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Abstract

and rural issues.

Cancer patients face psychological and physical challenges after diagnosis, and can benefit greatly from appropriate
psychosocial care. This paper presents a brief history of psychosocial oncology care and recent developments
in Australia. Consumers, doctors, nurses, allied health and psychosocial health professionals have all played an
important role in this area. Some highlights include: the Australian psychosocial clinical practice guidelines; the
development of key patient reported outcome measures; documentation of stress and burnout in oncology health
professionals; the development and evaluation of communication resources; a recent focus on survivorship; and
a growing body of intervention research which is aiming to be clinically feasible and implementable. The Clinical
Oncological Society of Australia hosted the first psycho-oncology professional group in Australia, supporting the
development of psychosocial guidelines for adolescents and young adults and undertaking key work in survivorship

Cancer patients face practical, emotional and
psychological demands in addition to the physical effects
of their disease and treatment. Challenges include
existential fears following diagnosis with a life-threatening
disease, treatment decision dilemmas, pain, discomfort
and functional impairment associated with the disease
and its treatment, and body image changes associated
with cancer treatment. A cancer diagnosis can impact
on patients’ physical and psychological health, sexuality,
finances, relationships and ability to continue in roles at
home and work."! Further, the disease affects not only the
patients, but their families and carers, who can experience
as much or greater distress as the patient themselves.2

The number of people diagnosed with cancer in Australia
is set to increase from just over 100,000 per annum in
2012 to 150,000 by 2020. Efficient, effective and clinically
feasible supportive care interventions are required to both
reduce morbidity in this growing population, as well as
assist in preventing the high rate of burnout reported by
front-line oncology staff.® This article will present a brief
history of psychosocial oncology care in Australia and
describe recent developments within the field, highlighting
Australian achievements, and the important role that

the Clinical Oncological Society of Australia (COSA) has
played.

Establishing psycho-oncology

Psychosocial care is broadly provided in Australia by
specialist psychosocial staff (psychiatrists, psychologists
and social workers), as well as front-line medical, allied
health and nursing staff in oncology and palliative care.
While social work has had a significant and ongoing role in
oncology since the beginning of the 20th century,* psycho-
oncology is a relatively young discipline internationally,
emerging only 40 years ago in Europe and the US. In
Australia, the first psycho-oncology clinical interest group
was formed under the auspices of COSA in 1996 by
Stewart Dunn, becoming an incorporated society (OzPos)
in 2008. Psychosocial research began in 1986 within the
state Cancer Councils’ behavioural research units, and
has matured with the emergence in 2004 of the Psycho-
Oncology Co-operative Research Group (PoCoG), one of
the 14 national cancer clinical trial groups funded by Cancer
Australia, coming together under the umbrella of COSA.

Consumers have walked hand in hand with Australian
cancer researchers to advance the field of psycho-oncology
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since the establishment of the first national breast cancer
consumer group in 1996-97, now known as the Breast
Cancer Network of Australia. The National Breast Cancer
Centre (now auspiced under Cancer Australia) — led the
first consumer advocacy training course in Australia,
and Cancer Council NSW developed consumer research
grant review criteria and training. Both of these initiatives
contributed to consumers having a front and centre place
at the table at which research funding decisions are made
in Australia.

Consumers were heavily involved in advocating for
the first Australian (and still the most comprehensive
internationally) evidence-based clinical practice guidelines
for the psychosocial care of women with breast cancer, and
more broadly, adults with cancer.® These comprehensive
guidelines were initially developed by the National Breast
Cancer Centre with endorsement from the National
Health and Medical Research Council, and are now being
maintained and updated by Cancer Australia. They are
complemented by the recent production by COSA of
guidelines for health professionals in the psychosocial
management of adolescents and young adults (AYA)
diagnosed with cancer.? These guidelines have provided
an important basis for the development of psychosocial
services in Australian cancer centres.

Much of the early Australian psychosocial research was
focused on achieving a better understanding of the
psychosocial, as well as physical impacts of cancer,
with Australian researchers at the forefront of developing
rigorous measures of ‘unmet needs’ in the early 1990s;”
and describing the levels and predictors of unmet needs
in sizable populations of cancer patients.® As increasing
evidence of the impact of cancer on other groups came
to the fore, Australian researchers responded with
development of psychometrically rigorous measures which
more specifically targeted other groups, including patients
with advanced cancer,® cancer survivors who were some
time post-treatment,® and the partners and caregivers of
cancer survivors.'12 These measures have been widely
used internationally.

Patient-centred care

Understanding the impact of caring for people with cancer
and the training needs of the health professional workforce
has also been a significant area of advancement in psycho-
oncology.'®™ In 2007, COSA commissioned a survey of its
membership to determine levels and predictors of burnout,
with results indicating high levels of emotional exhaustion
in 33% of participants with direct patient contact and in
27% of those with no direct patient contact. Importantly,
one of the main predictors of burnout was perceived to
be the need for communication skills training.'® National
Breast Cancer Centre played a leading role in developing
and promoting communication skills training for oncology
health professionals in Australia, developing train-the-trainer
workshops and teaching modules; and COSA has also
strongly supported the delivery of communication skills
training workshops associated with its annual meeting.

It is now well recognised that health professional-patient
communication is critical to quality patient care and
challenging for both health professionals and patients.'®
Australian cancer patients place effective doctor
communication high on their list of priorities for care. In an
early study assessing the perceptions of 232 ambulatory
cancer patients, doctor-patient communication dominated
the top 10 aspects of care regarded as important.
Over 99% of patients emphasised the importance of
receiving quality information about their cancer, having the
opportunity to ask their doctor questions and receiving
empathy and reassurance from their health care team. The
outcomes of patient dissatisfaction with communication
have been well documented as including non-compliance
with medical advice, doctor shopping, increased uptake of
complementary and alternative medicines, poorer mental
adjustment and general dissatisfaction.'”-2°

Australian researchers have played a key role in contributing
to the oncology communication literature by developing
resources for patients to increase their involvement in
care (such as information booklets, decision aids and
question prompt lists). Butow and Tattersall are recognised
internationally as pioneers in this field, conducting many of
the first randomised control trials.?'?? Australia also led the
way in conducting one of the first communication skills
training trials, which was led by the late Jill Cockburn.?32

With an increasing number of people living with and beyond
a cancer diagnosis, one of the most recent international
priority areas for the field of psycho-oncology has been the
study of ‘cancer survivorship’, the period of time following
potentially curative treatments for cancer. The release
of the landmark US Institute of Medicine report, 'From
cancer patient to cancer survivor: Lost in transition', 25 has
prompted significant international activity in the survivorship
space, including in Australia. The November 2009 issue
of Cancer Forum was dedicated to cancer survivorship,?®
and in 2010, COSA hosted the inaugural Survivorship
Workshop, bringing together stakeholders in cancer
survivorship service delivery and research from across
Australia. It was clear that much activity was occurring in
this space across Australia and with the continuing interest
of COSA members in this area, COSA Council approved
the formation of a COSA Survivorship Group in November
2012.

As a community, Australian psycho-oncology researchers
have shifted in the last 5 to 10 years from doing largely
descriptive research identifying adverse psychosocial
outcomes for people with cancer as a problem, and defining
the dimensions and characteristics of this problem, to
undertaking rigorous randomised control trials of supportive
care/psycho-educational interventions which aim to solve
the problem. In this way, we are again at the forefront of
an international impetus to determine clinically feasible and
sustainable ways to improve the psychosocial outcomes
for people with cancer. Rob Sanson-Fisher has been largely
responsible for this push to convert the focus of research

from descriptive to intervention trials.
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Quality of Life

A systematic review of the type of research output in
psycho-oncology and quality of life, found that only a small
proportion of research was intervention work and this had
changed little in 10 years.?”

Randomised control trials of supportive care/psycho-
educational interventions is difficult research. There are
stringent methodological requirements, including: recruiting
large samples to detect modest effect sizes; loss to follow-
up due to patient illness or death; implementing complex
interventions which adhere to protocol; variation in usual
care across treatment centres; and many others.

Moreover, journals are often reluctant to publish negative
trials that are frequent in this field.?® Despite these
hardships, Australians have embraced the necessity to
conduct randomised control trials in order to improve
psychosocial outcomes for patients. There are now key
research hubs around Australia whose core business is the
conduct of randomised control trials in psycho-oncology,
for example: PoCoG, currently conducting a multi-centre
study of an intervention to reduce the impact of fear
of cancer recurrence; Peter McCallum Cancer Centre,
evaluating nurse delivered interventions; Cancer Council
Queensland, evaluating nurse, psychologist and peer led
interventions; the University of Queensland, evaluating
exercise and lifestyle change interventions; and Sydney
Children’s Hospital, evaluating interventions for peadiatric
cancer patients.

Prospects

Our next challenge is fostering practice changes -
implementing  supportive  care/psycho-educational
interventions that are clinically feasible and have a strong
evidence base, demonstrating their positive impact on
patient outcomes. Some leading Australian work has
been undertaken to evaluate the feasibility and impact of
routine screening for distress and communication of these
results to the patient and treatment team, such as the early
randomised control trial of Dr Sue-Anne McLachlan et al,?
and the later work by Greg Carter and Kerrie Clover et al
in Newcastle.*°

In summary, psychosocial issues in cancer are now well
on the Australian cancer agenda, widely included in
cancer plans and a priority area in clinical services. There
is a strong and thriving psychosocial research program in
Australia. COSA has played a significant role in supporting
and acknowledging the growth in this area.
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