the study requirements in English

* had no co-occurring serious and/or uncontrolled illness
that impacted on their functional status, including heart
disease, stroke, respiratory disease, diabetes, dementia and
Alzheimer’s disease.

Recruitment

Survivor group: All new, eligible patients referred to the
haematology Late Effects Clinic were contacted by the
haematology Late Effects APN and invited to participate. The
haematology Late Effects APN introduced the study and asked
for permission to mail out a patient information letter and
consent form. A letter was sent to the potential participant
explaining the study and asking permission to send out study
measures. If the patient agreed and returned the signed consent
form, baseline measures were sent out. Completed questionnaires
were returned in a reply-paid envelope to the Late Effects APN
(Figure 1).

Healthy participants: the haematology late effects APN asked
eligible survivors to identify and give permission to approach
a healthy participant selected from a list of study preferred
control participants. This list included: 1) a partner or sibling
of comparable age and same gender; 2) a friend of comparable
age and same gender; 3) a sibling or partner of other age; 4) a
friend of other age; 5) a partner or sibling of other gender; or 6)
a friend of other gender. If consent was given, the haematology
Late Effects APN phoned the healthy participant introduced to
the study and asked for permission to mail out an information
letter and consent form. If the signed consent form was returned,
baseline measures were sent out and completed questionnaires
were returned in a reply-paid envelope. Healthy participants
were required to complete measures at baseline only.

Ethics

This pilot study was approved by the Peter MacCallum Cancer
Centre Ethics Committee in May 2010 and The University of
Melbourne Ethics Committee in September 2010. All aspects
of the study design were approved by the ethics committee.
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This study is being conducted as part of a Master of Philosophy
(MPhil) Nursing Research at the University of Melbourne.

The intervention

The study intervention was manual-based and protocolised,
based on best available evidence, ensuring that the intervention
was consistently delivered to all study participants. It was

delivered to patients during two face-to-face, nurse-led
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consultations within the context of the haematology late effects
clinic. The totality of the intervention was delivered over two
clinic appointments and two telephone calls that spanned six

months.

Intervention 1: At the first clinic appointment, the survivor
participant received a tailored education package based on needs
identified from the baseline data, as well as a list of recommended

Time Eligible HL patient referred to haematology Late Effects clinic
Recruitment Study Group:
TO
Measures - base line questionnaires
e The General Health Index
e The Health Promoting Lifestyle Profile Il
Healthy participants:
Measures - base line questionnaires
e The General Health Index
* The Health Promoting Lifestyle Profile Il
e Demographic questionnaire
1 month First intervention appointment
Evaluation
e Late Effects Supportive Care Needs Screening Tool
Education package
e Health promotion material
¢ Recommended websites and readings
e Community supports
o Phone call to reinforce intervention and mail out repeat measures 2 weeks after first intervention
1.5 month
Evaluation
e The General Health Index
* The Health Promoting Lifestyle Profile I
4 months Second intervention appointment
Intervention- Haematology LE NC
e Survivorship care plan
e Educate regarding surveillance results
e Initiate and complete specialist referrals
e Initiate and complete community referrals
e Medical summary to GP
e Reinforcement of intervention
T2 Phone call to reinforce intervention and mail out repeat measures 2 weeks after first intervention
4.5 months
Evaluation
e The General Health Index
e The Health Promoting Lifestyle Profile Il
T3 Send evaluation in reply paid mail
6.5 months
Evaluation
e The General Health Index
e The Health Promoting Lifestyle Profile I

Figure 1. Study schema.
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websites and reading. The nurse-led consultation focused on
the delivery of evidence-based interventions appropriate to
the health-related needs of survivors of HL, including physical
activity; healthy eating; smoking status; alcohol consumption;
self-examination; sun protection, sexual health, fertility and
mental health.

Intervention 2: At the second clinic appointment (four months
after recruitment to the study), the survivor participant
attending for nurse-led consultation received an individualised
survivorship care plan survivorship care plan, as advocated by
the Institute of Medicine’s (IOM) landmark report From Cancer
Patient to Cancer Survivor: Lost in Transition®

The purpose of the survivorship care plan in this study was to
raise awareness of the importance of surveillance and healthy
living and to provide a coordinated plan of follow-up care.
It included details of medical history, treatments received,
potential for LE, requirements for follow-up appointments,
tests and reasons for them. The care plan focuses on health
promotion and highlights the need for and how to adopt healthy
behaviours. It also addresses psychosocial issues, how to identify
them and where to get help. A copy of the care plan was sent to
each patient’s primary care physician to ensure they are kept up
to date with information essential to monitoring their health and
to provide the patient with a knowledgeable source of support
and advice close to home.

Two further nurse-led consultations were conducted via
telephone to reinforce the intervention and to identify and
respond to any new concerns. The first call took place two weeks
after first clinic appointment. The second call took place two
weeks after the second clinic appointment.

Data collection and measures

Baseline data were completed after consent had been obtained
and before the first nurse-led intervention session (T0).
The following information was obtained from consenting
participants’ medical records: current age; gender; marital status
and employment status; previous diagnosis; length of time since
diagnosis and treatment completion; type of treatment received
in the past; any relapses; ECOG performance status; current
medications and comorbidities.

For healthy controls age, gender, relationship to survivor, marital
status, employment status, ECOG performance status, current
medications and comorbidities were recorded via a demographic
questionnaire.

Screening for emotional distress was undertaken at baseline
using the Late Effects Supportive Care Needs Screening Tool.
The Late Effects Supportive Care Needs Screening Tool has
been adapted from the Supportive Care Needs Screening Tool*!
and has not yet been validated.

The Late Effects Supportive Care Needs Screening Tool was
given to participants in the outpatient waiting room and
completed prior to entering the clinic room. This tool was used
to measure the participant’s communication and understanding,

Cancer Nursing

physical health, emotional health, activities of daily living,
support and coping, support services and information needs.

Health behaviours, perceived health status and knowledge of

risks of late effects were measured using:

The General Health Index. This is a validated, 22-item tool that
uses a five-point Likert scale with summed scores to measure
perception of health. Subscales measuring the concepts of
current health, prior health, health outlook, resistance to illness
and health worry are contained in this tool”?. Concurrent validity

and construct validity have been established”

The Health Promoting Lifestyle Profile II is used to measure
health promoting behaviours. This validated, 52-item tool uses
a four-point scale to assess frequency of engagement in health
promoting activities. The items are categorised into six subscales:
physical activity; health responsibility; spiritual growth; nutrition;
interpersonal relationships; and stress management*. Construct

validity has been established in previous studies?.

Participants in the study group were asked to complete data
assessments at four separate intervals over a 6.5 month period to
test the impact of the clinic intervention. Patients were asked to
complete measures at baseline (T0), at two weeks after the first
intervention (T1); at two weeks after the second intervention
(T2) and two months after the second clinic intervention (T3)
(Figure 1).

Data analysis

Baseline characteristics of the two groups will be analysed using
descriptive statistics and compared using the chi-squared test for
categorical variables and a t-test, or nonparametric equivalent
for continuous variables. Mean scores on all outcome measures
will be compared pre- and post-intervention for the General
Health Index and HPLP-11. Mean differences between groups
pre- and post-intervention will be calculated initially for each,
follow-up time, then controlling for baseline scores.

Results

The nurse-led survivorship care intervention commenced
in September 2010 and recruitment was completed to the
intervention in February 2012. Data analysis is underway. Thirty
survivors of HL have been recruited to the study (Table 1).

Table 1. Survivors of HL recruited to study.

n %
Survivors of HL 30 100
Gender
Male 19/30 63
Female 11/30 37
Age
Median current age 44 (27-72)
Median age at diagnosis 27 (11-50)
Median years since diagnosis 14 (6-47)
Median years since completion of treatment 12 (5-47)
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Patients recruited to the study had received one of three treatment
plans (Table 2).

Table 2. Curative treatment.

n %
Received upper torso radiotherapy 30 100
Received combined chemo/radiotherapy 24 80
Received radiotherapy alone 6 20

To date 16/30 patient/survivor participants have completed
all study requirements. Of the remaining 14 participants, six
participants received the first nurse-led intervention only eight

had received both nurse-led interventions.

Thirty healthy participants have been recruited to the study
(Table 3). Twenty-seven of the 30 recruited have completed all
study requirements.

Table 3. Healthy participants recruited to study.

n %
Healthy participants 30 100
Gender
Male 17/30 57
Female 13/30 43
Median age 42 (24-71)

Only three patient/survivor participants approached to take
part declined to participate. Reasons for not participating
include: not having a suitable person to nominate as the healthy
participant and being unable to take time off work to attend
the clinic. One of the participants declined signing the patient
information consent form as they felt that their HL diagnosis
and associated treatment was in the past and they had no
need to attend a haematology late effects clinic. No healthy
participants approached to take part in the study declined.
No participants from either cohort withdrew from the study
indicating acceptability of this intervention.

All patients received upper torso radiotherapy and 24/30
received combined chemotherapy and radiotherapy.

Thirty healthy participants were recruited after having been
nominated by the patient/survivor with a similar median age
of 42 (24-71). Unsolicited feedback from healthy participants
indicates that they may have greatly valued being involved in
the study. Some commented on the positive impact of having an
opportunity to reflect on their own health and wellbeing.

Although no formal analysis has taken place as yet, reflections
from detailed field notes demonstrate the impact of the
intervention. One patient/survivor stated that after receiving
his tailor-made health promotion education package, “I didn’t
want to let the nurse down or the work that she is trying to do! [
feel too embarrassed that I drink and smoke so much! My wife is
also giving up smoking so that I can give up!” (Quotes presented

"6 Ac\©'
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reflect comments recorded by the APN after consultations with
participants. Patients were aware that the APN would record
any feedback on the interventions as part of the study data
collection processes and this had been approved by the ethics
committee.) This participant was able to cease smoking through
the ongoing support of the Smoking Cessation APN at Peter
Mac and linkage with a new general practitioner (GP) in his
community. He proudly voiced “I am seeing the new GP ‘who
is great!” Everything looking up — because of you and coming to
that clinic”

Similarly, participants appreciated receiving a copy of their own
survivorship care plan and felt empowered that it was mailed
to their GP so they were up to date with current and accurate
information. “This is exactly what I need — a piece of paper that
tells my story! This clinic is what I have been waiting for — thank
you!”

Field notes also indicate that patients/survivors valued the
opportunity to complete the late effects Supportive Care Needs
Screening Tool. Some expressed that for the first time for many
years, someone had taken the time to ask how they were feeling,
“since the end of my treatment I have been in a black hole — no
one has really cared”. This participant expressed that, “at my
previous clinic appointments it was all about the lymphoma
and if it was coming back — there was no time to tell them I
was really struggling!” Alarmingly, two young males aged 36
and 39 documented that during the past two weeks they had
thoughts about hurting themselves or suicide. One of these
males documented, “I am very grateful for the screening tool
as it allowed me to write down how I really feel. I didn’t know
things were really so bad and now I have some help”. The APN
initiated a referral to a psychologist and made contact with the
patient’s GP so that ongoing assessment and support would
occur.

Recruitment to the study has been completed in a timely manner.
Recruiting 30 participants to the patient/survivor group took
eight months, which equates to about two new patients from
every haematology late effects clinic, which reflects the support
of the medical team to refer patients to this initiative. This study
demonstrates the feasibility of this nurse-led intervention within
the context of a multidisciplinary team. It took nine months to
recruit the healthy participant group.

Participants have been very keen to support the study. As long-
term survivors of HL, they were keen to “give something back”
and also to “help other patients”. Interestingly, since participating
in the study, two young males in the patient/survivor group have
enquired about volunteer work at Peter Mac. Participants were
also keen to be involved in a supportive care research project as
previously many had been involved in scientific research clinical
trials during their treatment, but this was their first experience
of a nurse-led supportive care study.

Nearly half (14/30) of the patient/survivors participants are
still to complete the two nurse-led interventions and all of the
evaluations which span four time points over six months. Twenty-
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seven healthy participants have returned their evaluations.
Many patients have required follow-up phone calls as reminders
to complete measures after the second and final nurse-led
intervention. It appears the participants no longer having face-
to-face contact with the APN require more encouragement to
adhere to study requirements. In future studies, the time points
between the first and second nurse-led intervention may be
shortened to increase adherence to questionnaire follow-up.
However, a methodological strength of this study is the longer
follow-up at six months post-referral to the clinic, allowing a
longer term evaluation of the intervention and demonstrating
sustainability of behavioural change over this period.

Discussion

Over the course of the study, there were numerous comments
from participants regarding the perceived benefits of the nurse-
led intervention and these were recorded as researcher field
notes. However, collecting qualitative data was outside the
scope of this study and, as such, these were not routinely
collected or recorded. We recommend that future research
considers collecting qualitative feedback on the interventions
developed, as these comments will help more thoroughly
evaluate the intervention, in particular allowing evaluation of
what specific aspects of the intervention were of greatest value.

The components of the intervention have been tested through
this phase 1 study. The study has provided an opportunity to test
the feasibility and acceptability of the nurse-led initiative and
the relevance of the measures used to assess the intervention.
As soon as all of the data has been collected, detailed analysis
will be undertaken to examine the capacity of the intervention
to improve HL survivors’ knowledge of and motivation to
adopt health promoting behaviours, to reduce patient-reported
unmet information needs and health worry associated with the
knowledge of risk of developing late effects. This full study data
will be published at the end of 2012.

Conclusion

Formal evaluation of this innovative, nurse-led intervention
to enhance the general health status of survivors of HL,
attending a multidisciplinary, haematology late effects clinic is in
progress. The nurse-led survivorship interventions are informed
by patient-reported concerns, are delivered by a haematology
Late Effects APN, have been based on best-available evidence
and endorsed by a multidisciplinary team of experts in the field.
The APN role, situated within a multidisciplinary, late effects
haematology team offers a new model of cancer survivorship
care that may prove to be applicable to other patient groups with
chronic illness in the future.
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Abstract

This study aimed to examine the role of cancer care coordinators (CCCs) by investigating what is practically involved in care

coordination and what CCCs’ perceptions of their role are. Using a qualitative approach with an action research design, two CCCs

from a large regional hospital in Australia undertook a patient record audit, analysed using content analysis, and reflected upon within

a reflective group process. In practice, cancer care coordination involves a variety of activities which support the multidisciplinary

team, cancer patients and carers. The participants’ perspective — that they were everything to everyone — was an acceptable way of

defining the parameters of their role. Areas requiring consideration are multidisciplinary team function in regard to liaison and shared

responsibility, strategies to reduce the potential deskilling of team members, increasing awareness of the importance of promoting

patient self-management, critically reflecting on relationships with team members and patients, and endeavouring to gain organisational

and multidisciplinary team support for what appears to be a role on which there is great reliance.

Introduction

In Australia, a range of peak bodies concerned with cancer care
have recommended the establishment of cancer care coordinator
(CCC) positions to help mitigate the complexities of living with
cancer and cancer treatments'’. As a result, all Australian states
and territories have implemented, or are implementing, CCC
roles to improve patients’ experience of navigating the health
care system*. However, there is great variation in the role and
scope of practice of CCCs. Furthermore there has been little
robust evidence of their impact on patient outcomes*.

Care coordination is an approach to the provision of health care
that aims for continuity of care as an end result’. A commonly
accepted conceptual definition of continuity of care is a pattern
of care experienced by a patient where health care professionals
know what has already happened with the patient, various health
care professionals agree on a management plan, and a health
care professional is designated to continue to care for them in
the future’. Care coordination activities include provision of
information and emotional support, navigation through health
service systems, and liaison with the multidisciplinary team®*.
Therefore, employing health care professionals in the role of care
coordinator is one component of a strategy to achieve continuity

of care.

Internationally, the role of a nurse navigator as a vehicle to
support care coordination is gaining recognition with several

2 In  Australia, a

studies examining aspects of their care
variety of existing cancer nursing roles have been established
aimed to help improve continuity of care for patients. An
early care coordination role was that of the breast care nurse
(BCN)*". Clinical trials coordinators have sometimes fulfilled
the role of care coordinator’ and specialist cancer nurses, such
as chemotherapy and stomal therapy nurses have been described
as important in ensuring continuity of care by having oversight
of a patient’s pathway'. The role of site specific cancer nurses,
such as neurological cancer nurse coordinator®, have been
developed, but in areas where the number of patients with
a specific diagnosis are low, generalist care coordinator roles
have been introduced." Therefore, while the scope of practice
is varied” and evidence for the role of the CCC is limited,
research is required to establish an evidence base to inform the

development of such roles.

The aims of this study were to examine the role of the CCC in
care coordination for cancer patients in a large regional health

setting, and to use the knowledge gained from the collaborative
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research experience to enhance the participants’ practice and
inform others about the role. CCCs’ perceptions of their role
and the activities were examined.

Design

As this study examined CCCs’ clinical practice within a new
model of service delivery and care, action research was used
as the methodological framework. Using action research and
reflective group processes with participants promotes a sense
of ownership of the findings and can provide an impetus for
change'®.

Setting

This research was conducted in a large regional hospital in
Australia that provides comprehensive cancer care including
surgery, chemotherapy, radiotherapy and palliative care for
patients diagnosed with a wide range of cancers.

Participants

In 2006, the hospital employed two CCs in response to local
stakeholder needs. The position description was developed
using the limited evidence available within the literature and
was predominately based on the model of the specialist BCN,
as at that time it was the only evidence-based role described in
the Australian literature”. The CCC position was developed to
help patients navigate their cancer experience with the aim of
achieving continuity of care. There are no other CCCs in the
region. The CCCs who participated in this study provide care
for patients in the inpatient surgical and medical wards, the
ambulatory chemotherapy and radiotherapy units, as well as
patients at home in the community. A letter of invitation for
voluntary consent to participate in the study was sent to the
CCCs. Approval was sought from the participants’ manager

Sh P
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for work time to be allocated to the study. Ethical approval for
the study was obtained from the regional hospital as well as the

university ethics committee.

Procedure

In this study, the action research design included two cycles of
planning, action and review and reflection. Data collection and
analysis occurred in both cycles.

Action research cycle 1

In the first cycle (Figure 1), the researcher and participants
used the participants’ position description, along with the
research literature on the CCC role, to determine and define
categories of care coordination activities that represented the
clinical practice of participants. These categories were recorded
to create a category definition table. A category of ‘other’ was
included to allow for activities that were not initially apparent
to the research team. Each category was given a definition
that was agreed upon by the researcher and participants, and
together, the group reflected on the meaning of each category
by discussing the activities in relation to specific care episodes.
The researcher wrote notes regarding the discussion, including
comments by the participants, which were used to help clarify
emerging concepts and guide further reflection.

Action research cycle 2

In the second cycle (Figure 2), the category definition table
developed during cycle 1 was used as a tool to audit 20
de-identified patient medical records. Purposive, intensity
sampling'? was used, with records chosen by the participants from
patient care that had involved a minimum of two interactions
with either CCC, thus providing information-rich data. The

Planning:

Review/reflect:

The researcher and participants
reviewed whether the categories
were reflective of the work
undertaken by the participants.

Initial discussion with the
participants planned the steps,
activities, roles and
responsibilities of the project.

Action:

The researcher and participants
reviewed the participants’
position description and
summary of the literature.
Categories of care determined.

Figure 1. Action research cycle 1.
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records were of patients who had been discharged from the
care of the CCCs, with the care provided over a time that
could be up to six months, the usual time frame designated
by the organisation for the participants’ provision of service
to patients. Undertaking the audit utilised a content analysis
method"®. This method involved looking for evidence of each
category in the medical records and counting the number of
times a category was identified. The participants read aloud
the sections of each record that involved their interactions
with the patients, while the researcher placed a mark under
each category, with the participants’ confirmation, when a
category was identified. Categories were tallied and percentages
calculated on the resulting data. The total number of activities
within each category enabled the group to review and reflect
upon the activities undertaken in their role of CCC. Using a
process of group reflection, current care coordination activities
were discussed, with a view to producing recommendations for
improved practice. Again, the researcher wrote notes on the

discussion.

To increase the trustworthiness of the findings of this study,
each medical record audit was undertaken by the researcher
and the participants as a team'. This allowed discussion, and
consensual agreement was achieved in 100% of cases, thus
providing consistency in the identification of activities within
categories as well as the counting of frequency. Validity was
further enhanced by referring back to the literature on care
coordination throughout the process to determine whether the

activities in the audit were reflective of contemporary practice'.

The Australian Journal of
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Findings

Two CCCs employed by the regional hospital consented to
participate in the study. Both participants were nurses, each with
greater than 20 years of clinical experience. Six meetings were
held with the researcher and participants across the two action
research cycles. Each meeting ran for approximately two hours

and were held in the shared office of the participants.

Action research cycle 1

Categories of care were defined in this cycle (Table 1). The
categories of assessment, liaison, emotional support, information
provision, and education, were activities participants undertook
that were also identified in the research literature. The categories
of promotion of care appropriateness, support for carers, and
documentation were undertaken by the participants but not
reported in previous studies. All categories of care defined by the
group were used to undertake an audit of patient medical records

as described in the second action research cycle.

Action research cycle 2

From the 20 records audited, a total of 310 care activities (as
defined in Table 1) were counted. The results of the audit
are presented in Figure 3, which compares the frequency of
activities within a category. Assessment (23%, n=70) and liaison
(23%, n=71) were the most frequently occurring activities,
making up nearly half of all care activities provided by the
participants. Emotional support (15%, n=46), information
provision (9%, n=27), education (10%, n=31), promotion of

care appropriateness (11%, n=33) and support for carers (10%,

Planning:

The researcher and participants
reviewed whether the categories
were reflective of the work
undertaken by the participants.

Planning:
The researcher and

participants discussed areas
of potential enhancement for
cancer care coordinator role.

Review/reflect:

The researcher and participants
reflected on the findings from
content analysis.

Action:

The participants selected and prepared
de-identified medical records. The
researcher and participants audited 20
medical records. The researcher completed
content analysis of the categories.

Figure 2. Action research cycle 2.
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n=32) were all recorded at similar levels, with documentation

and other not rating.

Also noted was the number of interactions (face-to-face visits
or phone calls) between the participants and each patient and/
or carer, which were reported in the records. A total of 248
interactions were counted with an average of 12 interactions

per patient.
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Whilst working towards producing recommendations for
improved practice, the group reflection evolved from a discussion
about care coordination activities and centred on five areas
regarding participants’ relationships with the multidisciplinary

team and patients.
The five areas discussed were:

1. Liaison with the multidisciplinary team.

25

Percentage

Assessment
Liaison
Documentation
Emotional Support

20
15 4
10 4
| 1]
0

Category title

Information provision

Education
Other

appropriateness

Promotion of care
Support for carers

Figure 3. Frequency of care activities.

Table 1. Category definitions.

Category Category title Category definition
number

Assessments may be physical or psychosocial and include all activities that are assessing

some aspect of patients’ experience. May be at beginning and/or throughout care.

All activities that encompass discharge planning, discussing care or assessment with any

other health professional including referral to other health professionals or services.

Writing in medical record, and own notes, which form part of the medical record at the

closure of care episode. Filling in forms, writing referrals.

Reassurance, listening, encouragement, suggesting strategies for coping to patients.

Giving patients written material, verbal explanation.

Patient activity that involves ascertaining existing knowledge, educating on topic, checking

for understanding and reinforcing at another time. Education is tailored to individual need.

One Assessment
Two Liaison
Three Documentation
Four Emotional support
Five Information provision
Six Education
Instructions for self-management.
Seven Promotion of care

Giving care direction within the multidisciplinary team, promoting evidence-based practice,
advocacy, promoting a holistic approach, promotion of consideration beyond the acute

episode, encouraging team members to think about the patient in ‘real life” as opposed to

appropriateness
‘hospital life’.
Eight Support for carers
Nine Other

Assessment, emotional support, information provision and education, specifically for carers.

Activities that do not fit into any other category listed.
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2. Being the lynchpin within the team.
3. Potential deskilling of team members.
4. Promoting self-management with patients.

5. Being everything to everyone.

Liaison with the multidisciplinary team

Reflecting on their liaison with the multidisciplinary team led
the participants to express they “would like the team to liaise
better with us”. Their role within the team seemed to include
undertaking activities for other health professionals that they
could have undertaken themselves. Overall, the participants
felt the multidisciplinary team seemed to “take advantage of
our willingness to do a lot of the activities of patient care and in

doing so absolve their responsibilities”.

Being the lynchpin within the team

Their liaison role within the multidisciplinary team led the
participants to consider themselves the “lynchpin of the team”.
Participants considered that they were involved in “keeping the
whole team system going”, acting as a “safety net for patients”.
Both participants agreed that their “role was created to fill the
holes that were in the system” and perceived that they needed to
provide a “communication conduit” for the team in order for it
to function safely and effectively “if communication breaks down
we deal with it anyway”. A belief was expressed that, although
ideally the team would provide appropriate care all the time,
they “don’t know what we know, we have the overall picture as
well as details that are vital. We know the patient over time as

opposed to a one-off intervention”.

Potential deskilling of team members

A potential deskilling of team members was discussed, due to
the reliance on CCCs by the rest of the multidisciplinary team.
By relying on the CCCs to “provide the majority of supportive
care services” to cancer patients, the rest of the team would
potentially lose, or not learn, the skills required to undertake
this care themselves. Participants recognised this, therefore
they “teach them to do tasks themselves whenever possible”,
educating the team members about their potential role in care
coordination. The participants stated they “do try to do this but
it [was] problematic due to the transient nature of the team

membership, [meaning] that this would be a constant activity”.

Promoting self-management with patients

Promoting self-management with patients was agreed to be an
activity that was necessary and desirable, but underrated in
the medical record audit, which showed many activities were
done by CCCs for the patients. In fact, the audit showed a large

number of patient interactions overall. The participants believed

Cancer Nursing

that this activity was under-represented in the audit compared to

what they thought happened in actual practice.

Being everything to everyone

That the participants considered themselves everything
to everyone was exemplified by the discussion about their
responsibility for the liaison within the multidisciplinary team,
being the lynchpin within the team holding the team system
together, undertaking activities, at times, that other members
of the team could have done, and providing care for patients
and carers that, at times, could have been self-managed. Whilst
acknowledging that they “do everything for patients and the
team”, participants were essentially happy to do so “it’s our job”,
believing their current role to be indispensable for both safe

patient care and an effective multidisciplinary team.

It would be nice to pop in to see a patient and provide support,
education and information without checking if everything is
working well. But part of understanding the patient in context
means you have to check the system; whether we like it or not the

system is flawed and the patient is within that system.

Discussion

The two action research cycles conducted in this study produced
an overview of the activities undertaken by the participants
in care coordination, and five areas regarding participants’

relationships with the multidisciplinary team and patients.

Activities of care coordination

Assessment, liaison, emotional support, providing information,
and education were all activities listed in their position
description, which the participants readily identified with as
regular day-to-day activities. This is supported in the literature
as these activities appeared in numerous papers related to CCCs
in both Australia and internationally***"", Promotion of care
appropriateness arose as a category from a role responsibility
listed in the participants’ position description as advocacy — an
activity also accounted for in the literature®’®. This category
was expanded during reflective group discussion to include
promoting appropriate use of each of the multidisciplinary team
members’ professional skills and resources, which has been

identified as a common activity undertaken by BCNs".

The categories of support for carers and documentation
originated solely from the participants’ perceptions and were
not identified in the literature as part of CCCs’ role, although
there is discussion of issues that families face as they navigate
the health care system, such as confusion and anxiety*. In this
study, participants felt that providing support for carers was an
important activity in itself, because they viewed both patients and
their carers as being in their care. As well, participants discussed

how, on occasion, they provide support to carers independent of
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the care they provide to patients. The audit showed that support
for carers comprised 10% of the care coordination activities, thus
supporting the participants’ original decision to include it as a
category. Documentation was not an activity mentioned in the
literature but was an important category for the participants as
they both stated they spent a lot of their time writing in various
records and forms about their patients. Not surprisingly, it did
not rate in the content analysis, as the participants did not
document about documentation, but including it as an activity

was meaningful for the participants.

Relationships with the multidisciplinary team and
patients: Improving liaison with the multidisciplinary
team

The CCCs spent a great deal of their time liaising with
multidisciplinary team members, discussing aspects of patient
care, even to the extent of assuming the responsibility for all
team communication. Both participants expressed the wish
that other multidisciplinary team members would liaise better
with them. The literature on liaison and communication within
cancer multidisciplinary teams describes similar problems to the
participants’ experience. Members of the multidisciplinary team
encounter communication difficulties when assuming other
members have communicated relevant information?'*, and in
teams where roles are poorly defined and understood, problems
with communication arise”. These statements support the
perspective of the participants, in their doubts about whether

team communication would be as effective without their input.

The ideal communication system within the multidisciplinary
team has been described as all members of the multidisciplinary
team being responsible for liaising and collaborating with
one another as well as with the patient®. A benefit to health
professionals working within an effective multidisciplinary team

is better communication between team members?"?>272,

The lynchpin within the team: To be or not to be

Coordinating the internal dynamics of the multidisciplinary
team is an experience not unique to the participants. CCCs
are essential members of the multidisciplinary team; they
are effective in coordinating the complex care pathway” and
their role should include disseminating information to other
health professionals?*. A study into the role of the BCN in
the United Kingdom found that these nurses had an informal
leadership role in ensuring the effective coordination within the
multidisciplinary team”, quite similar to the way participants in

this study acted as a conduit to keep the team system going.

Another study recommends that members of the multidisciplinary
team share decision making and accountability’'. The Department

of Human Services, Victoria® policy on cancer care coordination

8 a0
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recommends that the coordination of patient care is the function
and responsibility of the whole multidisciplinary team, not an
individual care coordinator. This strategy is aimed at reducing

reliance on individuals® such as the CCCs in this study.

Upskilling versus deskilling other team members

A shifting of responsibility from some members of the
multidisciplinary team to CCCs was identified in this study.
Participants described activities they undertook that they
believed other team members could have done themselves,
creating a risk of deskilling team members. The literature
on deskilling team members discusses specialist nurse roles
deskilling general nurses*. Criticisms of specialist roles include
that removing or reducing elements of general nurses’ roles
will reduce their confidence, motivation and job satisfaction
and render care fragmented’® Due to the existence of specialist
nurses, general nurses relinquish many of the more challenging
skills and are disinclined to learn them®. This concept of
relinquishing echoes the participants’ comments about the
multidisciplinary team, waiting for CCCs to carry out a specific

task rather than team members learning to do it themselves??.

The participants’ practice of teaching the multidisciplinary team
to undertake their care activities whenever possible is supported
in the literature. Mytton and Adams* describe the importance of
empowerment in nursing including the provision of supervision,
information and opportunities with specialist nurses having the
potential to pass on skills and knowledge to general nurses.
Marshall and Luffington’ recommend specialist nurses teach
generalist nurses how to expand their role without taking over
the care themselves. Each of the roles of specialist and generalist
nurse should be collaborative, with specialist nurses encouraging
generalist nurses to extend the boundaries of their practice’.
Such findings could be expanded to encompass practice with the

broader multidisciplinary team.

Promoting patient self-management: Where is the
evidence?

Promoting patient self-management was an activity rarely
documented in the medical record audit, although participants
believed that they undertook this activity more than was
represented in the findings. Increasing awareness of the
importance of this activity was a topic of discussion for the
group in cycle 2. Patient self-management in chronic illness leads
to less frequent accessing of services, better interaction between
doctors and patients, improved quality of life, and reduction in
health care costs®*. For CCCs, the key component to promoting
self-management with patients is educating them about its
benefits and tasks”, and requires the patient and health care
professional to share complementary knowledge and authority

over the health care processes®.
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Everything to everyone: The team and the patients

Participants described how they believed the rest of the team
could have done more but that because the problems would land
at their feet, they would rather stop them before they began.
Participants knew, at times, they were doing a great deal for
patients but viewed them as scared and vulnerable and identified

their care as something they could do for them.

In Oudshoorn’s" study on power and empowerment in the
nurse—patient relationship, he commented on nurses’ attitudes
and beliefs regarding their hold on expert knowledge, arguing
that nurses need to find the balance between knowing what is
best for patients and empowering patients to be involved in their
care. In this study, the participants acknowledged that they do
everything for the patients, as they believed the patients wouldn’t
do everything for themselves. The participants were conflicted
between knowing what is best for their patients and empowering
them towards self-management. Greater patient empowerment
can challenge the traditional role of nurses providing the caring
to the patients, creating tension between the nurse as carer and
the nurse as empowerer®. Critical reflection can help overcome
the concern that greater patient autonomy in self-management

is akin to leaving the patient to fend for themselves*.

Limitations

This study has a small sample size, but builds on emerging
evidence and may mean that others wanting to develop similar
roles can learn from the findings. Another limitation of the study
was the audit and content analysis of the care coordination
activities counted how often the activities happened, but not
how long they took. Some activities that occurred less often
may have taken longer to carry out and some activities that were
done more often may have been the quickest to do. Examining
the activities from a time perspective may have altered how the

activities were ranked.

Implications for nursing

The reflective group process produced several recommendations
for the role of the CCC. These included: exploring aspects of the
multidisciplinary team function in regard to liaison and shared
responsibility; extending strategies to reduce the potential of
deskilling other team members; increasing awareness of the
importance of promoting patient self-management; critically
reflecting on relationships with team members and patients;
and endeavouring to gain organisational and multidisciplinary
team support for what appears to be a role on which there is
great reliance. More research is needed in all aspects of this role
so everyone involved can learn from what others are doing to

overcome some of these issues.

Cancer Nursing

Conclusion

In practice, the cancer care coordinator role involves a variety
of activities which enable the multidisciplinary team to support
patients and carers. Documentation is an essential part of the
role. In this study, the CCCs’ perceptions of their role were that
they were essentially happy with their busy liaison role within
the multidisciplinary team and that they were the lynchpin of
this team. Levels of patient self-management promoted were
considered by participants to be adequate. Believing their role to
have been created to fill gaps in the system for patients resulted

in the perception of being everything to everyone.
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Abstract

The Resource Kit was developed to enable supportive care screening of cancer patients accompanied by evidence-based referrals.
Patient acceptability of the screening/referral process was assessed alongside clinician ability to undertake screening/referral in line with
training received and the resource kit protocols. Forty patients and seven clinicians participated. Patients completed a brief screening
tool to identify unmet needs and participated in a discussion with a trained clinician who identified strategies to meet these needs.
Patients subsequently completed an acceptability questionnaire whilst clinician actions to identified needs were assessed. Patient
acceptability of the screening/referral process was high and future use endorsed (97%) with the process helping to fully identify patient
needs (91%) and promote realisation that help/support was available when needed (100%). Clinicians successfully applied skills learned
from training to appropriately refer 88% of patient domain needs in line with the resource kit protocols. Future use of the resource kit

may assist the incorporation of supportive care screening/referral into clinical practice to improve patient care.

Introduction

Cancer patients experience a range of supportive care needs
(psychological; physical; practical; informational) as a result of
their diagnosis and treatment with the number and type of needs
differing between individuals and disease stage. Psychosocial
guidelines recommend early identification and referral of cancer
patients with unmet supportive care needs, to improve patient
outcomes'? such as emotional/physical functioning, pain and
quality of life*?. Supportive care screening is perceived as useful
by oncology clinicians resulting in an increase in: awareness
of patient concerns; discussion of supportive care needs and
doctor-patient communication™'*", Supportive care is, therefore,
improved by routinely and systematically screening cancer
patients for unmet needs accompanied by provision of evidence-
based referrals and information and support. The need for
supportive care screening of cancer patients is underpinned by
research highlighting that: i) clinician identification of individual
patient physical/psychosocial needs is sub-optimal'*** and

ii) patient reluctance to raise supportive care concerns or to
discuss them only at the initiative of the clinician®**. Conversely,
clinicians generally defer to patient wishes in relation to raising
supportive care issues” or lack confidence to address supportive

care issues®.

There is no ‘definitive’ screening instrument for the detection
of supportive care needs in cancer patients’®*’. However, recent
studies suggest screening needs to be achieved with a minimum
number of items to maximise patient/clinician acceptability®.
One such instrument is the Distress Thermometer and Problem
List'; a single-item, self-report measure of psychological distress
accompanied by a problem list of supportive care needs. Whilst
increasing numbers of studies have been published utilising
the Distress Thermometer®®, only a subset of these report
implementing both the Distress Thermometer and Problem
Checklist as intended by its authors'. In addition, how institutions
have developed referral protocols, staff training and assessment

programs to implement screening, are rarely described”.
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In Victoria, the state government has set targets for the
implementation of routine supportive care screening for cancer
patients*. However, how these screening targets are to be
achieved within routine clinical practice has not been clearly
addressed. The need for clinician training in supportive care
has also been targeted; however, little guidance on how to
train clinicians is available other than the provision of clinical
supervision/communication skills training, which are linked
with improved patient outcomes”*. Considerable planning to
implement screening is required if health care services are to
incorporate a systematic screening process into routine clinical

practice and to overcome potential workplace barriers®.

The Supportive Care Resource Kit

We have developed the resource kit to train and enable cancer
clinicians to undertake supportive care screening accompanied
by evidence-based referrals. The kit is comprised of seven

components®!.

1. Clinician training package. This covers a range of topics
including common supportive care needs, how to improve
supportive care and patient disease/demographic risk factors for
adverse psychological adjustment. An overview of supportive
care screening methods is presented alongside when/how to
use the kit's referral protocols to refer patients following
screening. Use of additional decision-making tools (Figure 1)
and documentation is discussed with a multipart case study
provided to apply the knowledge gained to clinical contexts.

2. Patient screening tools. The Distress Thermometer/Problem
Checklist was chosen as the screening tool due to ease of
completion, validation and assessment of a range of domains of
patient need'. A second screening tool, the Kessler Psychological
Distress Scale®, was provided when patients indicated a
distress score of 24! to assist decision making around referrals
for psychological/emotional issues. This two-stage system is
currently recommended to increase the specificity of screening

for distress® such that unnecessary referrals are minimised.

3. Evidence-based referral protocols (Figure 2). All items
assessed by the Distress Thermometer/ Problem Checklist were
accompanied by a specially developed referral protocols adapted
from current psychosocial guidelines’. Where necessary, protocols
were modified in line with feedback from a multidisciplinary
network of local supportive care practitioners assembled into
a project advisory group. Individual issues from the Distress
Thermometer/Problem Checklist are addressed with step-by-
step suggestions and were written to accommodate a range of
patient preferences for problem resolution and to cover a range
of available services. If a particular service was not available
within a specific regional area, alternative suggestions for care
were provided. These protocols were therefore designed such
that they could be potentially suitable for use at any cancer

treatment facility.
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4. Supportive care service directory (Figure 3). This contains
a list of supportive care practitioners relevant to the referral
protocol and were listed by practitioner type and location®.

5. Clinician referral and action checklist (Figure 4A). This is a
means for clinicians to record patient needs identified/discussed
and any actions taken, following completion of the screening
tool.

6. Patient note sheet (Figure 4B). This enabled clinicians to
provide a hard copy of any verbal information provided to meet
identified patient needs.

7. Information leaflets. These were a selection of leaflets

included to complement information provision to patients.

Our previous reporting on clinician acceptability of the resource
kit found that it improved identification of patient needs,
improved communication and was supported for implementation
into routine care (although time and the perception of the
nursing role were identified as potential barriers)®. However,
patient acceptability of the screening/referral process utilising
the resource kit resources was not investigated and no measure
of how clinicians implemented or operationalised the resource
kit resources/protocols (following training) was made. The
aims of this pilot study were therefore to: i) assess patient
acceptability/screening/referral with the resource kit resources;
and ii) assess the appropriateness of use of the resource kit
resources by clinicians to identify and meet the supportive care
needs of patients in line with training/the resource kit protocols
provided.

Methods
Design

This was a prospective pilot study conducted within the
chemotherapy and radiotherapy departments at a large regional
hospital in Victoria, Australia. Approval for this project was
granted by the Human Research Ethics Committees at Monash
University and the regional recruitment hospital.

Participants

A convenience sample of patients attending the chemotherapy
and radiotherapy departments of the recruitment hospital were
identified. Eligibility criteria included: confirmed diagnosis of
malignant disease; aged 18+ vyears; ability to read, write and
speak in English; and no significant cognitive deficits as judged
by a treating clinician. Following confirmation of study eligibility,
a member of the study team approached patients to gain written
consent. Patients were then provided with a copy of the
screening tool to complete. A convenience sample of oncology
clinicians were also nominated for study participation by unit
managers of the chemotherapy and radiotherapy departments.
Following nomination by unit managers, oncology clinicians
provided written consent for study participation and completed
a half-day training course in the use of the SCRK.
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Procedure

Following patient completion of the screening tool, a trained
study clinician undertook a discussion with the patient regarding
identified needs (that is, a screening discussion). Discussions
were held either on the same day of the visit (chemotherapy
patients) or on the following day’s scheduled visit (radiotherapy
patients). During the screening discussion, clinicians discussed
patient problems identified in the screening tool and provided
information and referrals as guided by the referral protocols in the
resource kit. Where possible, the screening discussion was held
in a private clinic room. Clinicians recorded all issues discussed/
information provided/referrals made on the clinician referral and
action checklist. One week following the screening discussion
patients completed a telephone acceptability questionnaire
about their experience of the screening/referral process.

Outcome measures

Distress Thermometer and PL'. The Distress Thermometer
is a single-item, self-report measure of psychological distress
consisting of an 11-point scale ranging from “No distress” (0) to
“Extreme distress” (10). Guidelines recommend a cut-off score
of four to distinguish between patients with mild distress and
those with moderate/severe distress'. The Problem Checklist
contains 35 needs commonly experienced by cancer patients
grouped into five domains: practical, family, emotional, spiritual/
religious and physical.

Demographic questionnaire: was self-completed by patients to

collect age, marital and employment status information.

Disease data. Primary cancer site and extent of disease information

was obtained from the patient medical record.

Clinician referral and action checklist. A one-page form completed
by clinicians following individual screening discussions with
patients to document issues identified from the screening tool
and document actions taken (Figure 4).

Patient acceptability questionnaire. A 25-item survey developed to
assess patient acceptability of the screening and referral process
(using the resource kit). It contained three sections: patient
experience of completing the screening tool, patient experience
of the screening discussion and the outcomes from the screening
discussion (for example, information provision, referrals). The
majority of questions asked patients to rank their agreement with
statements on a five-point Likert scale ranging from 1 “Strongly
agree” to 5 “Strongly disagree” alongside two numeric questions

(time to complete screening tool; number of referrals given).

Analysis

Simple descriptive statistics were completed on patient
demographic, disease, and Distress Thermometer variables as
well as patient acceptability data. Clinician adherence to the
resource kit protocols was analysed via content analysis*®.
Completed patient screening tools were assessed to obtain a
list of identified domain needs. These needs were used as the

Cancer Nursing

basis for comparison with the Clinician Action and Referral
Checklists. Categories for the content analysis were agreed upon
by the three researchers and included: a) Was the identified
need discussed with the patient? b) Did the discussion alone
address the need? ¢) Was information provided? d) Was a referral
offered? and e) Was the referral appropriate? (that is, did it
match those provided in the referral protocols?)

One researcher read aloud the documentation and the other two
researchers notated under each category a mark to answer each
of the above questions for each clinician/patient interaction.
Totals were tallied across each domain of the PL. Patient refusal
of referrals were noted. Each researcher’s results were compared
and any differences resolved with additional discussion to gain

consensus.

Results

Recruitment and sample characteristics

Forty-three patients were approached for study participation
(22 chemotherapy; 21 radiotherapy) with 20 patients from each
department consenting to participate. All consenting patients
completed the Distress Thermometer and screening discussion,
whilst 38 (95%) commenced and 35 (88%) completed the
acceptability questionnaire. Ten clinicians were approached and
consented to participate in the study from the chemotherapy
(five nurses) and radiotherapy (two radiation therapists and
three nurses) departments.

The majority of patients were female (52%), with a mean age
of 66 years (+13 years); most were married (78%) and retired
or pensioners (58%). Most prevalent primary cancer sites were
those of the gastrointestinal tract (38%) and breast (28%), with
the majority of tumours classified as localised/locally advanced

(65%) (Table 1).

The mean Distress Thermometer score was 3.1(%2.5) with
38% of patients recording an elevated distress score of >4.
The mean number of unmet needs identified per patient was
6.6(+4.8) with a range of 019 with the most prevalent needs
including: fatigue (63%); sleep (48%); worry and memory loss/
concentration (40%) (Table 2).

Of the 10 clinicians trained to use the resource kit, seven
completed screening discussions with patients (five nurses; two
radiation therapists) and all were female. The average number
of screening discussions completed per clinician was 6.3 (% 5.8)
with a range of 2-18. Six clinicians completed the acceptability

questionnaire (one radiation therapist and five nurses).

Patient acceptability/perceived usefulness

Patients spent an average of nine minutes completing the
screening tool (=3.4 minutes) with a range of 5-15 minutes.
Screening tool content and format was acceptable to the
majority of patients, with 73% of patients requiring no help with
completion (Table 3). The majority of patients indicated that
they would be happy to complete a screening tool as part of
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future treatment (89%) and 84% indicating that completing the
tool assisted them to communicate their needs with their nurse/

radiation therapist.

On average patients reported spending 19 minutes (+15
minutes) talking to a nurse/radiation therapist in the screening
discussion (range of 5-90 minutes). All patients reported that
a nurse/radiation therapist encouraged them to talk through
their problems and to ask questions in the screening discussion
(100%) and listened to what they wanted/needed (100%; Table
3). Patients agreed that the screening discussion helped them:
to fully identify their needs (91%); realise that their experience/
feelings were normal (97%); realise that help was available when
needed (100%). All patients appreciated the opportunity to talk
through their issues and questions and the majority indicated

that they would be happy to complete similar discussions as part

Table 1. Summary of patient disease and demographic characteristics.
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of future treatment (97%). Nine per cent of patients would have
preferred to complete the discussion in a more private location.

The patient note sheet was seen as helpful in assisting patients
to recall information/referrals by 60% of patients, whilst 79%
reported receiving referrals that were useful. Eighty-one per cent
of patients appreciated the opportunity to get more information
and referrals from a similar discussion in the future whilst 73%
indicated that they would be comfortable to initiate a similar
discussion by the self-completion of a screening tool if made
available in a public area.

Clinician adherence to SCRK protocols

Eighty-eight per cent (n=35) of clinician referral and action
checklists were completed and returned to the study following
the completion of the patient screening discussion. Although the
PLs identified individual patient needs, clinicians documented

Characteristic No. of patients %
Gender

Male 19 48
Female 21 52
Age

Mean (x SD) 66 (£ 13)

Range 39-89

Marital status

Married/de-facto 31 78
Widowed 5 13
Divorced/separated 2 5
Not stated 2 5
Employment status

Employed (working) 3 8
Employed (sick leave) 10
Employed (unpaid leave) 5 13
Retired/pensioner 23 58
Other 4 10
Not stated 1 3
Recruitment location

Radiotherapy department 20 50
Chemotherapy department 20 50
Primary cancer site

GIT 15 38
Breast 11 28
Prostate 5 13
NHL 3 8
Bladder 3 8
Lung 2 5
Skin 1 3
Extent of disease

Localised/locally advanced 26 65
Metastatic 13 33
unknown 1 3

Abbreviations: SD; standard deviation.
GIT = Gastrointestinal
NHL = Non-Hodgkin Lymphoma
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these according to domain. Physical (86%) and emotional (71%)
domains were the most commonly recorded (Table 4). The
majority (88%) of identified needs were addressed, with 100% of
needs in the practical and family domains being addressed and

87% of physical and 84% of emotional domain needs addressed
(Table 4).

Of those patients who had their needs discussed, the discussion
alone addressed the need in only 11% of cases, whilst a
combination of discussion and information was required in 46%
of cases. The remaining 43% of patients were provided with
referrals for supportive care services when either discussion
alone, or discussion plus information provision was not sufficient.
Referrals were most common for practical problems (100%) and
emotional problems (52%). Thirty-eight per cent of referrals
were rejected by patients, with rejections in the main for

emotional needs.

Overall, when domain needs were addressed by clinicians (via
discussion, information provision or referral), all actions (100%)
were judged to be consistent with those recommended in the

resource kit referral protocols. However, clinician adherence to

Cancer Nursing

use of the Kessler Pyscological Distress Scale for patients scoring
>4 on the Distress Thermometer as an additional decision aid
only occurred in nine of 14 cases (64%).

Discussion

We developed the resource kit to train and enable oncology
clinicians to undertake supportive care screening/referral as
part of routine clinical practice in line with current supportive
care guidelines. This study built on previously reported clinician
acceptability data forthe resource kit® by assessing both patient
acceptability of the screening/referral process (using the
resource kit resources) and assessing how successfully clinicians
operationalised the resource kit protocols in clinical practice

following training.

Patient acceptability of the screening tool content and layout
was high, with 89% supporting future use whilst an even higher
number (97%) supported future “screening discussions” and all
appreciating the opportunity to discuss their needs. Such high
value of future screening discussions may have been partially
attributable to the enhanced communication and rapport

Table 2. Summary of patient distress thermometer scores and problem checklist needs identified.

Characteristic No. of patients %
Distress thermometer

Mean (£ 2.5) 3.1 (= 2.5)

Range 0-8

Scores >4 16 40
Missing data 1 3
Problem checklist issues

Mean issues identified (£ SD) 6.6 (+ 4.8)

Range 0-19

Ten most prevalent checklist Issues

Fatigue 25 63
Sleep 19 48
Worry 16 40
Memory loss/concentration 16 40
Pain 13 33
Skin 13 33
Getting around 12 30
Nervousness 11 28
Difficulty eating 11 28
Nausea 11 28
Changes in urination 10 25
Breathing 9 23
Constipation 9 23
Indigestion 9 23
Depression 8 20
Fears 7 18
Sadness 7 18
Loss of interest 7 18
Diarrhoea 7 18
Mouth sores 7 18
Tingling hands and feet 7 18
Missing data 1 3

Abbreviations: SD; standard deviation.
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Table 3. Patient acceptability data for use of the resource kit.
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No. (%) ® ® ® No. (%)
Acceptability item Strongly s (53 i, (50) N_o. () Strongly
agree Unsure disagree =
agree disagree
Completing the distress thermometer
The questionnaire did not take too long to complete 10 (26) 26 (68) - 2 (5 -
The layout of the questionnaire was easy to read 11 (29) 27 (71) - - -
The language in the questionnaire was easy to 10 (26) 27 (71) 13) - -
understand
| needed help to complete the questionnaire - 401) - 27 (73) -
The questionnaire covered issues relevant to me 5(@3) 32 (84) - 1)
| would have liked to complete the questionnaire in 1) 2 (5) - 32 (84) 3(8)
a more private location
| would be happy to complete the questionnaire 503) 29 (76) 2 (5 2 (5 -
again as part of my future cancer care
Completing the questionnaire helped me to 4(11) 28 (73) 3(8) 3(8) -
communicate with my nurse/radiotherapist
The screening discussion*
The length of the discussion was appropriate 7 (20) 28 (80) - - -
| would have liked to discuss the questionnaire in a - 309 - 30 (86) 2 (6)
more private location
The nurse/radiotherapist encouraged me to talk 6 (17) 29 (83) - - -
about my problems and to ask questions
The nurse/radiotherapist was easy to talk to 14 (40) 21 (60) - - -
The time | spent with the nurse/radiotherapist 4 (12) 27 (79) 2 (6) 103) -
helped to fully identify my needs
| appreciated the opportunity to talk through 10 (29) 24 (69) - - -
any issues or questions | had with the nurse/
radiotherapist
The nurse/radiotherapist listened to what | wanted/ 12 (34) 23 (66) - - -
needed
My discussions with the nurse made me realise that 14 (41) 20 (59) - - -
there is help available if | need it
My discussions with the nurse/radiotherapist made 10 (29) 24 (69) 103) - -
me realise that the feelings that | have are normal
for someone with a diagnosis of cancer
| would be happy to complete another similar 8 (23) 26 (74) 103) - -
discussion with a member of the nursing/
radiotherapy staff again as part of my future cancer
treatment
Outcomes of screening and discussion
The nurse/radiotherapist gave me referrals that were 3 (21) 8 (57) 3 (21) - -
useful*
The notes sheet | took away from the discussion 3 (14) 18 (82) 1) -
helped me to remember the information/referrals
that | was given**
The nurse/radiotherapist completed the notes sheet 209 18 (82) 2(9) -
for me**
| would appreciate the opportunity to get more 2 (6) 24 (75) 309 309 -
information and referrals in a similar discussion with
nursing/radiotherapy staff in the future
I would be comfortable to initiate a similar 309 21 (62) 1(3) 8 (24) 1 (3)
discussion with my nurse in future by picking up a
questionnaire in the waiting room and completing it

* = data available from 14 patients who reported that they recalled receiving a referral as a result of the screening discussion

* = data available from 22 patients who reported that they recalled receiving a patient note sheet during the screening discussion
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developed between patients and clinicians. Patients reported
they were encouraged to talk about issues, ask questions,
were listened to, had their feelings/experiences normalised and
reassured that additional help was available (if needed). This is
strong support for the acceptability of screening/referral from
the patient perspective alongside positive endorsement of both
nursing and radiation therapist skills in this role.

Patients also considered that the length of the screening
discussions was appropriate. However, this contrasts with our
previous findings that clinicians perceived the discussions as too
lengthy®. With other studies also citing time as an important
barrier for implementing supportive care by clincians’”,
institutions may, therefore, need to balance patient needs with
clinician time by allocating additional resources and scheduling
specific times for screening. Whilst increasing numbers of studies
indicate patient benefits of supportive care screening*”, no
large-scale studies of cost-effectiveness have been completed
and are likely needed to advise equitable resource allocation.

Whilst this pilot study illustrated overall patient acceptability of
screening/referral with the resource kit, it did not collect data
about specific treatment time points at which it should occur.
One possibility is for patients to decide themselves when they
require assistance and to self-complete screening tools which
are readily available to initiate a discussion when required.
This could potentially save time for oncology clinicians who
may screen patients with few or no apparent issues. However,
almost one-third of our sample stipulated that they would
not feel confident to initiate the screening/referral process by
themselves. This may suggest that those who may most need
assistance with unmet supportive care needs may be those least
willing to initiate a discussion — a finding which is supported by
previous research where patients often consider supportive care
discussions to be held only at the initiative of the clinician®?*.
A recent study also found that asking patients if they required
help with emotional issues (as part of a screening process) was
not a reliable indication of those who actually most required

Cancer Nursing

assistance®. Together these findings indicate that dedicated
times for screening/referral/documentation need to be scheduled

for all patients at appropriate junctures in their care,

Overall, clinicians operationalised the training they received to
undertake screening/referral with the resource kit successfully
into the clinical setting. Of all patient domains of need identified
with the screening tools, 88% of these needs were recorded as
being addressed by clinicians within the screening discussion. In
these cases all clinician actions taken to address patient needs
were consistent with both the resource kit referral protocols and
the training clinicians had received to use the kit. The reasons
for 12% of issues remaining unaddressed, however, remains
unclear. This lack of discussion occurred only in the physical and
emotional domains, which were the two domains of highest need
overall. Whilst this may reflect a need for further training, or a
lack of time to address all patient identified needs, it may also be
a result of omissions in clinician documentation

Of note in this pilot study was that all actions taken in response
to patient domains of need addressed by clinicians were consistent
with training received and the resource kit protocols. However,
it should be noted that researchers were unable to locate the
Kessler Pyscological Distress Scale documentation for around
one-third of patients scoring >4 on the Distress Thermometer.
This limited our findings and the reasons for this lack of
documentation were not clear Additional training and support
may, therefore, be needed in the use of the K10 in conjunction
with the Distress Thermometer to highlight the importance
of this binary mechanism to ensure that patients receive
appropriate referrals, and that scarce psycho-social resources are

not overburdened inappropriately.

Our study indicates that 57% of patient needs were addressed
by either discussion alone or a combination of discussion and
information provision. The remaining 43% of patients were
offered referrals in addition to discussion and information
provision. These findings are in line with Fitch’s¥ model of

Table 4. Summary of actions taken by clinicians in the screening discussion in relation to identified patient domains of need on the screening tool.

Domains | No. (%) patients No. (%) patients No. (%) patients No. (%) patients No. (%) patients No. (%) of
of need with need who had need(s) for whom for whom for whom referrals rejected
identified within a discussed discussion alone discussion and appropriate by patients
specific domain addressed need(s) information referrals made to
addressed need(s) | address need(s)
Practical 5 (14) 5 (100) - - - 5 (100) 1 (20)
problems
Family 3 ) 3 (100) - - 2 (67) 1 (33) - -
problems
Emotional 25 (71) 21 (84) 2 (10) 8 (38) 11 (52) 7 (64)
problems
Physical 31 (86) 27 (87) 4 15) 16 (59) 7 (26) 1 14)
problems
Spiritual 0 0) 0 (0) 0 (0) 0( (0) 0 0) 0 (0)
problems
Total 56 (88) 6 1) 26 (46) 24 (43) 9 (38)
56 (100)

26 Volume 13 Number 1 - June 2012




"6 Ac\©'
ed voice A shared ™'

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

]

Extreme distress | 1@

No distress

['ﬂ-l‘h#-‘lﬂhi

Example 2:
Distress Thermometer >4

If a patient indicates that their level of
distress is greater than or equal to 4
then their level of distress is considered
to be elevated. Some supportive
actions and referrals are needed with
this patient.

For all pastients with a score of >4 the
Kessler Psychological Distress Scale (K10)
should also be administered. When
considering supportive care actions for
these patients both the K10 score and
the Emotional problems checklist should
be considered.

Distress thermometer scoring

Example 1:
Distress Thermometer<4

If a patient has indicated that their level
of distress is less than 4 on the
thermometer then they are not
considered to be showing elevated
levels of distress and no actions or
referrals are needed.

However, IF a patient has indicated
any emotional problems from the
accompanying problem checklist (eg
worry), these issues should be
discussed with the patient.

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

Extreme distress

No distress

[q-uui-u-tvina]

If patient expresses thoughts of suicidal ideation or self harm an URGENT
referral to Psychiatric Services is required.

Figure 1. Example page illustrating a decision making rule from the resource kit.

supportive care which indicates that the majority of patient
needs are addressed by the timely provision of information
and discussion of issues. For patients to whom referrals were
recommended, over one-third (38%) of these were rejected,
the majority for emotional needs. The rate of referral rejection
is lower than other studies®* and may reflect differences in
the culture, populations recruited or in clinician training/
experience. However, it is also possible that some patients never
carried through with their referrals following this study, thereby
decreasing overall referral rates. Within the confines of the
ethics approvals given for this study it was not possible to track
future referral uptake by patients — a limitation that must be

acknowledged in this pilot study.

Lack of uptake of referrals for psychological/emotional issues in
this study may occur as a result of clinician need for additional
support and training. For example, training in communication
skills®, how to make a referral, or clinical supervision, may
increase oncology clinician confidence when dealing with
patient emotional concerns. This result also ties in with
other data around some clinicians not feeling confident with
emotional issues being part of their scope of practice®*, In our
previous study, some trained clinicians admitted to feeling more
comfortable offering and encouraging patient uptake of referrals
which were not related to psychological or emotional issues.
However, patient reticence to accept referrals for psychological/
emotional issues may also reflect community stigma around
referrals or a belief that ‘nothing can be done’ in relation to these

concerns®®,
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Dealing with Partner-
interpersonal problems

If a patient is experiencing interpersonal problems with their partner during their
cancer treatment or recovery:

Initial assessment
. Clarify the exact nature of the issue with the patient AND;
o Assess family and social support structure AND;
. Assess family roles.

Suggested referrals to supportive care paractitioners
o Cancer Care Nurse/Breast Care OR’
. Social Worker.

If problem continues and/or is causing significant patient distress family or couples
counselling may be needed:

. Psychologist OR;
. Counsellor OR;
. Psychiatrist.

Suggested referrals to supportive care services
. Relationships Australia (ph. 1300 364 277 or www.relationships.com.au)

Information
. Provide appropriate information and/or literature (if available) AND/OR;
. Refer to cancer Helpline (13 11 20) for further verbal/sritten information.

Figure 2. Example page from one of the evidence-based referral protocol pages included in the resource kit.

Bush Nursing Centres, Community Health & Hospitals

Bass Coast

Bass Coast Community Health 1 Back Beach Rd  San Remo 3925 5678 5388 Service Availability

Service Mon-Fri 8.30-4.30
Nursing Allied Health General Practice
® Breast Care e Dietitian*
e Community *  Occupational Therapist*
e District# ®  Physiothersapist*
e Psychologist
* Home visits during centre hours
# 24 hour palliative care by arrangement
Bass Coast Regional Health Graham St Wonthaggi 3995 5671 3333  Service Availability
Wonthaggi Hospital & Family 5671 3378 Mon-Fri 9.00-5.00
Resource Centre
Nursing Allied Health General Practitioner on-call service
e Breast Care e Dentist for after hours emergencies
e District*# e Dietician
®  Occupational Therapist*
* Home visits during centre hours ®  Physiotherapist
# 24 hour palliative care by arrangement e Social Worker
L]

Speech Thertapist

Figure 3. Example page from the supportive care service directory.
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SUPPORTIVE CARE REFERRAL AND ACTION CHECKLIST
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A
Date: Patient Name:
MR No: D.O.B.
Address: Telephone No:
Completed by: Department:
Issue identified: Discussed Referred
| [
O O
Comments/actions:
Issue identified: Discussed Referred
Od O
O O
Comments/actions:
B MY NOTES AND REFERRALS
Date: Patient Name:
MR No: Completed by

Issue that | need help with:

Things that | can do to help:

Issue that | need help with:

Things that | can do to help:

Figure 4. Excerpts from (A) clinician referral and action checklist and (B) patient note sheet.
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Limitations and methodological considerations

We acknowledge the methodological limitations of this pilot
study The sample size for this study was small and from only
one hospital. While there were different cancer diagnoses, ages
and needs identified, it must be acknowledged that our limited
sample is not necessarily representative of other regional or
metropolitan cancer populations. In addition, only six clinicians
from two departments (and two clinical backgrounds) undertook
patient screening discussions. Further work is currently under
way to gather additional acceptability and usage data across
a wider range of hospitals, with a wider variety of clinician
backgrounds (for example, social workers) and across a wider

variety of settings (for example, surgical wards, community

health).

Our assessment of whether the clinicians addressed all identified
patient needs in the screening discussion was limited by clinician
documentation. The quality of written documentation varied
widely, and in some cases, limited researcher judgement. Future
work should include increased training in documentation for
clinicians and provision of a system that is more user-friendly and
able to be incorporated more easily into routine care. Screening
discussions could also be audio-recorded for content analysis.
However, consideration of the potential effect of recording
around the non-disclosure of sensitive issues by patients within
the screening discussion would need to be considered.

Conclusions and clinical implications

The results of this pilot study, combined with the previously
reported clinician acceptability data, suggest that the resource
kit is an acceptable mechanism for enabling clinician training
and implementation of supportive care screening for cancer
patients within routine clinical practice. The referral protocols
contained within the resource kit are uniquely wide-ranging,
allowing for use across different institutions where not all
services may be available. They incorporate a variety of support
services which are accessible Australia-wide making the kit
potentially transferable across different locations, with only the
service directory needing to be adapted/developed to the local

region.

Most importantly, the resource kit incorporates several vital
mechanisms to implementing best practice evidence-based
psychosocial care including: i) the introduction of a data
collection system Distress Thermometer/PL) to monitor patient
psychosocial needs accompanied by evidence-based management
(the resource kit referral protocols); ii) the empowerment of
patients to talk about psychosocial issues (by allowing dedicated
time for discussion of unmet needs); and iii) training in the
provision of best practice supportive care for clinicians. Future
revisions of the kit and the associated training could also include
additional information on the process and skills required to
make successful referrals for emotional/psychological issues and
how to reduce the associated stigma of these referrals. Different
models of clinician training may also be considered such as

Cancer Nursing

online/internet resources®. For example, in Australia supportive
care screening and referral resources and competencies could be
developed and located on websites such as EdCan (http://www.
edcan.org/).

However, a number of barriers to routine supportive care
screening and evidence-based referral still remain and need to be
addressed at a governmental and institutional infrastructure level
for all oncology clinicians. These include a lack of undergraduate
training in psychosocial care, training in behavioural skills to
address and manage distress (for example, communication skills
training), funding of staffing, and potentially clinic space, to
provide the needed care, and the provision of formal systems of
support for clinicians who provide supportive care (for example,

clinical supervision or peer support).

A combination of additional refinement and testing of systems
(such as the resource kit) to enable supportive care screening/
referral in Australia in combination with an increased recognition
of the importance of supportive care by state and federal
government is a step in the right direction for best practice and
the improvement of psychosocial outcomes for patients with
cancer. The high acceptability of the resource kit supports the
role of oncology nurses and other clinicians to complete both
screening and referral and should, therefore, be considered
alongside other quality assurance measures of patient care.
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