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ne in three men and one in four women in Australia will

be diagnosed with cancer in the first 75 years of life,

overtaking heart disease as the biggest cause of death in
some states in Australia.! Although cancer remains the most feared
disease,> 60% of patients will eventually die of unrelated causes.>*
But “surviving” cancer does not guarantee an acceptable quality of
life for either patients or their families.

After treatment, a person may be cured or may experience
troublesome sequelae, a recurrence, or the prospect of death.
How an individual copes depends not only on the biological
characteristics of the cancer and the treatments available, but also
the person’ social supports, reserves for dealing with uncertainty,
and ability to participate in decisions around treatment options,
as well as treatment itself. Most people experience some physical,
social, economic and psychological sequelae, leading the World
Health Organization to include cancer in its list of chronic
conditions.”®

As members of a multidisciplinary team, we would like to
propose a number of strategies for meeting the cancer challenge.
We do not claim the ideas as novel, but they have seldom been
framed for debate in this way. We also acknowledge that the issues
are complex, there may be gaps in the evidence base, and some of
the innovations we propose may require further evaluation and
policy debate. We highlight four specific challenges in caring for
people with cancer and propose four strategies for overcoming
existing limitations, all of which may be addressed in an integrated
primary care hub (Box 1).

Cancer as a chronic condition in Australia: current
limitations to care of cancer patients

Strategies for early diagnosis need to be refined

Screening asymptomatic people for treatable cancers is an estab-
lished strategy for timely diagnosis of some cancers. We argue that,
in primary care, prompt referral of symptomatic people is also
important. However, patients may present to their general practi-
tioner with undifferentiated illness, often with a host of other
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be diagnosed with cancer in the first 75 years of life.

e The majority will survive the cancer and ultimately die from
unrelated causes.

e Many cancer patients and their families will experience some
physical, social, economic and psychological sequelae,
regardless of the prognosis.

e Arecurring theme is that patients are disadvantaged by the
lack of coordination of care and their needs are not being
adequately met.

e We argue that greater integration of care through a
multidisciplinary team of professionals, peer support groups
and primary health practitioners functioning within a care hub
could offer better practical and psychosocial supportive care
for patients and their families.
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needs. Symptoms may have aetiology in the physical, psycho-
logical and/or social domains. It is up to the GP to selectively refer
patients who are most likely to benefit from diagnostic tests. One
of the most telling clues that may alert the GP to suspect cancer is
deviation from the patients normal or usual symptoms or behav-
iour. While the Australian model of fee-for-service offers choice, it
does not encourage people to attend the same practice for all
consultations. This reduces the scope for significant new symp-
toms to be fully appreciated.

The experience in the United Kingdom also suggests that
published guidelines as the basis for streaming referrals to appro-
priate specialists has failed to benefit patients.” Effective case-
finding warrants appropriate and timely referral of people with
“red-flag” cancer symptoms (such as haematuria, postmenopausal
bleeding or unexplained iron deficiency anaemia). While there is a
growing literature on the positive predictive value of some red-flag
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cancer symptoms,” there are few recognised effective strategies to
implement this evidence.

Care is hampered by lack of continuity and coordination

People with serious illnesses have consistently expressed the need
for continuity from a care provider who is available, is genuinely
interested in them, provides emotional support, and takes the time
to understand and communicate with them and important
others.>® We argue that modern cancer treatment should not fail
in this regard. People now wish to have a say in what happens to
them — in what bears upon their treatment and how they live
their life during and after treatment.' It remains a challenge to
guide patients who may be desperate because of a bleak prognosis
to accept evidence-based approaches rather than seek “miracle”
cures. Information and care are largely delivered in specialist
centres, which are seldom designed to accommodate the variety of
patients’ cultural, familial or social backgrounds. Arguably, the
coordination of care could be better managed by a primary care
provider with an understanding of the patients social context.

Landmark qualitative research on living with a chronic condi-
tion highlights three aspects that the patient must manage: the
disease and its symptoms, the emotional consequences, and the
impact on daily function and life roles.'' With acute care focused
on the first aspect, even when clinical guidelines recommend
otherwise, systems of care do not ensure coordination or continu-
ity. For example, evidence-based interventions for fatigue are
available, but rarely form part of usual care. Likewise, emotional
concerns are recognised, but rarely approached systematically or
comprehensively.

Supportive care is fragmented or missing

Levels of psychological stress experienced by partners of patients
with cancer may be similar to those experienced by the patients
themselves, or sometimes even higher.'*!? Many couples confront
cancer as a team, and adjustment to cancer by one partner affects
the other.'* However, spouses receive minimal support from the
medical team,'” and it is well documented that partners deserve
greater support and care than they currently receive, despite not
being the identified patient.

Children of older patients with cancer are often at a loss to know
how to respect their parent’s privacy while at the same time being
involved in the treatment plan and understanding the nature of the
illness, for their own and their parent’s psychological health. Often
there are supportive friends who would also like to be involved by
providing assistance in day-to-day care. All too often, the role of
significant others and the wider impact of the diagnosis on them
receives little recognition.

Minority groups are not served well

Finally, there is a need to adapt programs to ensure they also meet
the needs of minority groups, which are often particularly vulner-
able. It remains an indictment of our health care system that
Indigenous Australians experience later cancer diagnosis, lower 5-
year survival, higher mortality rates than non-Indigenous Austra-
lians, and lower participation in screening programs.'®'® While
there has been a 30% reduction in cancer mortality rates in
Australia over the past two decades, there has been little change in
Indigenous cancer mortality rates, and there is a need to reconsider
how all aspects of cancer control are managed for this group.'”

Surprisingly little is understood about the experience of cultur-
ally and linguistically diverse (CALD) groups with cancer. The
incidence of many cancers is related to lifestyle factors such as diet,
physical activity, smoking and environmental exposures. Culture
also exerts a profound influence on lifestyles and behaviour and
shapes an individual’s understanding of illness and his or her
willingness to access screening and treatment. However, participa-
tion rates in research studies are traditionally low among disadvan-
taged and ethnic minority groups in Australia. As cancer research
often excludes or inadequately represents CALD cancer patients,
little is documented about their needs.

Minority groups also include people with non-traditional sexual
behaviours, which can increase the risk of developing some
cancers.”® Such groups also present challenges in relation to
routine screening programs. For example, general barriers to
cervical cancer screening (eg, feeling uncomfortable or disliking
the Pap test, low perceived risk, fear, and access factors) are similar
for all women. However, homosexual women are unlikely to
attend for contraceptive advice and consequently less likely to be
offered Pap tests at routine consultation. An additional barrier to
screening in this group may be the incorrect assumption of lower
cervical cancer risk. In practice, women who are categorised as
homosexual are reported to have roughly equal numbers of male
and female sexual partners in their lifetime, and thus their risk of
acquiring cervical cancer is similar to that of heterosexual
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Strategies for overcoming current limitations to care of
cancer patients

We propose four overarching strategies for overcoming current
limitations to care of people with cancer (Box 1). These could be
implemented through integrated primary care hubs that would
provide high-quality integrated and multidisciplinary care for
people with cancer and other chronic conditions. Although such
hubs could also service the needs of people with other chronic
diseases in the community (eg, cardiovascular disease, arthritis or
diabetes), the present discussion specifically focuses on cancer
patients. Typical cancer care scenarios comparing patient care with
or without access to an integrated primary care hub are presented
in Box 2.

Improving strategies for case-finding in general practice
and beyond

There is some evidence that early cancer may produce detectable
symptoms that are not recognised as such, and thus that prognosis
may be improved by more effective case-finding.** Effective tools
for alerting GPs to the possibility of cancer among symptomatic
patients are needed.

There are also potential benefits to be gained by widening the
dragnet of case-finding to incorporate a larger group of primary
care providers. For example, pharmacists have been estimated to
have as many as 75 million contacts with Australian consumers
annually.*? The ongoing patient—practitioner relationship enjoyed
by many community pharmacists and their clients has been
undervalued. Many patients seek over-the-counter remedies for
red-flag cancer symptoms, and the opportunity for pharmacists to
identify such patients at a stage when the condition is still
amenable to treatment is well recognised, despite the fact that
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2 Typical cancer care scenarios illustrating patient care
with or without access to an integrated primary care
hub

Background: At the age of 43 years, Mrs H was diagnosed with
breast cancer. Her husband'’s work requires him to travel away from
home frequently. They have two children, a girl aged 17 (in her final
year of school) and a boy aged 16.

When Mrs H noticed a lump in her breast, she immediately
consulted her general practitioner. The following are two typical
scenarios for how subsequent events may have unfolded.

Scenario 1: non-integrated cancer care

The GP referred her to the local radiology clinic for diagnostic
assessment. Within a week after the diagnosis was confirmed,
she was referred to and assessed by a highly regarded breast
cancer surgeon at his rooms. The following week, she had breast-
conserving surgery with axillary clearance after cancer cells were
detected in a sentinel node biopsy.

Mrs H attended a breast clinic, as instructed, for a series of
chemotherapy treatments, followed by radiotherapy treatments.
These left her feeling nauseated and tired. Each attendance for
treatment took up a large part of the day — travelling, waiting to be
seen, and undergoing the treatment itself. Mrs H declined the offer
to access the hospital counsellor, as she was worried about the cost,
the time and the effort required to get there. Unfortunately, after the
treatment, she developed lymphoedema, which required
compression bandages.

It was not until after the treatment had finished that she went back
to see her GP. The GP arranged for her to see a counsellor and a
physiotherapist, who worked independently to address her specific
needs within their professional domains.

The wider impact of the diagnosis included her anxiety about the
risk of cancer in other family members and her inability to function
as a homemaker because of fatigue following therapy. No agency
addressed the impact of the cancer on her family as a unit.

Scenario 2: integrated cancer care

The GP referred her for testing to the local radiology clinic and
subsequently as a private patient to a reputable breast cancer
surgeon. Her GP, with her consent, also alerted a cancer care
coordinator, who took a full social history and identified several
issues causing anxiety: the family had substantial financial
commitments, and their mortgage repayments relied on the income
of both partners; Mrs H's father had died of cancer 6 months earlier,
and although Mrs H was very close to her frail mother, she didn't
want to make her mother anxious by telling her about the diagnosis
at this stage.

Mrs H, with her family, was supported to actively address a plethora
of concerns, including financial issues (which meant her daughter
could stop her casual night-time work to concentrate on her
studies); her need for support from her partner; and negotiations
with her son around expectations and limit-setting. Her mother
became involved in the family case conferences, and seemed to
develop a new sense of purpose and energy around supporting
her daughter and the family.

Mrs H was also introduced to a cancer support group. She
appreciated practical support with transport to attend treatment,
discussion and education about cancer (including familial risk factors
for cancer and lymphoedema management), advice on diet and

exercise, and validation of her emotions relating to the cancer. .

80

pharmacists’ potential impact on case detection is underex-
plored.**

A formal focus on multidisciplinary cancer care in
the community

Of growing importance is the involvement of primary care provid-
ers during active treatment, as oral chemotherapeutic and biolo-
gical agents are developed and inpatient stays for surgery
shorten.”” GPs have a role in managing acute toxicities during
treatment or perhaps administering chemotherapy in close consul-
tation with the specialist team. Community pharmacists could also
become more involved in advising patients about symptom man-
agement, as well as supporting patients with sometimes complex
adjuvant treatment regimens with potentially adverse effects.*®

Occupational therapists, physiotherapists, community nurses,
psychologists, counsellors, social workers and nutritionists also
have a valued role to play in helping patients manage the
symptoms, emotional consequences and impact on their daily life
roles. Examples include rehabilitation to allow patients to maintain
or regain independence in self-care; modifications to homes; self-
management programs for common cancer symptoms (such as
fatigue, psychosocial distress and anxiety); pain management
techniques; lymphoedema care; graded exercise programs; carer
education; and nutritional advice. While these interventions are
included in algorithms for best practice (such as the National
Comprehensive Cancer Network practice guidelines in oncology: cancer-
related fatigue®”), the mechanisms for ensuring patient access to
such services do not yet exist. Nor do mechanisms to allow
multiple professionals to communicate with each other and with
the patient.

Primary care also plays an important role for cancer patients
living in rural and remote areas. The difficulties of geographical
isolation are exacerbated for many Indigenous Australians, who
are subject to additional sociocultural and economic factors that
may profoundly influence survival.*® Firstly, rural and remote
patients have difficulty travelling to cancer treatment centres or
obtaining comprehensive treatment locally?® Secondly, cultural
and religious differences may exacerbate the reticence to accept
conventional therapies, particularly if a preference for traditional
healing practices is ignored.”® There may also be heightened
concerns about how a patient’s immediate and extended family
will cope with the illness and treatment, especially if after care
includes practices that are at odds with the patient’s deeply held

cultural ideas, concerns and expectationséo

Reform of funding for cancer in primary care

Organisational and financial structures are essential to support
high-quality care. To increase involvement of primary care in
population-based screening programs and to engage GPs in partic-
ular, the payment structure — which currently rewards service to
individual symptomatic patients rather than opportunistic coun-
selling of asymptomatic people — needs to be reviewed. Enhanced
Primary Care item numbers remunerate provider conferencing for
care planning, but these financing arrangements do not enable
direct access to health professionals other than medical practition-
ers, even when other health care providers may be better placed to
address many aspects of cancer care.

Private health care organisations have particular importance in
the Australian context, but access to coordinated multidisciplinary
care for all people with chronic conditions, regardless of their
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income, requires investment of public funds. Ineffective multi-
disciplinary care at the primary care level will limit our response to
the challenges we have highlighted here. In its 2006-07 federal
budget, the Australian Government allocated unprecedented
resources to self-management as one of five key strategies to cope
with the existing epidemic of chronic conditions.>* However, little
innovation is occurring in this area of cancer care. Reform is
essential to remedy the federal-state divide in health care provi-
sion, which results in fragmented and disconnected care.** Recog-
nition is overdue that providers of primary care extend beyond
medical practitioners to a wider spectrum of practitioners in the
community, including patients themselves and their families.>® To
this end, it is essential that anything that helps people cope with
their cancer is recognised, acknowledged and supported.

Harnessing effective information technology

It is important to help health care providers offer patients advice
and information that is consistent with current evidence and for all
health providers to have access to that information. Information
technology offers the best prospect of enabling practitioners to
make referrals, share data and refer to the latest evidence on an
interactive basis. But such innovations will only succeed if they are
designed for and with practitioners and allow the users to address
patients’ multiple needs without feeling burdened by the techno-
logy. Such developments may significantly improve compliance
with guidelines, such as those published by the Royal Australian
College of General Practitioners.>* In Australia, shared care
arrangements, particularly those emphasising “informational con-
tinuity” of care so that primary care professionals are kept abreast
of how their patients are being managed by a multidisciplinary
team, offer prospects for improved patient care.>> Schemes that
hold particular promise are those in which practitioners in differ-
ent sectors have access to the same data on patients managed
between them, through either patient-held records or shared
access to computer databases.”®

One way forward: integrated primary care hubs for
cancer care

The evidence shows that collaboration between care providers,
coordination of care and patient involvement contribute to better
quality health care.®” Australian commentators are now touting a
move away from the biomedical practice model to a community-
based, primary care practice model, acknowledging that it will
deliver better health outcomes at lower cost than a health system
that focuses on hospital medical practice.®* A recurring theme has
been that patients are disadvantaged by the lack of coordination of
care.

A possible remodelling of health care for people with cancer,
and potentially other chronic conditions, is summarised in Box 3.
The acute phase of cancer treatment would continue to be
managed by specialists, given the need to apply costly, technolo-
gically intensive and scarce treatment modalities. However, pri-
mary care providers could have more contact with patients during
the active treatment phase. We argue that greater involvement of
professionals in the community, functioning within a care hub,
could offer better practical and psychosocial support than patients
receive under the present system. At the centre of the hub would
be the patient, his or her carer, and wider family. Within the hub,
the GP would remain closely involved, but after diagnosis, the

3 Model for an integrated primary care hub
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support and coordination role could also be undertaken by
another health professional acting as the patients advocate and
with the authority to harness input from a range of paramedical,
social and welfare agencies.

A critical element of the hub would be a strong link to peer
support services so that patients could benefit from the experience
of survivors and access informed advice about treatment choices.
Such groups could also provide practical help, such as transport,
childcare, housework or supporting the person through treatment.
Cancer coordinators could facilitate multidisciplinary case confer-
encing for complex cases, using teleconferencing and videoconfer-
encing as necessary. All members of the team would be offered
training in cultural sensitivity, and cultural advisors and interpret-
ers would be used as appropriate. Ongoing interprofessional
development of team members in relation to cancer care would
supplement lessons from case conferencing.

By integrating services with reference to the four strategies
described in Box 1 and addressing unmet need as described in Box 2,
integrated primary care hubs would also provide an excellent
opportunity to link to broader efforts at primary and secondary
prevention of cancer through the inclusion of public health
practitioners. Cancer has both environmental and genetic causes,
and so a diagnosis of cancer in one member of a family could
provide the opportunity to assess cancer risk among other family
members and in the wider community. Encouragement of screen-
ing, support for smokers to quit smoking, advice around healthy
lifestyles and other similar initiatives could be seen as ways of
reducing risk for developing cancer and improving mental and
physical wellbeing.
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