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CANCER PATIENTS’ SUPPORTIVE CARE NEEDS: STRATEGIES FOR
ASSESSMENT AND INTERVENTION

Afaf Girgis and Louise Burton
The Cancer Council NSW

This article describes some of the work undertaken over
the last decade by The Cancer Council NSW—through
the Cancer Education Research Program (CERP) and the
Cancer Services Unit—to measure the supportive care
needs of cancer patients, and identify effective strategies
for attending to these needs as part of routine clinical
practice.

Cancer is a major cause of morbidity and mortality
throughout the world, with nine million people newly
diagnosed each year and five million people dying from
the disease.! In Australia, cancer is the second most
common cause of death, accounting for approximately
one quarter of all deaths.? Approximately 55,000 cases of
cancer are diagnosed each year, the most common being
cancers of the breast, prostate, colon—rectum, lung, and
melanoma. Duein part to the focus on early detection and
improved clinical management of cancer, five-year
survival rates indicate that more people are now living
with cancer, and for longer periods of time.®

Most cancer patients now undergo a combination of
effective—but nonethel ess traumati c—treatments such as
the surgical removal of the cancer, radiotherapy,
chemotherapy, and hormone therapies. Although these
treatments have the potential to cure some cancers, and to
prolong the lives of patients with other cancers, they are
associated with awide range of physical and psychosocial
problems. The psychosocial morbidity experienced by
cancer patients has been estimated using a number of
different strategies including the assessment of quality of
life; satisfaction with care; and, more recently, needs
assessment. Quality of life research hasindicated that the
diagnosis and subsequent treatment of cancer impairs
cancer patients work and social activities, management
of the home, family and other relationships, sleep patterns,
and sexual activity.*” In addition, studies exploring the

psychological sequelae of cancer have suggested that
cancer patients experience clinically significant levels of
anxiety and depression.>712

Although both cancer specialists and patients may accept
physical and psychosocial problems as an inevitable part
of the disease and its treatment,**° these problems can
have a substantial affect on cancer patients' compliance
with their treatment and with outcomes. For example, it
has been estimated that up to one-third of patients will
abandon chemotherapy prematurely as a result of the
physical and psychosocial symptoms, despite the
potentially life-threatening consegquences of such action.®
Therefore, itisimportant for cancer specialiststo beaware
of the prevalence of such problems among their cancer
patientsand to do their best to prevent them where possible
or to address them when they occur.

The routine assessment of cancer patients unmet needs
in the clinical setting has the potential to quickly identify
issuesof concern for the patient, which can then be brought
to the attention of the treatment team for appropriate
intervention. In contrast to assessments of satisfaction and
quality of life, needs assessments directly assess and
identify specificissuesfor patients, aswell asthe perceived
magnitude of those needs. In this context, ‘needs can be
defined as the requirement of some action or resource that
is necessary, desirable or useful to attain optimal well-
being.” Needs assessment enables individuals—and
sub-groups of patients with higher levels of needs—to be
identified and targeted with appropriate early
interventions; and allows those aspects of health services
that require improving to be identified and prioritised.*®

Research on the needs of patients with cancer has
identified high levels of unmet need and a difference
in the types of unmet needs depending on the cancer
population studied. For example, high levels of unmet
need in the provision of information have been
reported in studies with different types of cancer
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TABLE 1

THE 10 AREAS OF NEED, EXPERIENCED IN THE PREVIOUS MONTH, RANKED HIGHEST BY PATIENTS
COMPLETING THE SUPPORTIVE CARE NEEDS SURVEY ACROSS ALL TREATMENT GROUPS AND CENTRES

(that is, remission)
To be informed about your test results as soon as feasible

OF CARE
Item % of sample Domain
reporting a

moderate—high need
Fears about the cancer spreading 40 Psychological
Fears about the cancer returning B8 Psychological
Concerns about the worries of those close to you 38 Psychological
To be informed about the things you can do to help yourself to get well 36 Health system—information
Lack of energy and tiredness 33 Physical-daily living
Not being able to do the things you used to do 33 Physical-daily living
Uncertainty about the future 32 Psychological

To be informed about the cancer which is under control or diminishing 32

Concerns about the ability of those close to you to cope with caring for you 30

Health system—information

31 Health system—information
Psychological

patients,'®2 with breast cancer patients*?2and with
melanoma patients.?® Other studies of patients undergoing
treatment for cancer have reported high levels of physical—
daily living needs.>%®Most recently, thelargest published
study describing the prevalence and predictors of unmet
needs among cancer patients (n=888) across NSW, using
the Supportive Care Needs Survey,” reveal ed that cancer
patients continue to experience high levels of unmet needs
across a range of domains, including: psychological
support, health system and information, physical and daily
living, patient care and support, and sexuality. In the
survey, 59 items were presented with a stem question of
‘In the last month, what was your level of need for help
with’, with response options: ‘No need, not applicable’,
‘No need, satisfied’, ‘Low need’, ‘Moderate need’ and
‘High need’. Asindicated in Table 1, the highest levels of
need were found to bein the psychological domain, which
accounted for half of the top 10 unmet needsidentified in
thisstudy, with afurther threeitemsfrom the health system
and information needs domain and two relating to their
physical and daily living. The results of this state-wide
survey also showed that subgroups of patients
experienced different types of needs, with the predictors
of reporting some unmet need for help varying according
to the domain examined.*

The main purpose of assessing the physical symptoms
and unmet needs of people diagnosed with cancer is the
improvement of their care. However, such assessmentscan
only result inimprovement of careif: a) theteam providing
treatment is aware of the physical and psychosocial
problems of individual patients; and b) strategies are
available to address the issues raised by individual
patients.

In an effort to improve the coordinated care of people
with cancer, The Cancer Council NSW isplanning amulti-
faceted collaborative initiative with cancer treatment
centres and health services acrossthe state. Theaim of the

proposed Cancer Services Quality Improvement program
isto implement and evaluate aprogram to facilitate better
psychosocial management of cancer patients by health
services. It will consist of the following components:

* needsassessment: Based on methodology devel oped
and trialed by CERP, all cancer patients attending the
participating centres will complete a touchscreen
computer survey in the waiting room, prior to their
appointment with their oncologist, to assess their
unmet needs, anxiety and depression and physical
symptoms;

¢ clinician feedback: Research undertaken by CERP
indicates that the awareness of oncologists of their
individual patient’s physical and psychosocial
outcomes is less than optimal, thus limiting the
opportunity for them to intervene to address their
patient’s needs.®! Hence, each individual patient’s
results will be printed immediately following their
completion of the survey and provided to theclinician
in a summary form. Those issues identified by their
patient involving routine clinical management can be
reviewed. Results of a pilot study of this feedback
strategy indicates promising outcomes for patients;*

* multidisciplinary workshops:. Treatment centreswill
clearly have different levels of accessto services and
personnel who are able to addressindividual patients
needs. It is therefore imperative that a tailored
approach be taken to the provision of interventions.
To identify appropriate clinical pathways and referral
systems for patients with different psychological,
social and living needs, a structured workshop will be
conducted with the multidisciplinary team of each
participating cancer treatment centre or health service.
The workshop would ensure that there are effective
management and referral processesin operation across
the centre (to social workers, psychologists, cancer
support groups, volunteers, etc). The Psychosocial
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Clinical Practice Guidelines: Information, support
and counselling for women with breast cancer,
endorsed by the National Health and Medical Research
Council, will inform the provision of effective
interventionsto improve patients' psychosocial care;®

patient financial assistance scheme: The Cancer
Council NSW may implement a financial assistance
scheme to provide both no interest loans and
(immediate, smaller) welfare grants to patients
experiencing financial difficulties. This financial
assistance scheme would be areferral point for cancer
treatment centres;

professional education: Further professional
education and resources on survival rates and support
topics will be provided, as requested by participating
centres;

benchmarking: CERP will analyse individual
treatment centre data and provide summary reportsfor
every 100 patients. Furthermore, comparative datafor
all centres combined will be provided to allow
comparison of individual centre outcomesto outcomes
for the whole group.

The coordinated process described above is currently
being piloted and is one approach to ensure that cancer
patientsreceive optimal psychosocia assessment and care
during the management of their cancer.
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THE IMPORTANCE OF COMMUNICATION SKILLS TO EFFECTIVE
CANCER CARE AND SUPPORT

Phyllis Butow
Medical Psychology Research Unit
University of Sydney

In the last decade there has been an increasing emphasis
on the teaching of communication skills. Why isthis now
considered so important, and does communication really
influence patient outcomes in cancer care? The rationale
for communication skills training in cancer care comes
from a number of related points:

* good communication is a basic component of good
clinical care, without which even the technical aspects
of medicine cannot be effectively delivered;

* cancer carries with it a high psychological burden,
thus the costs of poor communication are particularly
sdlient in this patient population;

¢ the literature suggests there are currently substantial
problems in doctor—patient communication;

¢ thereis clear evidence that effective communication
can make a difference to patient outcomes such as
understanding and psychological adjustment;

® cancer patients place good communication high on
their priorities for care;

* doctorsregard their current training asinadeguate, and
cite communication difficulties asamajor contributor
to stress and burn-out;

* research has proven that communication skills can be
taught and maintained.

This article presents the rationale for training in
communication skills to be a priority for teams caring
for cancer patients.

Kurtz, Silverman and Draper, in their text on teaching
communication skills in medicine, state strongly that
‘communication skillsare not an optional extrain medical
training; without appropriate communication skills, all
our other clinical efforts can easily be wasted'.! It has
been estimated that doctors engage in 200,000
consultations in a professional lifetime, during which
diagnoses are made, treatments are discussed, health care
is delivered and patients' needs are assessed and met.
Furthermore, numerous other interactions between

members of the health team and patients involve
communication at their core. The communication tasks
in such interactions typically involve the gathering and
delivery of information, and the provision of emotional
support. Arguably, cancer patients have a particularly
strong need for good communication in these domains.

Surveys of cancer patients show an increasing desire over
time, especially among younger patients, to know
everything about their cancer, and to be involved in
making treatment decisions.?® For example, over 90 per
cent of patients in Lobb et al.’s study of patients with
early stage breast cancer wanted to know their chance of
being cured and the staging details of their cancer.? In
another Australian study,® over 60 per cent of cancer
patients seeing an oncologist for the first timeindicated a
preference for making a treatment decision either in
collaboration with their doctor or on their own. Medical
ethics has shifted from a paternalistic stance to one
emphasising patient autonomy, with informed consent
seen asthe gold standard for achieving thisend. However,
informed consent requires much from both parties. Doctors
arerequired to impart complex and potentially threatening
information in amanner tailored to patient needs, provide
a clear recommendation, and encourage a collaborative
framework of decision-making. Such skillsare not easily
developed.

While a high standard of communication is often
evidenced in cancer care, the literature suggests gaps and
areas of particular difficulty. For example, while patients
often report high satisfaction with overall care, Wiggers
et a. reported much lower satisfaction (20-30 per cent)
on items dealing with specific content areas and patient
control.” Patients were very dissatisfied with information
about treatment benefits, side effects and symptom control,
and about achieving a sense of control over their life.
Complaints about the amount of information provided,
the manner inwhichitisgiven, and its comprehensibility,
were also commonly reported in arecent audit of hospital
services in England.8 Indeed, the majority of malpractice
allegations arise from a communication breakdown.®

Cancer patients also have high emotional needs.
Prevalence rates for depression are reported as between
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