Chapter 8
Chronic Condition Management Models
for Cancer Care and Survivorship

Sharon Lawn and Malcolm Battersby

Abstract Improvements in the treatment of cancer have meant that the number of
cancer survivors is growing. This group is now more likely to be living with the
longer-term adverse effects of cancer on their overall health and wellbeing, and to
develop comorbid chronic conditions that require ongoing care in the community,
beyond the cancer clinic. People with chronic conditions are also generally living
longer due to improvements in treatment, care and support options and therefore are
at risk of developing cancer as they age. This chapter outlines a range of chronic
condition management models likely to be necessary for effective self-management
support to cancer patients and survivors who suffer from and develop chronic
conditions, or have risk factors for their development, and people with chronic
conditions who also go on to develop cancer. Integrated care and communication
issues across healthcare transitions are briefly discussed.
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Key Points

e Chronic condition management models available to support chronic condition
self-management are also relevant to cancer patients and survivors.

e Integration of care across transitions from acute cancer treatment to longer term
care in the community continues to be an issue for cancer patients, despite their
high rates of comorbid chronic health conditions.
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e Peer support, nurse-led clinics in primary care, coordinated care across transi-
tions, and chronic condition self-management care planning are some of the
range of approaches that show promise for people living with chronic conditions
and cancer.

8.1 Introduction

Many people with cancer have coexisting chronic conditions and many cancer
survivors subsequently develop them because they share many risk factors and
several chronic conditions are causally linked with increased risk of cancer [1].
Therefore, how chronic conditions are managed is very relevant to cancer and
together, they pose many challenges to traditional siloed models of care. Cancer in
its treatment phase, in the management of co-existing chronic diseases and the
increased risk of acquiring chronic diseases as a consequence of treatment, suggests
that the concepts and models of care developed for chronic condition management
internationally should be applied to cancer management. During the diagnosis and
treatment phase of cancer, coping with the stress of the diagnosis, understanding the
medical aspects of the condition and the treatment options, and managing the daily
impacts of the disease and its treatment are similar to dealing with any chronic
disease. The most internationally recognised approach to chronic disease man-
agement is the Chronic Care Model [2, 3], an evidenced based framework
describing six elements at the health system and the practice level which aim to
assist a patient to be activated through the support of a collaborative multidisci-
plinary team (see below). Like patients with chronic conditions more broadly, the
current care provided to cancer patients is often delivered within the specialist silo
of the oncology clinic. Their other chronic care needs may become a lesser priority
and coordination of treatments and needs across the specialist chronic disease areas
can be challenging for all concerned.

With improvements in screening, early detection and treatment of many cancers,
survival rates have likewise improved significantly; and the cancer survivorship
trajectory has changed significantly [4]. Cancer survivors are simply living longer
and are a growing population within the community [5, 6]. This has meant that
many cancer survivors must accommodate the management of a number of com-
plicating late effects of cancer and its treatments that can contribute to the devel-
opment of chronic health conditions. Like other groups in the population, cancer
survivors might also have existing chronic conditions that pre-date their cancer
diagnosis that also must be managed. Alternatively, and in line with others in the
population, cancer survivors might also develop chronic conditions due to hered-
itary markers for certain conditions, the influence of a range of lifestyle risk factors
(such as smoking and low levels of physical activity), and the natural course of
aging. Conversely, as more people are living longer due to improvements in
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medical treatment and care, they are likely to develop a range of comorbid chronic
health conditions in older age, including various types of cancers. Together, these
circumstances can create a complex and unique picture of comorbidity and risk
factors that requires longer-term management across the person’s lifespan. The
cancer journey for many people who experience it is recognised as involving a
continuum from prevention, early detection, diagnosis, treatment, survivorship, to
end of life care [7]. This change in the cancer survivorship trajectory requires a
commensurate change in how both cancer care and chronic condition care in the
community are structured and delivered.

Effective management of cancer by health services requires effective integration
of care at all stages of disease trajectory and begins with how cancer care providers
view their roles and responsibilities in communicating with other stakeholders in
care, and how they view the role of cancer patients in care, as either active or
passive participants. In the early stages of diagnosis and treatment, doctors are the
experts and patients are very dependent on the knowledge and skill of the clinician;
however, patients should be engaged as early as possible in their own care through
shared decision-making. As the course of treatment evolves, patients should be
encouraged to share their knowledge of the condition and its impacts on them, and
how they manage the condition and its treatment on a daily basis. Principles of
patient centred care should be central to the clinician-patient relationship at all
stages of the treatment and management of the condition. Integration of care refers
to how health providers take into account other medical and psychiatric
co-morbidities, the psychosocial aspects of the patient’s circumstances and how
other health providers and community services are integrated into the patient’s care.

Integration of care is also important after treatment is completed, to mitigate the
impact of chronic conditions that might develop as a result of the cancer treatment.
However, cancer care is usually focused on management of cancer specific issues
with less emphasis on management of other health problems [8]. Strategies such as
self-management support, which are recognised as effective for the management of
other chronic conditions, such as diabetes and arthritis [9, 10], are rarely utilised with
cancer patients and cancer survivors. This is despite research confirming the
importance of encouraging self-management and patient autonomy for improved
outcomes for cancer survivors, and improved quality of life regardless of where the
person sits on the cancer trajectory from prevention to palliation [11, 12]. There is
also less emphasis on prevention strategies and lifestyle modification for cancer
survivors. Chronic condition management is often not considered a priority by cancer
care providers or cancer patients as the fear of cancer is considered the immediate
priority for treatment and care. Additionally, cancer care providers have limited skills
in chronic condition management and self-management support to patients, and
health care systems are not always designed to support integrated care of cancer and
other chronic conditions [13, 14]. Likewise, general practitioners (GPs) and other
health care professionals within primary care may be well-versed at coordinating care
for a their patients with a broad range of chronic health conditions though they may
be more tentative in providing care to cancer patients during their more acute
treatment phase, instead deferring to specialist oncology services [14-16].
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This is also so for cancer survivors, once their care moves from the cancer care
services to broader community and primary care services where care often occurs
within health systems designed to provide episodic, acute health care and fails to
address self-management, prevention and health promotion, and to provide sufficiently
coordinated systems for follow-up [17]. Current approaches to cancer care do not
adequately engage cancer patients in self-management; their focus is on the immediate
need to treat the cancer. This is despite emerging evidence that cancer patients can be
engaged earlier in their cancer trajectory [18] and longstanding advocacy from con-
sumer support organisations that many cancer patients desire and indeed do undertake
a range of activities to build their knowledge and alter their lifestyle in order to help
maximize their health outcomes following a cancer diagnosis [14].

Likewise, current approaches do not adequately engage cancer survivors to
self-manage their long-term needs, non-cancer issues such as health lifestyle
management or management of comorbidity [13, 15, 16]. We know that many
cancer survivors continue to have unmet physical and emotional needs within
existing models of care [19-21]. Chronic conditions require delivery of a different
kind of health care; one that is more holistic and more fully includes the person and
their informal supports, and which improves the coordination and communication
of care across a range of healthcare providers and, where relevant, psychosocial
support providers.

Recognising cancer as a chronic condition requires a shift in how care is provided
to these patients. Cure or amelioration of the immediate threat to the person’s life is
no longer the only priority. Models of care must now consider and place greater
emphasis on the cancer survivor’s active involvement in decisions made about their
care, acknowledging their ‘lived experience’ expertise. This is also relevant for
patients still in active treatment for their cancer and those people who are receiving
palliative care for their cancer and/or other chronic conditions. Because cancer
survivors’ care will be delivered largely in the communities in which they live,
health professionals and services in the community and primary health services and
non-government consumer-engaged organisations now play an even more important
role in providing that support and care than previously, when care was predomi-
nantly centred around acute care within tertiary hospital oncology departments. This
shift has required a commensurate focus on models that emphasise greater patient
empowerment, health literacy and self-management; as well as greater coordination
of care between health professionals and between services, involving multidisci-
plinary and interprofessional care, and continuity of care. The acute model of care in
which the oncology, respiratory, cardiac or other chronic disease specialist is the
primary care provider is no longer the only approach to care that is required. Hence,
there has been a growing focus on models of care that involve chronic condition
management and self-management support care planning for cancer survivors [14].
These have relevance to cancer patients more broadly, regardless of their stage of
treatment, especially if they have other comorbid chronic physical and/or mental
health conditions. Cancer patients have different needs at different points in their
cancer journey, as the following diagram shows; they move between these care
points, according to the stage, severity and complexity of those needs (see Fig. 8.1).
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Fig. 8.1 The cancer patient’s
journey within healthcare
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8.2 Chronic Condition Management Models for Cancer
Patients and Cancer Survivors

Chronic condition management models of care emphasise the sharing of informa-
tion between the person with the chronic condition, their informal supports, such as
family members (where applicable), and service providers. They place emphasis on
linkage and transparent communication of consistent and timely information. The
various models differ in how that communication is organised, who leads the
communication and how it is shared. Several of the following models are not
mutually exclusive; they are likely to form necessary parts of a comprehensive
system response to the chronic care needs of cancer patients regardless of where
they sit in the cancer survivor journey. The Chronic Care Model [2, 3] provides an
overarching framework for the management of chronic diseases and conditions
within systems of care, internationally.

8.2.1 The Chronic Care Model

The Chronic Care Model, developed by the McColl Institute for Healthcare
Innovation in the United States [2, 3], is an internationally recognised,
evidence-based guide to the comprehensive, integrated re-organisation of care
delivery needed to support chronic condition self-management. It has been
expanded to include a greater focus on community resources, population health and
health promotion; all issues of relevance to the service providers and systems that
support people with chronic conditions who develop cancer and to cancer survivors
at risk of developing comorbid chronic conditions (see Fig. 8.2). It acknowledges
three important domains of influence which interact and influence each other, and
which influence the quality of chronic condition management and self-management
support:
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Fig. 8.2 The expanded chronic care model: integrating population health promotion

1. The Macro level of healthcare aims to coordinate and maintain the overall
values, principles and strategies for the development of the national healthcare
system. It is also the role of this level to allocate funding and resources to the
appropriate sectors, to set national standards for care provision and professional
practice, strengthen community action, and establish broad population health
and public health frameworks.

2. The Meso level of healthcare involves the necessary service delivery structures
that connect policy and principles at the macro level to the actions of individual
providers at the micro level. It includes the following:

¢ Self-management support training and education to health professionals

e Delivery system design to enhance service team and inter-agency
communications

e Decision support tools established to monitor and guide practice (including
evidence-based guidelines)

¢ C(linical information systems to enhance the recording, storage, retrieval and
communication of patient data.

3. The Micro level of healthcare involves the interactions between the health
professional and the patient. The World Health Organisation (WHO) asserts that
the two most common issues that occur at the micro-level are the failure of
healthcare providers to adequately empower patients and a lack of emphasis on
quality interactions between the patient and healthcare providers [17].

Research has shown that many processes within the Chronic Care Model are
inadequate for cancer patients. A Norwegian survey, for example, with cancer
patients and health professionals found that few services or training programmes
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had been offered to these patients after their treatment was completed. Patient
participants also reported poor communication to them by service providers and
their follow-up care, and also between service providers. This left cancer patients
confused about which service they should contact for follow-up. Many patients
reported wanting, “a more systematic post-treatment programme, as well as clear
guidelines delineating the specific areas of responsibility assigned to hospitals and
the local public health services” (p. 56) [22].

We describe below, programs and models of care that have been shown to
improve outcomes in chronic condition management and are applicable to cancer
management.

8.2.1.1 Self-help Group Programs

Patients receiving active treatment for their cancer and cancer survivors have valid
forms of knowledge and expertise that are inherent in their experience as cancer
patients. This expertise can inform the delivery of care and priorities for research
[23, 24]. Finding cures and effective treatments for cancer, while essential, are only
one aspect of the evolving picture of cancer survivorship and have given rise to a
broad range of peer support networks specific to cancer survivors and cancer
patients in the active stages of cancer treatment. These are both formal and informal
and have reciprocity of support by others with lived experience at their core [25],
similar to support groups for people with lived experience of chronic health con-
ditions, more broadly. Arthritis, Parkinson’s disease and mental health support
networks are notable examples. Peer support is well known to contribute to reduced
feelings of isolation and greater feelings of empowerment through exchange of
information and emotional support between peers [26—28]. The evidence for the
value of patient empowerment [29] and peer support between patients with chronic
health conditions is now well established [28, 30], though the evidence for psy-
chosocial benefit for cancer patients is mixed and requires further research [31, 32].

As the cancer survivor population grows, the general community’s literacy
regarding cancer survivorship needs to also grow and shift from attitudes largely
driven by fear and despondency about cancer diagnoses and future survival [14], to
one in which they embrace support and inclusion of cancer survivors in the com-
munity. This required shift in attitude also applies to cancer survivors given that
research has shown that those who self-identify as survivors have better psycho-
logical well-being, sense of control and hope than those who relinquish responsi-
bility for their health to health care providers [33]. This shift in perception within
the community might also help to address the exclusion, isolation and stigma that
some cancer patients and cancer survivors experience in the community [34, 35].
Many countries have responded to this shifting need by establishing a range of
cancer advocacy, research and community information services. In Australia,
Cancer Foundations exist in each jurisdiction, as do a comprehensive network of
cancer support groups such as Cancer Voices Australia, CanTeen, and Foundations
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for specific types of cancers [36]. In the UK, Macmillan Cancer Support is an
example of an organisation undertaken a range of these roles.

The Stanford Chronic Disease Self-Management Course, developed by Kate
Lorig and colleagues at Stanford University in the United State, is a prominent
example of a peer-led group based program for people with chronic conditions [37,
38]. In the UK, it is known as the Expert Patient Program [39]. This group-based
program has been used with cancer survivors in a range of contexts with positive
outcomes [26, 40, 41] and have included web-based program delivery [42]. In the
UK, Risendal et al. [43] delivered 27 workshops to 22 Cancer Thriving and
Surviving (CTS) leaders and 244 cancer survivors to test their feasibility and
acceptability for this population. They found 95% satisfaction with this approach
and concluded that it represents, “a powerful tool toward improving health-related
outcomes in this at-risk population” (p. 771) [see also 44]. Salvatore et al. [41]
undertook a comparative study with 116 cancer survivors and 1054 non-cancer
patients with other chronic conditions investigating the applicability of this program
with cancer survivors and program outcomes. They found general health, depres-
sion, sleep, communication with health professionals, medication compliance and
physical activity improved significantly, and were sustained at 12 months.

8.2.1.2 Cancer Patients and Cancer Survivors as Navigators
of Existing Healthcare Systems

Central to chronic condition management is the active role of the person with the
health conditions in the communication loop, given that they or their informal
supports are the primary navigator across services in order to get their healthcare
needs met. However, in order to do this, cancer patients need access to their health
information. Hence, Cancer Council Australia [45] recommend that every cancer
survivor request a comprehensive care summary and follow-up plan from their
specialist once they complete their cancer treatment. For cancer patients with
existing chronic health conditions, this would also include the need for care sum-
maries and routine communication about progress between oncology specialists and
primary care providers with continuing responsibility for the coordination of care
for the person’s other health conditions and non-cancer related acute health needs.
Currently, this system navigation and communication of information between
providers is done, largely, by the cancer patient; though many cancer patients may
not have adequate capacity, access to their own health information or sufficient
health literacy or confidence to perform these roles. The Cancer Council Australia,
for example, provides a range of resources to assist cancer patients in this role (see
Box 1).
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Box 1: Suggested Questions for Cancer Survivors to Ask to their
Specialists (Source: Cancer Council Australia [45])

1. What treatments and drugs have I been given?

How often should I have a routine visit?

Which doctor(s) should I see for my follow-up cancer care?

What are the chances that my cancer will come back or that I will get

another type of cancer?

What follow-up tests, if any, should I have?

How often will I need these tests?

What symptoms should I watch for?

If I develop any of these symptoms, whom should I call?

What are the common long-term and late effects of the treatment I

received?

10. What should I do to maintain my health and wellbeing?

11. Will I have trouble getting health insurance or keeping a job because of
my cancer?

12. Are there support groups I can turn to?

Gl

ECNCORE IR B

However, this approach assumes that each patient has the capacity to be the
navigator of their own care needs. It takes little account of social determinants such
as access to and availability of other community resources and services, language
and cultural barriers, potential levels of comorbid disability, and other factors.

8.2.1.3 Referral and Coordination of Care Between Service Providers

Research has highlighted that many cancer patients have felt abandoned by the
health care system once their specialised cancer treatment is completed [19, 20].
This represents a failure in care coordination across health and support service
boundaries, given that research has also confirmed that the transition period
immediately following the conclusion of active cancer treatment is likely to be one
of a number of highly distressing points for cancer patients, and that those patients
who report higher levels of distress at such times tend to also have longer-term
problems with adjustment to life after cancer [19]. Reasons for this transition stress
in cancer patients relate to the loss of a safety net that was previously present
through intense contact with cancer treatment providers and potentially also other
cancer patients [11, 46].

In an effort to address some of these healthcare system-based communication
and coordination concerns, some governments have attempted to introduce more
system integration measures. Across England, for example, Cancer Networks
funded centrally and through local bodies were established in 2000. The various
National Health Service (NHS) organisations within each of the networks, prior to
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funding cuts in 2012 that reduced their number from 28 to 12 Networks, aim to
work together to deliver high quality, integrated cancer services for their local
populations. They bring local area clinicians, patients and managers together, “to
deliver the national cancer strategy, to improve performance of cancer services and
to facilitate communication and engagement around cancer issues” (p. 5) [47].
Similar networks have been established elsewhere for healthcare delivery more
broadly [48]. Most recently, across Australia has been the establishment of Primary
Health Networks (PHNs). These are tasked with increasing the efficiency and
effectiveness of health services for patients and supporting services to improve the
coordination of care for patients within and across health service sectors [49].

Specific to cancer survivorship care, six pilot projects were undertaken in
Victoria, Australia to test various models of coordination of care [50]. These
included shared care between cancer care services and GPs or discharge for GP
follow-up and engagement within primary care. Researchers piloting these
approaches reported high levels of acceptability and satisfaction with shared
care/discharge to GP follow-up; however, a range of barriers were also reported
which included time constraints and GP engagement. Nurse-led clinics were also
piloted and included screening, information provision, linkage with other services
and transition to GP follow-up; though, no comparison with other models of care
was undertaken.

8.2.1.4 Cancer Survivor Care Plans

Various approaches to provision of treatment summaries and survivorship care
plans (SCPs) have been explored among cancer survivors [51, 52]. Notably, the
focus of these SCPs has been on cancer specific management, rather than
patient-led identification of self-management needs, strengths and barriers that may
influence their lifestyle behaviour and engagement in care plans [53]. We know that
cancer patients’ involvement in cancer care can benefit their capacity to live well
with cancer, refocusing their lives, “in a positive, purposeful and productive way”
[54]. However, initial uncertainty and vulnerability about the longer-term future
might hamper the process of cancer patients’ active involvement in care planning
for the longer-term, at least in the early transition phase for some patients [46].

In a pilot project report by Howell et al. [50], SCPs were positively received by
cancer survivors and also perceived as a valuable communication tool by service
providers across secondary and primary care. They also found that GPs were more
likely to discuss SCPs with cancer survivors where shared care arrangements were
in place with secondary care cancer care providers. GPs were also more likely to
find SCPs helpful and relevant when information was presented in chronic condi-
tion management terms; though, time constraints were reported as a barrier to full
integration of this approach.
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The Australian Cancer Survivorship Centre [55] undertook an evaluation of
SCPs with a large sample of cancer survivors, nurse coordinators and general
practitioners (GPs) and concluded that most participants found their SCPs useful.
However, over half of cancer survivor participants had not discussed their SCP with
their GP. All nurse coordinators felt that SCPs were useful because they improved
their communications with the cancer survivor’s GP. Most GPs reported receiving a
copy of the SCP, most had read it, but few had discussed it with their patient. Few
SCPs led to the development of chronic condition self-management care plans.
Limited time and resources, competing demands, and inadequate leadership and
commitment within the organisation were reported as reasons for limited GP
involvement. A range of recommendations were proposed:

e Improved organisational commitment, leaders and multidisciplinary
engagement

e Education across all sectors to improve understanding, awareness and practice
tools
Better IT systems to improve communication
Dedicated resources to enable the implementation of SCPs across clinical
services

e More evaluation to provide more rigorous evidence.

8.2.1.5 Nurse-led Clinics

The growth in the scope of role for primary health care nurses offers one (PHCNs)
way forward to addressing the barriers to effective chronic condition management
[56], more broadly, with primary care, and there has been increasing focus on their
role [49]. Within primary care settings where cancer patients will usually begin their
contact with the health system for any chronic conditions, and for the screening of
risks for cancer [7], the PHCN is an important frontline health worker who could
play an important role in the development and delivery of a coordinated holistic
model of cancer survivorship care and chronic condition prevention, management
and self-management support [57]. McCorkle et al.’s [7] review of
self-management approaches for cancer survivorship care stress the complexity of
the care continuum for cancer survivors and the need for a champion to provide
links between primary care and oncology providers (with relevance also to all
cancer patients). This would occur within what they refer to as the “practice home’
in order to make chronic condition care planning possible for this group. In
Australia, there are over 10,000 PHCNs within general practice, with more than
60 % of clinics employing a PHCN in Australia today. Their growth has been
supported by a range of funding initiative and structural changes to the way general
practices are funded, to support them to address the needs of patients with chronic
conditions [58, 59].
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8.2.1.6 Collaborative Care: Chronic Condition Self-Management
Support (The Flinders Program)

Collaborative care has emerged as a significant model in the management of chronic
disease. It has both economic drivers but also a social justice focus underpinned by
empowerment [60, 61]. This is demonstrated by Lawn et al. [18] who state:

Self-management support provided through a partnership between the patient and support
providers reverses the focus on telling patients what they ‘should do’ to one where the
patient is supported in addressing their own agenda. It is integral in delivering more
person-centred care which promotes greater patient autonomy and control, and patient/health
professional collaboration, and re-establishing patients’ personal ownership of health... This
may be especially important for people who have experienced cancer and survived, par-
ticularly because many cancer patients report heightened feelings of fear and powerlessness
in the face of a cancer diagnosis and the threat of its recurrence (p. 3358) [see also 62, 63].

Reflective of this empowerment framework, the nationally agreed principles
underpinning effective chronic condition management and self-management sup-
port established for the Australian Government Department of Health and Ageing
[64] provide a useful framework in which to position the role of chronic condition
management and self-management for cancer survivors.

Box 2: Capabilities and Underlying Principles for Effective
Self-Management (KICMRILS)

e Know your condition

e Be actively Involved with the health practitioners to make decisions and
navigate the system

e Follow the Care plan that is agreed upon with the GP and other health
practitioners

e Monitor symptoms associated with the condition(s) and Respond to,
manage and cope with the symptoms

e Manage the physical, emotional and social Impact of the condition(s) on
your life
Live a healthy Lifestyle
Readily access Support services.

Box 3: Underlying Principles and Processes for Effective
Self-Management Support

e Assessment of self-management (learn what the patient knows, their
actions, strengths and barriers)

e Collaborative problem definition (between patient and their health
practitioners)
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e Targeting, goal setting and planning (target issues of greatest importance
to patient, set realistic goals and develop personalised care plan)

e Self-management training and support services (instruction on disease
management, behavioural support, and address physical and emotional
demands of chronic condition)

e Active and sustained follow-up (reliable follow-up leads to better
outcomes).

One example of how chronic condition self-management support has been
operationalized into practice is the Flinders Program of Chronic Condition Care
Planning [65] (see Fig. 8.3). This program incorporates the above principles of
self-management by the patient and the self-management support by health care
providers, families and other support providers in the community. It is an
evidence-based, structured interview process, using cognitive behavioral and
motivational processes that allow for assessment of self-management behaviors,
enablers and barriers to change, and collaborative identification of problems and
goals, leading to the development of an individualized person-centered
self-management care plan [65, 66]. It includes the following steps:

1. The Partners in Health Scale (PIH): A patient Likert-rated validated questionnaire
informed by the WHO and Australian National Chronic Disease Strategy prin-
ciples of self-management [67, 68]. It enables measurement of perceived change
over time where O = less favorable and 8 = more favorable self-management
capacity. Self-management rated capacities include: knowledge of condition and
treatments; quality of relationships with healthcare providers; actions taken to
monitor and respond to signs and symptoms; access to services and supports;
physical, social and emotional impacts, and lifestyle factors.

The Flinders Program

Assess Problem &
Self-Management + Goals

(KICMRILS)
Self- Medical Community / Psychosocial
Management Management Carer Support Support

Care Plan
Agreed Issues
Agreed Interventions
Shared Responsibilities
Evidence Based Practice
Review Process

Fig. 8.3 Summary of Flinders Program processes
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2. The Cue and Response Interview (C&R): An adjunct to the PIH using
open-ended questions or cues to explore the patient’s responses to the PIH in
more depth, with the patient and worker comparing their Likert-ratings to
identify agreed good self-management, agreed issues that need to be addressed,
and any discrepancies in views that can then be discussed as part of formulation
of a self-management care plan. It enables the strengths and barriers to
self-management to be explored, and checks assumptions that either the worker
or patient may have, as part of a motivational process.

3. The Problems and Goals (P&G) Assessment: Defines a problem statement from
the patient’s perspective (the problem, its impact and how it makes them feel)
and identifies specific, measurable, achievable, realistic and timely (SMART)
goals that they can work towards. It is Likert-rated, allowing measurement of
progress over time where 0 = not a problem and 8 = a significant problem; and
goal statements: 0 = no progress towards achievement and 8 = achieved.

4. Self-Management Care Plan: Includes self-management issues, aims, steps to
achieve them, who is responsible and date for review.

The Flinders Program (adapted for prevention) has been trialled with a small
sample of 25 cancer patients being treated with curative intent to investigate the
feasibility and acceptability of these care planning tools with this population [18].
Of note, both cancer patients in the active phase of treatment and later in their
cancer treatment trajectory found this approach acceptable as a means of helping
them to develop and achieve their nutrition and physical activity goals. Building
self-management capacity during the active phase of cancer treatment, rather than
waiting for treatment to be completed, has appeared to provide health and psy-
chosocial benefits.

8.3 Future Direction for Research and Practice

McCorkle et al. [7] in their review of self-management for cancer survivors stressed
that a major limitation to this approach has been the lack of a common language
that is understandable to health professionals across the disciplines and to cancer
survivors and their families. They also argue that there needs to be a common set of
actions to teach cancer patients and families how to self-manage, and greater
guidance on how to support their participation according to their preferences and
abilities, and their specific experiences as cancer patients.

More broadly, more research is needed to understand the range of enablers and
barriers to implementation of chronic care models into practice for this population.
Davy et al.’s [69] recent systematic review of factors influencing implementation of
chronic condition management models identified 38 papers addressing this issue.
They identified the following themes, each suggesting further areas for research and
practice development that might also be relevant to cancer patients and cancer
survivors with comorbid chronic conditions or risk factors for their development:
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Acceptability of the interventions for healthcare providers and patients
Preparation of healthcare providers for a CCM approach, including communi-
cation needs, necessary incentives for change, skills development and the
potential role of leaders and champions

e Supporting patients for a CCM approach, given their diverse needs and pref-
erences in engaging with care

e The resources needed for implementation and sustainability of a CCM approach,
including information and communication requirements, funding, collabora-
tions, monitoring and evaluation.

Similar themes were identified by Mitchell et al. [70] in their systematic review
of integrated models of care at the primary-secondary interface. Effective models
contained the following elements: interdisciplinary teamwork, communication
information exchange, shared care guidelines or pathways, training and education,
access and acceptability for patients, and a viable funding model.

Other considerations that represent clear gaps in current knowledge and practice,
for cancer patients, cancer survivors and patients with chronic conditions more
broadly, are also worthy of mention:

e What is the role of palliative care in the chronic disease continuum for cancer
patients and patients with chronic conditions more broadly?

e What role should chronic condition management models play for people with
chronic conditions who are then diagnosed with cancer or going through acute
cancer treatment, or dying of cancer?

e How could Advance Care Directives be incorporated into chronic condition
management models involving cancer patients and cancer survivors and more
broadly [71]?

e What is the role of information technology systems solutions to address frag-
mented care and enhance coordination and communication across the cancer
care/chronic care continuum?

e What would sustainable models of shared care that include the role of PHCNs
look like?

Overall, further translational research is also needed to determine the accept-
ability and feasibility of these approaches with cancer patients during active
treatment for their cancer and for cancer survivors, and to better understand enablers
and barriers for clinicians embedding these approaches into routine chronic con-
dition care and cancer survivorship care.
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