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Abstract

Background The increasing incidence of cancer, coupled with improved survivorship, has increased
the demand for cancer follow-up care and the need to find alternative models of care. International and
national guidelines advocate for including general practitioners (GP) in cancer follow-up care. Barriers
to implementing shared care into practice include having clinical assessment protocols for GPs, and
suitable health technology to allow two-way communication to enable oncologists to continue
overseeing care. To address these barriers, this thesis aimed to develop and implement a novel shared
cancer follow-up model of care, and evaluate the model's acceptability and feasibility to patients, GPs

and radiation oncologists (RO).

Methods Following a systematic review, this research employed a concurrent triangulation mixed
methods methodology. Participants were patients on radiotherapy follow-up care, their GP and RO. The
intervention included patients’ visiting their GP twice and the GP completing a clinical assessment
protocol, which was transferred with novel health technology to the RO in real-time to oversee care.
The quantitative component included a cross-sectional population survey and two concordance studies.
Data were analysed using frequencies, Cohen's Kappa, Fleiss Kappa, logistic regression, and odds ratio.
The qualitative component included semi-structured interviews, which were analysed thematically
using the Theoretical Framework of Acceptability. Results were then synthesised to answer the

overarching thesis' aim.

Results Four-hundred and fourteen surveys were returned (45% response rate) for the population
survey. Acceptance for radiation oncology shared cancer follow-up care was high (80%). High
Intervention Coherence and a positive Affective Attitude were significant predictive factors in accepting
shared care. Eighty-three patient-RO dyads completed the remote monitoring concordance study. The
lower-than-ideal response rate and fair to moderate patient-RO concordance meant results could not be
used to support the model. Fifteen GP-RO dyads completed the follow-up clinical assessment
concordance study, with moderate to almost perfect agreement, indicating the feasibility of the clinical
assessment tool. Thirty-two pre-intervention and 28 post-intervention interviews were performed. This
shared cancer follow-up model of care was acceptable and feasible for patients, GPs and ROs. Central
to the acceptance was the clinical assessment protocol with an in-built rapid referral option, the health
technology used to transfer the results securely from the GP to allow the RO to oversee care in real-
time and collect outcome data. Acceptability and feasibility rely on the patients' understanding of the
benefits of shared care, the patients' relationship with their GP, the oncologists' endorsement of the
model, the clinical assessments, and the health technology that allows the oncologist to continue to

OoVEersee care.



Conclusion This thesis has shown a novel shared cancer follow-up model of care that is acceptable to
patients, GPs and ROs, and feasible in practice. To support implementing this shared cancer follow-up
model of care into practice, there is a need to review funding models, have continued support for health
technology interfaces, support to ensure GPs have adequate recall systems in place, initial and ongoing
support for GPs and oncologists in the form of a shared care coordinator, and support normalising the

model into practice for all agents.
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CHAPTER 1: Introduction

Chapter overview

This chapter provides the overall context for this thesis. First, the researcher's position and the research
setting are presented. Section two provides background information on cancer follow-up care: what a
cancer survivor is, the impact of treatment, the need for follow-up care, and the different types of follow-
up care models, followed by presenting evidence for change. Finally, the thesis aim and objectives are
presented, along with the theoretical framework and significance of this research. The structure of the
thesis and how each chapter relates to the objectives are presented in table format.

Chapter 1: Introduction 1



1.1 Overview

1.1.1 Position of researcher

I have worked for over 10 years in the public health system, predominantly in cancer services, where
my focus as an employee was to lead clinical practice improvements. Throughout numerous clinical
practice projects, | listened to patients disclose their heartfelt stories, challenges, and suggestions for
improving the cancer service. Secondary to this, I monitored how many patients attended the
Wollongong and Shoalhaven cancer centres for treatment and follow-up consultations. | was acutely
aware that as more people started treatment, more were finishing their treatment and entering the follow-
up phase for many years. | saw the service demand increase over the years and knew this would continue

based on the increasing incidence of cancer diagnoses.

Having a public health and project management background, | embarked on a search to find a possible
solution to address this. | spoke with many radiation oncologists and medical oncologists and
appreciated their open views. | researched possible follow-up models that placed the patient at the centre
of the care. | realised more research was needed, and there were gaps in the evidence for change. | felt
almost ready to tackle a PhD after two Masters degrees and a decade of practical experience. | sought
a primary supervisor with a skillset who could help guide me during the research process, and together
with support from the lllawarra Shoalhaven Local Health District (ISLHD) research program, |
embarked on my PhD. | did not set out to change the health care system or revolutionise the way cancer
follow-up care was delivered, | wanted to create a more person-centred approach to improve access to
cancer follow-up care, whilst considering the hospital resources. After this, | hope that any patient can
have an open and informed shared decision-making discussion with their oncologist and GP and have

the option to choose where and who provides their follow-up care based on their values and preferences.

Previous experience using qualitative and quantitative data to support projects led me to understand and
appreciate combined methods to gain a more complex understanding of the phenomenon and the desire
to learn more. | was eager to read, explore and understand my ontological and epistemological position.
I recognised my position aligned with critical realism as the paradigm seeks explanations “in the
complexity of everyday life, those explanations may draw on different social theories” (2 p.113).
Conceptualising the study as mixed methods within this paradigm allowed me to see the phenomenon

as ontologically real, but my research tools as epistemologically relativist.
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1.1.2 Research setting

The ISLHD is south of Sydney in New South Wales (NSW), Australia, and stretches over a 250-
kilometre coastal catchment area (see Figure 1). The ISLHD provides public health services to over
400,000 people (3). and cancer services (medical oncology, haematology, and radiation oncology) to
over 10,000 people annually. Radiation oncology outpatient services are provided in a regional area at
Wollongong Hospital, and a rural area at the Shoalhaven District Memorial Hospital (see yellow stars

in Figure 1).

NORTHERN NSW
® Coledale
& Bulli
HUNTER NEW ENGLAND = Wollongong
FARWEST MID NORTH COAST ® Port Kembla
& Shellharbour
WESTERN NSW
® Kiama
® David Berry
METROPOLITAN 4 Shoalhaven
(See breakout map
MURRUMBIDGEE
RIAWARRA SHOALMAVEN
Netwrork with Vic SOUIHEEN NW ® Milton-Ulladulla

Figure 1. Map of the local health district regions in NSW and the hospitals that comprise the ISLHD

The ISLHD radiation oncology service treats more than 1500 patients with radiotherapy and performs
close to 6000 follow-up consultations annually (in 2022) (3). The service experienced a 20% increase
in follow-up consultations over the S5-year period between 2018-2022 (including telehealth
consultations during COVID-19), and treatment activity is projected to increase by 18% by 2031
(ISLHD department meeting, 2022, personal communication, 15 March). Breast, colorectal, and

prostate cancer account for a substantial proportion of radiotherapy treatment at each site (3).

Funding of healthcare in Australia

Before presenting the current cancer follow-up model of care, it is important to understand how
healthcare is funded in Australia. Australia's universal healthcare system, Medicare, is financed through
general tax revenue and a government levy. Health expenditure accounted for 10.2% of the gross
domestic product in 2019-20 (4). Medicare enrolment is open to Australian and New Zealand citizens,
permanent residents, some temporary residents, and citizens of nations that offer reciprocal benefits (5).
Medicare provides access to public hospitals with no copayment and considerable coverage for medical
services, pharmaceuticals, and other health services. In addition, approximately half of the Australian
population have private health insurance and can choose their treating doctor and elect to be treated in

a public or private hospital.
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Each state and territory in Australia have a range of private and public radiation therapy providers. Only
public radiation therapy providers are available in the Illawarra and Shoalhaven region. Therefore,
patients eligible for Medicare do not have copayments for radiation therapy treatment or consultations.

The term ‘general practitioner’ is used in many Commonwealth countries and refers to a licenced
medical doctor, usually in the community setting, who treats acute and chronic conditions to patients
of all ages and provides preventative care and health education. Other countries may refer to a general
practitioner as a primary care physician, specialist general practitioner, family doctor, family physician,
or family medical practitioner. For the purposes of this thesis, the term general practitioner or GP is

used.

Under Medicare, the Australian government provides rebates to all patients for GP consultations. GPs
can set their fees above the Medicare rebate, and some charge patients a copayment (6). There are
reported differences in how many practices do not charge a copayment, ranging from 16% (6) to 43%
(7). The practice of copayments varies across Australia, with people living in metropolitan areas less
likely to be charged copayments (7), and people in regional and rural areas more likely (6), with the
average copayment for a 15-minute consultation being $40 (7). Fifty percent of GPs have indicated that
the current funding model is financially unsustainable (8), with more patients expected to pay

copayments and at an increasing amount in the future (9).

Access to general practitioners

In Australia, patients are not allocated to a specific general practice clinic or an individual GP. Patients
can choose their GP, with a reported 79% of the population having a usual or preferred GP, and 75%
stating they could always see their preferred GP when needed (10). Australia has an average of 119.6
full-time equivalent GPs per 100,000 population (2021) (8); however, this varies across the states and
territories. Major cities have 122 GPs per 100,000, inner regional areas 114.3 per 100,000, and outer

regional, remote and very remote areas 94.3 per 100,000 (11).

Comparatively, Portugal has an average of 273 GPs per 100,000 (2021); Ireland 179; Canada 115
(2015) (12); the United States of America 111.7 (2019) (13); the Netherlands 90.9 (2021) (12); Germany
71.9 (2021) (12); and the United Kingdom 59.6 (2021) (14).
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Health professionals communication

In Australia, a government initiative, MyHealth Record, is an online summary of an individual’s health
information. It was developed to allow doctors, hospitals and other health professionals involved in
patient care to access health information. Although there are 23 million registered individuals, the use
of MyHealth Record has been limited. Whilst 18% of patients who presented to an emergency
department had their file accessed by a pharmacist (15), fewer than 2% had their file accessed by a
nurse or doctor (2020-21) (15). Ninety-nine percent of GPs are registered and have used MyHealth

Record; in comparison, 31% of specialists are registered, and only 13% have used it.

The primary method of communication between health professionals is via letters, delivered by mail,
fax or secure messaging system. There is no consistent communication method between health
professionals, and it varies across states, territories and health services. In this study setting, the two
hospitals upload oncology consultant letters to the MyHealth Record, and the letter is also sent either
electronically or via mail to the patient’s GP. When GPs refer a patient to the oncology service, this is
primarily via a hard copy letter the patient presents to the oncology service. However, local projects are
improving the uptake of electronic referrals. Besides patient referrals, GPs do not have a streamlined
method to communicate or inform an oncologist if they have managed a patient regarding any cancer-
related treatment side effects.

1.2 Cancer follow-up care

Cancer survivorship

The term cancer survivor refers to any individual living with cancer or who has had cancer (16). The
survivorship phase refers to a cancer survivor navigating life after their diagnosis and usually after
treatment (17). Cancer survivors who have had active treatment, such as chemotherapy, surgery,
radiation oncology, and/or immunotherapy, usually transition to routine follow-up care for many years
(18). Follow-up care aims to assess and treat short- and long-term side effects, monitor for recurrence,

and provide psychosocial support (19-21).

Once cancer survivors have completed active treatment, many cancer survivors experience physical and
psychosocial symptoms (20,21,22), as discussed in the next section. After treatment, adjusting to life
with less medical involvement can take months or years (22). During this phase, many cancer survivors
reconstruct their identity and adapt their life plans as they take greater personal responsibility in

managing their follow-up care (23-25).

The impact of cancer treatment on physical health and psychosocial health

Although cancer treatments have improved cancer survival rates, they can also cause a range of physical
side effects and psychosocial effects (26). Physical side effects after cancer treatment can include
fatigue, constipation, diarrhoea, incontinence, nausea and vomiting, pain, sexual dysfunction, skin

problems, sleep problems, secondary cancers, etcetera (26-29). These physical side effects can develop
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during treatment and remain for months to years, whereas late side effects may appear years later. Risk
factors for late side effects vary by diagnosis, the type of treatment, age, time since treatment, genetics
and other psychosocial factors. Therefore, consistent and comprehensive long-term follow-up care is
needed to prevent, minimise and manage these side effects (30).

Most cancer survivors adjust well to their pre-diagnosis life by reintegrating into the workplace and
family roles; however, many experience psychosocial health concerns (31-33). Psychosocial health
refers to a “person's sexual, emotional, social, environmental, cognitive, religious, moral and spiritual
satisfaction” (34 p.395). The impact of cancer treatment on psychosocial health may include body image
and self-esteem changes, depression, fear that cancer will return, difficulty finding meaning in life,
grief, guilt, loneliness, difficulty navigating relationships, seeking or rejecting spirituality, and stress
(35). The standard follow-up routine leaves many cancer survivors with unmet psychosocial needs
(36,37).

The fear of cancer recurrence may last for years or even a lifetime (38). Known as 'Damocles syndrome’,
this phenomenon is one where the person feels a heightened sense of mortality due to the chance of
cancer recurrence (39). It is based on the Greek mythological figure, Damocles, who was seated at a
feast, but under constant peril from the sword hanging above him attached by a single hair (see Figure
2).

Figure 2. Greek Mythology figure of Damocles, illustrating the Damocles Syndrome (source: 40)
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Managing physical and psychosocial health for cancer survivors

The physical and psychosocial effects of cancer diagnosis and treatment require follow-up care to
monitor, treat and provide strategies for health behaviour changes to improve overall outcomes (41).
Cancer survivors are considered an at-risk population based on their cancer diagnosis and treatment and
face additional risks of morbidity and reduced quality of life (20). Additionally, maladaptive health
behaviours, such as a sedentary lifestyle or unhealthy eating habits, have led to poor health-related
outcomes in cancer survivors (42). Fortunately, cancer survivors want to know how to improve their
overall health and reduce their chance of cancer recurrence (43). They do this by seeking support from
their oncologists and GPs for guidance concerning their physical and psychosocial health (38,41). This
is an opportunity for health providers to intervene in the follow-up phase to positively impact the cancer

survivor's health outcomes (44).

Routine assessment of cancer survivors' level of psychosocial health has been consistently
recommended as part of cancer care to meet the needs of cancer survivors beyond treatment-related
physical difficulties (45,46). “Cancer survivors often prefer psychosocial care by their GP, and GPs
generally consider they are well placed to provide this care” (47 p.444). However, GPs have been
minimally or not involved in the evaluation of psychosocial intervention outside of the hospital setting
(47). When only a GP was involved in psychosocial interventions, results showed no positive or
negative difference in the patient's psychosocial symptoms (48-52). However, positive changes to
psychosocial symptoms were accomplished by psychosocial interventions that were administered by

multidisciplinary teams, such as a shared care arrangement (53-55).

The demand for cancer follow-up care

Given cancer treatments' physical and psychosocial impacts, there is a need for ongoing cancer follow-
up care, and the demand for follow-up care is growing. The increased demand for cancer follow-up care
is attributed to an ageing population, increasing incidence and prevalence of cancer worldwide, and
improved patient screening and treatment options (56). As a result, the projected number of new cancer
cases worldwide by 2030 is estimated to be 21.7 million, an increase from 14.1 million in 2012 (56).

This equates to a global increase of 35% in new cancer cases over an 18-year period.

Incidence rates in Australia have followed the same trend, increasing 38% over 18 years (85,231 in
2000, projected 138,321 in 2018) (57). Although survival data varies by cancer type stage, the global
five-year survival rate for all cancers has increased from 50% in 1990-1977 to 67% in 2007-2013 (58),
and from 48% in 1984-1988 to 70% in 2013-2017 in Australia (59). Australia has one of the best relative

survival rates; consequently, there is a growing need to review cancer follow-up care.
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Guidelines for cancer follow-up care

Australian oncologists are generally guided by the National Institute for Clinical Excellence (NICE),
the American Society of Clinical Oncology (ASCO) and the National Comprehensive Cancer Network
(NCCN) guidelines. These guidelines are used regarding the frequency and timeframe for follow-up

care and are summarised in Table 2.

The ASCO and NCCN guidelines acknowledge a report from the Institute of Medicine (IOM) that saw
cancer care was in crisis and urgently needed change. The IOM concluded that “cancer care is often not
as patient-centred, accessible, coordinated or evidence-based as it could be” (60 p.20). This report from
the IOM has formed the basis for change internationally and made a recommendation for four distinct
phases of survivorship care:
“1. Prevention and detection of new cancers and recurrent cancer; 2. Surveillance for cancer
spread, recurrence, or second cancers; 3. Intervention for consequences of cancer and its
treatment; and, 4. Coordination between specialists and primary care providers to ensure that
all of the survivor's health needs are met” (60 p.366).

Although the health systems of the United States of America and Australia differ, the recommendation
to include the GP in the follow-up phase is echoed internationally (61-64). The Clinical Oncology
Society of Australia does not have specific guidelines; however, they have a position statement for
survivorship care. This position statement highlights the need to enhance the coordination and
integration of care and access to equitable services (65). Similarly, Cancer Australia's survivorship
principles state that survivorship care needs to be person-centred, evidenced-based, coordinated and

integrated across the healthcare settings (66).

Cancer Australia is due to release its first national cancer plan in April 2023, adopting Optimal Care
Pathways (OCP). The OCPs present “key principles and practices required at each stage of the care
pathway to guide the delivery of consistent, safe, high-quality, evidence-based care, including in the
survivorship phase” (67 p.76) (see Table 2). Transitioning from active treatment to survivorship, the
OCPs present several follow-up models for consideration (shared care, GP-led, nurse-led, and telehealth
— discussed in more detail below). The OCPs recognise that whilst some cancer survivors will require
ongoing oncologist-led follow-up care, for others, a shared care arrangement with their GP may be
appropriate (67). Whilst the OCPs highlight the need for ongoing communication between GPs and
oncologists for shared care (67), they do not specify how this communication would work in clinical

practice.
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Table 2. ASCO, NCCN, NICE Guidelines to cancer follow-up care

American Cancer Society / American Society of = National Comprehensive Cancer Network National Institute for Australia — Optimal Care Pathways, Step S:

Clinical Oncology, Clinical Excellence Care after initial treatment and recovery

Breast 2016 (68) Prostate, 2014 (69) Not tumour specific 2022  Breast (18) Breast, 2018 (70) Breast 2016 (68) Prostate, 2014 (71)
(18)

Target Primary care providers, Primary care providers, ~ Oncology and primary care practices. Healthcare Both health professionals and a synthesised

audience medical oncologists, medical oncologists, professionals, version for patients, carers and families.
radiation oncologists, radiation oncologists, Commissioners and
and other clinicians and other clinicians providers of breast
caring for breast cancer  caring for prostate cancer services,

SUIvivors. cancer survivors. people with early and
locally advanced
breast cancer, their
families and carers.

Surveillance  Physical examination Measure PSA every 6- N/A History and Annual mammogram.  Physical examination =~ Measure PSA every 6-
every 3-6 months for 3 12 months for the first physical exam every 3-6 months for 12 months for the first
years. 6-12 months for 5y, then annually. 1-4 times per 3 years. 6-12 months Sy, then annually.
the following 2 years, Refer to oncologist if year for 5y and for the following 2 Refer to oncologist if
then annually. rising PSA. Perform an then annually. years, then annually. rising PSA. Perform an
Annual mammogram. annual digital rectal Annual Annual mammogram.  annual digital rectal
MRI only if high risk.  exam in coordination mammogram. MRI only if high risk.  exam in coordination

with the specialist to with the specialist to
avoid duplication. avoid duplication.

Long-term Assessment and Assessment and Assessed for Endocrine Provide information Assessment and management of physical and

management  management of management of physical  cardiovascular disease therapy. on psychological psychosocial long-term and late effects of breast
physical and and psychosocial long- risk. Assessed for anxiety, support. cancer and treatment e.g. body image, fatigue,

psychosocial long-term
and late effects of
breast cancer and
treatment e.g. body
image, fatigue, bone
pain, lymphoedema,
cardiotoxicity

term and late effects of
prostate cancer and
treatment. E.g. anaemia,
bowel dysfunction,
cardiovascular and
metabolic effects,
distress/depression/
anxiety, fracture risk,
sexual dysfunction/body
image. sexual intimacy,
urinary dysfunction, and
vasomotor symptoms.

depression, trauma and
distress. Assess cognitive
function, fatigue,
lymphoedema, pain,
hormone-related
symptoms, sexual
function, sleep disorders.

Psychosocial effects: fear
of recurrence, employment
and return to work,
financial burden.

bone pain, lymphoedema, cardiotoxicity
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Health
promotion/
health
behaviour

Educate the patient on
signs and symptoms.
Assess patient
information needs.
Discuss obesity,
physical activity,
nutrition, smoking,
sexual health

Assess information
needs. Discuss obesity,
physical activity,

nutrition, and smoking.

All survivors should be Educate,
encouraged to set monitor and
incremental as well as refer for
ultimate goals for diet, lymphoedema
physical activity, and management.

weight management. At a
minimum, all survivors
should be encouraged.

Healthy lifestyles, physical
activity, nutrition and
weight management,
supplement use, health
behaviour change,
immunisations and
prevention of infections.

Provide advice on
healthy lifestyle;
weight, alcohol,
regular physical

activity, and smoking.

Encourage and support the patient to reduce
modifiable risk factors for recurrence as well as
other chronic diseases (smoking, healthy diet,
sun smart, limit alcohol, be physically activity,
maintaining healthy body weight).

Coordination

Have a treatment
summary or care plan.
Communicate with
oncology team.

Treating specialist to
provide treatment
summary to GP.
Primary care clinicians
and treating oncology

specialists should confer

regarding the
survivorship care plan
components and
determine roles and
responsibilities.

Coordination of care between the primary care
provider and specialists is encouraged.

Need a written care
plan.

People have the right
to be involved in
discussions and make
informed decisions
about their care.

Responsibility for follow-up care should be
agreed between the lead clinician, the GP,
relevant members of the multidisciplinary team

and the patient.

Supports written treatment summary, including:
diagnostic tests and results, diagnosis including
stage and prognosis, tumour characteristics,
treatment received and dates, current toxicities
and side effects and expected outcomes,
treatment plans for side effects, follow-up
schedule and contact information.

Screening

Assess risk and offer
family genetic
counselling.

Cervical, every 3y,
ages 30-65 every 5y.
Colorectal, from age
50. Lung, if current of
former smoke, from
age 5.

Screen for colorectal
cancers. Refer if
bleeding, pain other
symptoms. If
haematuria, perform
evaluation to rule out
bladder cancer.

Genetic
screening

Screening for subsequent
new primary cancers.
Breast annually from age
30 or 8 years after
radiation. Annual skin
check. Colorectal from age
30 or 5y after radiation.

N/A

Annual mammogram.
Genetic screening and
update family history.

Assess risk and offer
family genetic
counselling.

Cervical, every 3y,
ages 30-65 every 5y.
Colorectal, from age
50. Lung, if current of
former smoke, from
age 50.
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Person-centred care

Before describing the different models of care, a discussion of person-centred care is valuable. Person-
centred care is a term that is becoming increasingly familiar and important in healthcare and refers to
placing the patient at the centre of care (72). There is no universally agreed-upon definition of person-
centred care; however, it supports patients in making informed decisions, managing their health and
care, and deciding when representatives may act in their stead (73). Furthermore, person-centred care
requires a collaborative effort from services to adapt to changes in an individual's needs, concerns,

family situation, social circumstances, lifestyles and preferences (74).

In the traditional biomedical healthcare model, medical practitioners instruct and prescribe healthcare
treatment with little consultation from patients and families (75). The shift to a person-centred care
approach creates flexibility in providing healthcare services and is tailored to meet the individual's
needs (75). Person-centred care enhances healthcare quality and has become an independent measure
of quality (74). Cancer follow-up guidelines acknowledge that new models of care should incorporate
person-centred care principles and recognise the importance of patient involvement in designing
healthcare (74,76,77). This thesis engages with patients to help foster a better working partnership and

evaluate the model of care to assess if the model meets the patient's needs, preferences and values.

Cancer follow-up models of care
“As the number of cancer survivors increases worldwide, there have been many efforts to define and
advocate for quality survivorship care, with the ultimate aim to improve survival, physical symptoms,
psychosocial effects and quality of life” (30 p.197). A model of care generally describes how healthcare
services are provided and:
“...outlines best practice care and services for a person, population group or patient
cohort as they progress through the stages of a condition, injury or event. It aims to
ensure people get the right care, at the right time, by the right team and in the right
place” (78 p.7).

As the understanding of side effects and the long-term management of cancer survivors has increased,

different cancer follow-up care strategies have developed over the past 20 years.

Oncologist-led model of care

Oncologists are the specialists that diagnose, stage, and treat cancer and monitor cancer survivors for
late side effects and recurrence. In Australia, an oncologist completes an additional six years of training
after graduation as a doctor. There are different types of oncologists: medical oncologists, radiation
oncologists, haematologists and surgical oncologists. Depending on a cancer survivor's cancer and
treatment, patients may be cared for by one or all of these oncologists, each taking the lead at different

times during the treatment pathway.
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The oncologist-led model of care is the most common and accepted model internationally (79-90) and
is the current model used in Australia. In Australia, the oncologist-led model of care may occur in the
public or private setting. The oncologist manages patient care throughout the disease by explaining the
cancer diagnosis, establishing the disease stage, discussing treatment options, overseeing treatment
delivery and managing symptoms and side effects of delivered treatment (21). The oncologist-led
model of care is usually parallel to a patient's GP being involved in other facets of the patient's health
and well-being (91).

General practitioner-led
A GP is a doctor who treats common medical conditions, manages chronic conditions in the
community, and coordinates care by referring patients to hospitals and specialists as required (92). A
GP completes a three-year specialist training program after a residency in the hospital setting. The GP
focuses on the patient’s whole health, combining psychological and social contributions to health,

therefore applying bio-psychosocial-semiotic approaches to patient management (93).

GPs are usually the first point of contact when cancer is suspected or diagnosed. Routine
cancer follow-up care in general practice is not standard (94). Studies have transferred care entirely
from the oncologist to the GP, and results show no difference between recurrence and quality of life
(95). GP-led care may be suitable for low-risk patients or patients who live in rural or remote areas with
impeded access to specialist care (96). However, barriers to adopting a GP-led model can be attributed
to the perception of some oncologists and cancer survivors that GPs lack sufficient cancer-specific skills
(97,98) and prefer traditional models of care (97,99,100). Another factor highlighted is that some
oncologists report that if GPs were to conduct follow-up care, there is currently no mechanism for them

to report back to the oncologist (Miller A, 2023, personal communication, 15 March).

Oncology nurse-led

A nurse is a licensed healthcare professional trained to care for people and provide health education;
medical practitioners usually supervise them. Oncology nurses have the requisite training and expertise
to detect and manage short and long-term side effects and refer to appropriate services (96). An
oncology nurse-led cancer follow-up model of care can occur in a primary or non-primary healthcare
setting and be face-to-face or via telehealth. Studies have demonstrated the effectiveness, safety,
acceptability, cost-effectiveness of oncology nurse-led clinics (101-103) and decreased clinic waiting
times (104).

Nurse-led cancer follow-up care has been reviewed as an option for fulfilling person-centred care
principles for cancer survivors (105). However, there are conflicting studies regarding cancer survivors'
preference between a GP and a nurse for follow-up care. For example, two studies in Australia with
breast cancer survivors found that follow-up care with a breast care nurse was preferred to a GP

(106,107). This is similar to lung cancer survivors in the United Kingdom (104). However, it was also
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found that if a physical examination were needed, as it is with breast cancer, they would prefer their GP
over the breast care nurse (107). Although this model appears feasible and acceptable, it still requires
the GP or oncologist participation to oversee the care and refer for specific tests and medicines (107).

Technology-enabled care

Technology-enabled care is the umbrella term for healthcare services using health technology such as
telehealth, digital health, virtual video care, e-health services, self-care apps to support care (108) and
is an ongoing area of research and development. The setting varies for technology-enabled care and
may be self-administered by the patient or administered and monitored by the nurse, GP or oncologist.
Technology-enabled care is useful for administering healthcare to patients who are geographically
separated from providers (109). Prior to the COVID-19 pandemic, technology-enabled care was not
widely adopted for cancer follow-up care (110). During COVID-19 many cancer follow-up
consultations used telehealth to reduce the risk of infection to the cancer survivor and to protect the
healthcare staff. Although a relatively new concept and an emerging research area, cancer survivors
stated that telehealth could never totally replace physical follow-up consultations (111), some
oncologists are concerned about telehealth's impact on survival (112).

Shared care

A shared cancer follow-up model of care is distinct from the sole transfer or discharge of care from
one care provider to another. A shared cancer follow-up model of care harnesses the expertise of
various health professionals (113) and involves explicit sharing of information and coordination of
follow-up care (64), usually between a GP and a specialist (for example, a surgeon, medical oncologist,
and radiation oncologist). The realisation of shared care as a possible model for cancer follow-up care
aligns with emerging perceptions of cancer as a chronic condition (41). Additionally, shared care is
prevalent for managing antenatal care and some chronic health conditions, such as heart disease,
diabetes and asthma (114-117).

Shared cancer follow-up care is safe and offers no differences in recurrence rates or quality of life
compared to the oncologist-led model (51,118,119). Shared cancer follow-up care facilitates
comprehensive care as a possible benefit to cancer survivors (120). However, for health services to be

person-centred, they need agility and integration to meet patients' needs, values and preferences (75).
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1.3 Problem statement

The increasing incidence of cancer, coupled with improved survivorship, has increased the demand for
cancer follow-up care and the need to find alternative models of care, including ones that place the
patient at the centre of the care whilst also satisfying the needs of the involved clinicians (GPs and
oncologists). International and national clinical guidelines advocate for including GPs in the follow-up

phase for cancer patients in a shared care model.

A wealth of international evidence has demonstrated that when a GP is involved in cancer follow-up
care, there is no difference in the recurrence rate detected between oncologists and GPs, no difference
in quality of life, and it is cost-effective. Furthermore, many patients welcome their GP having a more
prominent role in their cancer follow-up care, and GPs want to have this expanded role; they both

emphasise the need for ongoing support from the oncologist (121-123).

However, the adoption and implementation of shared cancer follow-up care is limited. For shared care
to be truly shared, the GP and the oncologist must be involved in each episode of care. There is no
shared cancer follow-up model of care in Australia where the GP performs routine cancer follow-up
care, and the oncologist continues to oversee the care in real-time. There is a need to identify tangible
barriers and facilitators to implementing shared cancer follow-up care and address them using
evidenced-based research methods.

1.4 Thesis aim and objectives
The overarching aim of this thesis was to develop and implement a novel shared cancer follow-up model
of care and evaluate the acceptability and feasibility to patients, general practitioners and oncologists.

The objectives were:

1. To identify the barriers and facilitators for shared cancer follow-up care between general practitioners
and oncologists.
2. To determine the level of acceptance for shared cancer follow-up care in the ISLHD cancer patients.
3. To develop a shared cancer care follow-up model of care.
3a. To test the model and determine the concordance in clinical data between patients and
oncologists completing the follow-up clinical assessment in the radiation oncology setting.
3b. To test the model and determine the concordance in clinical data between GPs and
oncologists completing the follow-up clinical assessment in the radiation oncology setting.

3c. To evaluate the acceptability of the model to patients, GPs and ROs.
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1.5 Theoretical Framework
Chapter 1 has presented the researcher's position and setting, background information on cancer follow-
up care, evidence for change and the thesis aim and objectives. This section provides the theoretical

framework informing this research.

Developing and embedding new models of care in health services is complex (124). Models of care
should consider the people involved and the organisational context to evaluate the ability to sustain and
establish the change. Theoretical frameworks provide the rationale for conducting the research and are
used to make research findings meaningful and generalisable (125). The theoretical framework used to
guide the design and interpretation of some of the studies in this thesis was the Theoretical Framework
of Acceptability (TFA).

The TFA is a multi-construct theoretical framework created to support the evaluation of the
acceptability of healthcare interventions. It centres around the perspectives of the people involved in
the intervention and those who administer the intervention (126). “The TFA is a multi-faceted construct,
represented by seven component constructs: affective attitude, burden, perceived effectiveness,

ethicality, intervention coherence, opportunity costs, and self-efficacy” (126 p.9) (see Figure 3).

The TFA can be used prospectively, concurrently and/or retrospectively. That is, a healthcare
intervention's acceptability can be assessed before engaging in the intervention. For this thesis, the TFA
was used to guide the analysis of the quantitative population survey, the qualitative interviews, and the

mixing of the results.

The Theoretical Framework of Acceptability

A multi-faceted construct that reflects the extent to which people delivering or receiving a healthcare intervention consider it to
be appropriate, based on anticipated or experiential cognitive and emotional responses to the intervention.

—

Ethicalit Intervention Opportunity Perceived Self-efficacy
. Burden The extentyto Coherence Costs Effectiveness The participant's
Affective The perceived whichthe The extent to The extent to The extent to confidence that
Am_tud_e_ amountof effort : . whichthe which benefits, whichthe they can perform
How an individual ) . intervention has e ) . S )
that is required to good fit with an participant profits or values intervention is the behaviour(s)
fgels abogtthe participate inthe individual's value understandsthe mustbe given up perceived as likely required to
intervention intervention intervention and to engageinthe to achieve its participate in the
system . . ) X X
how it works intervention purpose intervention
Prospective acceptability Concurrentacceptability Retrospective acceptability
Prior to participatingin the Whilst participating in the After participatingin the
intervention intervention intervention

Figure 3. The constructs of The Theoretical Framework of Acceptability (source: 126)
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1.6 Significance of the research

The proposed research is significant as it seeks to address an identified gap in allowing the GP to
perform routine cancer follow-up care whilst the oncologist continues to oversee the care in real-time
at each episode of care. Figure 4 presents the proposed two-way communication transfer between the

oncologist and the GP. This research seeks to contribute to the growing body of literature on shared

S

cancer follow-up care.

—

General
Practitioner

N
i

&-

Oncologist

Figure 4. Diagram of the proposed communication path between the oncologist and general practitioner
for the shared cancer follow-up model of care

1.7 Thesis outline
This thesis is structured into nine chapters, including the current introduction chapter (Chapter 1).
Chapter 2 details the methodology and methods used in this thesis. More specific details for each study

are included in the Methods section of Chapters 3-8.

Table 3 provides an outline of the structure of this thesis, stating which chapters address the thesis
objectives. The final chapter, Chapter 9, synthesises the qualitative and quantitative results, positions

the findings of this thesis and outlines future implications to policy and organisations.

Chapter 1: Introduction 16



Table 3. Overview of thesis structure

Chapter

Objective the chapter addresses

1 Introduction and background

(]

Methodology and Methods

3 Factors influencing the translation of
shared cancer follow-up care into
clinical practice: A systematic review

Objective 1. To identify the barriers and
facilitators for shared cancer follow-up care
between general practitioners and
oncologists.

4 Patients' acceptance of a shared cancer
follow-up model of care between
general practitioners and radiation
oncologists: A population-based
questionnaire using the Theoretical
Framework of Acceptability

Objective 2. To determine the level of
acceptance for shared cancer follow-up care
in the ISLHD cancer patients.

5 A shared cancer follow-up model of care

between general practitioners and
radiation oncologists for patients with
breast, prostate, and colorectal cancer:
Protocol for a mixed methods
implementation study

Objective 3. To develop a shared cancer care
follow-up model of care.

6 Patient self-reported follow-up for
radiation oncology patients during
COVID-19: Feasibility and patient-
clinician agreement

Objective 3a. To test the model and
determine the concordance in clinical data
between patients and oncologists completing
the follow-up clinical assessment in the
radiation oncology setting.

7 Concordance between general
practitioners and radiation oncologists
for cancer follow-up care

Objective 3b. To test the model and
determine the concordance in clinical data
between GPs and oncologists completing the
follow-up clinical assessment in the radiation
oncology setting.

8 Acceptability of a shared cancer follow-

up model of care between general
practitioners and radiation oncologists:
A qualitative evaluation

Objective 3c. To evaluate the acceptability of
the model to patients, GPs and ROs.

9 Discussion and Conclusion

Chapter summary

Chapter 1 introduced the reader to the researcher's position and described the research setting. It

provided an overview of cancer follow-up care, described the different models of care, and presented

the need to develop new care models to help address capacity issues and person-centred care domains.

The chapter concludes by presenting the aim and objectives, the theoretical framework, the significance

of the research, and an outline of this thesis.
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CHAPTER 2: Methodology and Methods

Chapter overview
This chapter provides the researcher's philosophical viewpoint and discusses how mixed methods
research design is the most suitable methodological approach to address the aim and objectives.

Following this, rigour and ethical considerations are presented.
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2.1 Philosophical paradigm

Research paradigms are sets of commonly held beliefs and assumptions and are a way of thinking. A
research paradigm reflects the researcher's beliefs about the world and how they see it and interpret acts
within it. The parameters for a research paradigm are defined by:

1. Ontology - What constitutes the properties of reality?

2. Epistemology - What is the relationship between the researcher and what is being studied?

3. Methodology - How can the researcher ascertain what they believe can be known? (127)

The first chapter (Section 1.1.1) adopted the position of critical realist research. Critical realism
“combines a realist ontology (there is something to find out about) with a relativistic epistemology
(different people will come to know different things in different ways)” (2 p.113). Critical realism is a
paradigm that views the real world and the observable world as distinct entities (2). What is observable
in reality is socially constructed with structures and agency based on our perceptions and experiences
that are under constant internal influence; that is, what we can observe is less than what is real. From
an ontological perspective, structure and agency are “distinct and yet equally real” (128 p.74). Research
techniques that adhere to this paradigm use strategies that concentrate on “who is doing what, with
whom and for which reasons” (129 p.640) to explain structure properties and understand agency as it

relates to structures.

Ontologically, critical realism proposes a stratified reality into three domains: real, actual and empirical
(130). Critical realists understand that the research will not be able to capture all the nuances of their
experiences, and it describes a social world that presents opportunities to implement interventions and
affect change. Bhaskar (131) understood reality as complex overlapping layers with their own
distinctive characteristics. These layers are depicted in Figure 5; at the base of the iceberg, the real
domain is where everything exists but cannot be seen. In the middle is the actual domain, where
mechanisms generate observed and unobserved events. At the top is the empirical domain, that is, what
we as researchers observe (132). Bhaskar's stratified approach can be applied to the natural, biological,

and physical worlds, making it ideal for healthcare.
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Empirical Level
- experienced and observed

| events
- events understood through
human interpretation |

- Actual Level

- events occur, whether observed
or not

Real Level
- causal mechanisms within

objects or structures cause

events at empirical level to occur

Figure 5. An Iceberg Metaphor for critical realism ontology (source: 133)

In relation to Figure 5, the critical realist recognises the real domain of structures as hidden. Changes
in structure, such as changes in health technology mechanisms (presented on the next page), affect
changes in the actual domain, and some of the results and changes to the altered communication are
perceived in the empirical domain. While attempting to answer the how and why of certain events or
phenomena, critical realism can be utilised to inform the research method to explain outcomes and
events (134). That is, critical realism acknowledges that emergent mechanisms make up interventions
and systems. (135).

The agents in this thesis are the patients, GPs and ROs. While they offer viewpoints that are subjectively
significant at the empirical level (thus valuable for research), these viewpoints cannot be compared to
and do not govern objective reality (136). Critical realism aims “to develop and provide deeper levels
of explanation and understanding of causal or generative mechanisms” (137 p.1210). The structure and
agency interaction shapes human life and society.

Structures such as hospitals precede the agents who use them and work in them and outlast the agents.

However, the hospital can only exist as a hospital, not an empty building, through the activities of the

agents who use it. The interdependence of structure and human agency is central to critical realism:
“Social structures provide resources that enable individuals to act, as well as placing
limits on individual behaviour. However, the behaviour of human agents is not
exclusively determined by social structures, as agents are also able to transform social
structures by responding creatively to the circumstances in which they find themselves”
(138 p.413).
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Critical realist-informed research is important in explaining social behaviour by identifying the agent-
agent and agent-structure relationship. These relationships can be influenced or triggered by

mechanisms. The health technology mechanisms implemented within this thesis at the actual level elicit

an observable change in the empirical domain. These are listed below in Table 4:

Table 4. Health technology mechanisms used within the intervention

What is it? How is it used in the intervention?

Clinical Cancer follow-up clinical questions for | GPs access the clinical assessment,

assessments patients on radiation oncology follow- | complete the set of prescribed
up. questions, and the results are
A copy of the clinical assessments is returned to the oncologist.
available in Section 7.3, Table 17 and | The clinical assessment includes a
18. rapid referral option for patients in

the shared care model.

HealthPathways HealthPathways is a frequently used For the intervention, GPs can
website platform for GPs, containing navigate to Oncology Care and
local referral and treatment guidelines | select a weblink to access the shared
developed collaboratively by Local cancer follow-up clinical assessment
Health District clinicians and primary | for breast, prostate and colorectal
care clinicians. cancer.

PROsaiq PROsaiq® is a webserver that The webform contains placeholders
processes the clinical assessments in for patient identifiers, and when the
MOSAIQ to produce a webpage and form is submitted by the GP, the
which can then be presented as a webserver securely imports the file
weblink on HealthPathways. into the patient's oncological

medical record in MOSAIQ®.

MOSAIQ® MOSAIQ® is the oncology Includes an internal alert system
information system used at the hospital | (QCL) for the oncologist to review
cancer centres. the patient file when the GP has

submitted the clinical assessment.
Clinical outcome data available can
be viewed by the RO and remains in
the patient’s oncological medical
record.

Argus Argus is a secure electronic messaging | Once the RO has reviewed the
system used to transfer electronic patient's clinical assessment in
letters and referrals between providers | MOSAIQ from the GP, this triggers
to communicate confidential patient- the creation of an autogenerated
related information in line with privacy | letter, that is then sent via Argus to
standards. the GP.

If the general practice does not use
Argus, a physical copy of the letter
is posted.
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Critical realism can be used to understand how and why hidden structures influence healthcare
interventions operating within the context of primary healthcare settings (134). That is, given that
critical realism holds that no single truth is observable, mixed methods methodology allows several
different perspectives to observe a phenomenon. This integration of methods fosters the understanding
of the complexity of reality (139). A critical realist can synthesise and discuss convergences and
divergences from the quantitative and qualitative data legitimately using mixed methods. Collecting
perceptions and reflections-based data and analysing the relationships is helpful in evaluation studies.

This paradigm is applicable as this thesis evaluated perceptions of a healthcare intervention.

Additionally, critical realists think that we must embrace epistemic relativism and that we cannot be
naive about our knowledge and experience. Epistemic relativism recognises that there is no guarantee
that our knowledge corresponds to how things are (140). Critical realism acknowledges the difficulty
of achieving objectivity and that the real world exists independently of human perception (131). As
such, a critical realist attempts to achieve objectivity by recognising and understanding their own bias
and, like many other paradigmatic views, approaches the subject from numerous angles to create a well-
rounded understanding of the subject. This enables researchers to view the field broadly without being

constrained by their own biases and preconceptions (131).
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2.2 Methodological approach

Quantitative research allows for larger sample sizes and includes methods to minimise confounding
factors, allowing the results to be generalised (141). The population survey (Chapter 4) and concordance
studies (Chapters 6 and 7) provide local and robust closed-ended information about the research
problem. The quantitative methods allow researchers to evaluate the content of the healthcare

intervention.

Conversely, qualitative methods allow the evaluation of the context of the healthcare intervention as it
allows the researcher to understand a phenomenon in context and usually uses smaller representative
sample sizes (142). Therefore, qualitative inquiry is appropriate for this thesis as it depicts the
participants' (patients, GPs and ROs) experience and views at the empirical level of the healthcare
intervention (143).

From a critical realist perspective, quantitative studies alone are inadequate for explaining the complex
open systems of the social world in a meaningful way (144). Critical realists understand that to correctly
identify and explain the structural mechanisms that contribute to social phenomena, they require
gualitative empirical evidence to explain mechanisms that generate the social phenomena. Therefore, a

balance of quantitative and qualitative studies was required.

This thesis used a concurrent triangulation mixed method research design where it integrated
guantitative and qualitative data to answer the thesis aim (see Figure 6). Mixed methods are increasingly
recognised as crucial for implementation in health services (145) and reduce potential biases that may

be present in either qualitative or quantitative research alone (143).

4 )

Quantitative data

- J Data convergence Data interpretation

4 ) /
Qualitative data

. J
Figure 6. Diagram of concurrent triangulation mixed methods
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2.3 Study design and methods used in this thesis

A design framework establishes how data is collected and analysed to answer a particular research
problem (146). The overarching methodological approach and research aim will determine the type of
research study design. This thesis utilised a cross-sectional study design, described further below. A
systematic review is a secondary research design used to inform other research designs and will be

described first.

2.3.1 Study designs
Systematic review

A systematic review is a secondary study design used to summarise the results of several primary
research studies and is transparent and replicable (147). A systematic review is important to synthesise
the current evidence and identify gaps. Systematic reviews have a formulated question and follow a
rigorous method to select, appraise, and analyse the data from the studies. The gold standard for
systematic reviews is to follow the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) methods (148), which includes a 27-item checklist and a four-phase flow diagram
(149).

A systematic review with a critical realist perspective looks beyond the findings' concepts and
relationships. It aims to provide a retroductive response to the question of what actual phenomena led
to the empirical observations and what underlying mechanisms or structures were necessary to produce
the latter (150). The systematic review included in this thesis, Chapter 3, aimed to identify the barriers
and facilitators for shared cancer follow-up care between general practitioners and oncologists. The
findings from the systematic review were important in informing the development of the shared cancer

follow-up model of care.

Cross-sectional study design
A cross-sectional study is a primary study design and is a type of observational design used on a defined
population and conducted at a single point in time (151). Cross-sectional study designs are used for
population-based surveys and can be used before planning a cohort or longitudinal study. Participants
are selected based on the study's inclusion and exclusion criteria. As it is at one point in time, it is
challenging to derive causal relationships during analysis. In this thesis, Chapters 4, 6, 7 and 8 employ
a cross-sectional study design. Chapter 4 is a population-based survey, with Chapters 6 and 7 based on

patient-reported and clinician-reported data.

Chapter 8 uses a repeat cross-sectional study design: interview data were collected at two time points
over a one-year period. Pre-intervention, participants were asked about their views on the current
follow-up care model, presented with the shared cancer follow-up model, and asked about their views
on shared care. Post-intervention, the participants were asked about their experience and overall views

on shared care. This study design allowed an evaluation to determine if there was a change in perception.
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2.3.2 Data collection methods

Survey
Surveys are used to examine or question a sample of respondents to extract information about their
opinions, behaviour or knowledge (152). Surveys can be quantitative and/or qualitative using open-
ended and/or closed-ended questions (153). Common types of surveys are questionnaires, administered

either face-to-face or telephone or via electronic methods (email or website).

This thesis employed a cross-sectional quantitative survey to evaluate the acceptability of a shared
cancer follow-up model of care. A 32-point survey was developed and comprised four sections:
demographics, health and cancer-related information, access to healthcare, and acceptance of shared
care, described in more detail in Chapter 4.

Healthcare data
Healthcare professionals are responsible for their patients' medical history data and other clinical and
medical data. Previously, medical data was in the form of handwritten or typed notes (154). Clinical
examinations and medical records are now routinely and widely digitalised in the healthcare system

(155). Healthcare facilities have their own data repository where patient data is stored.

For this thesis, data was entered and transferred into the oncology information system by the patient
(patient-self report), the GP (transferred from the GPs' clinic) and manually entered by the radiation
oncologist directly into the oncology information system. The three data types were extracted from the
oncology information system for analysis. The extracted data was used to inform Chapter 6 for the
remote monitoring model of care assessing the patient-RO concordance and Chapter 7 to determine the

GP-RO concordance.

Interviews
Interviewing is a standard method used across many paradigms and is a form of inquiry that gives the
researcher direct access to the interviewees' points of view regarding attitudes and their account of the
experience. The interview involves the construction of meanings and the potential for the joint

construction of knowledge about experiences, events and activities (156).

Critical realists utilise data from qualitative interviewing methods to explain the phenomena of the
social (137). The phenomena of interest serve as the starting point for a critical realism inquiry model
and aim to explain empirical events and structures. A critical realist approach to interviews focuses on
the individual's experience (empirical) and the actual and real domains of structure and agency that are

usually hidden from the researcher, producing new objective knowledge (137,157).

This thesis used semi-structured interviews using an interview guide (see Appendix F), and the results

are presented in Chapter 8.
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2.3.3 Data analysis methods

Quantitative
Quantitative methods incorporate standardised measures and statistical techniques. From a critical
realist perspective, understanding the quantitative observations at an empirical level is important to
postulate the underlying structures and mechanisms that explain the phenomena involved (158).
Quantitative techniques used within this thesis include descriptive statistics, Cohen's Kappa, Fleiss

Kappa, Logistic regression and posthoc analysis.

Qualitative
Qualitative analysis allows the researcher to interpret, organise, and structure their observations and
interpretations to construct meaningful theories based on the data extracted through qualitative methods.
In addition, qualitative analysis enables the researcher to be rigorous, critical and reflexive with the
findings.

Some critical realists use a grounded theory approach to data analysis (159,160). However, it has been
argued that using a grounded theory approach may not be ideal for a critical realist perspective (133).
Grounded theory and critical realism engage with theory differently. Although grounded theory is
guided by existing theory, during the analysis process, it does not engage actively with existing theory
(133). Grounded theorists frequently use inductive coding, where the researcher derives the codes from
the data. Whereas the deductive approach applies a set of codes to the data, a top-down approach. This
set of coding may be based on the research questions or from an existing research framework or theory.
It can be argued that the critical realist finds the most effective way to explain reality is to interact with
existing theories about reality (133). Therefore, using existing theories relevant to reality is important
to critical realism. It is possible to be deductive and inductive and combine the approaches, where a
deductive approach using a priori of codes are employed, and inductively review and analyse the data

with the codes to develop new codes.

The systematic review used an inductive thematic analysis and was dual-coded, whereas the interviews
were analysed using a dualistic deductive (template coding) and inductive thematic analysis technique.
The dualistic technique draws codes from an existing framework, the Theoretical Framework of

Acceptability.

Template coding is not dissimilar to a grounded theory methodology where the text analysis allows the
researcher to find answers by repeatedly coding, reviewing and refining the coding process (161). Codes
are defined by the researcher, whether by developing their own codes based on the data or choosing a
priori of codes drawn from research and theory. Template coding was also a way to acknowledge my
reflexivity during the research process. When researchers analyse data, “they construct a cognitive
model of the data according to the perspective of the person who is reporting the data” (162 p.338). It

is important to have at least one other researcher code the data to address subjectivity and rigour with
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thematic analysis; therefore, there were two coders for both the systematic review (Chapter 3) and the
qualitative analysis of the interviews (Chapter 8).

2.4 Rigour

Triangulation

Triangulation is a strategy to improve rigour in research (163-165). It attempts to minimise inherent
bias in any particular source and relies on convergent information from different sources (166).
Triangulation may be in the form of method, investigator, theory or data source triangulation (166).
This research employed method triangulation, investigator triangulation, and data source triangulation,
outlined below.

Methodological triangulation is the use of multiple methods to study a phenomenon (166). The use of
a population survey, concordance studies and interviews allow the results from one method to be used

to enhance, augment and clarify results from one another.

Investigator triangulation uses more than one investigator in a study. The credibility of the findings can
be greatly increased by the capacity to confirm findings across investigators (166). Investigator

triangulation was used in the systematic review and the analysis of the qualitative interviews.

In social and evaluation research, data source triangulation collects data from different types of people
or groups and is used to enhance the reliability and validity of the findings (167). Data source
triangulation between patients, GPs and ROs assisted in gaining multiple perspectives, validating the

data, and providing complementary insights into the same empirical phenomenon (168).

TAPUPASM
In addition to triangulation, measures of validity, trustworthiness or rigour are crucial in health research

and should be guided by the philosophical perspective adopted by the researcher (169). From a critical
realism perspective, rigour is evaluated with the acronym TAPUPASM: Transparency, Accessibility,
Propriety, Utility, Purposivity, Accuracy, Specificity and Modified objectivity (170).

Transparency
Transparency considers how the researcher came to the research question, aim, objectives and methods
and being explicit about their philosophical approach (171). This can be demonstrated in this thesis in
Section 1.1.1 where the researcher's position was presented, including personal experiences and

assumptions about cancer follow-up care.

Transparency is further demonstrated by review and approval from the Human Research and Ethics
Committee and registration with the Australia New Zealand Clinical Trials Registry. The publication

of the research protocol also further demonstrates transparency (Chapter 5).
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Accessibility
Accessibility involves the dissemination and implementation of findings (172). It requires the
researcher to consider who the recipient of the research is and if the people in the context can apply the
findings or access them. The outcomes of this research will be presented here in this thesis, at national
and international conferences, and published in peer-reviewed journals that are open access for easier
clinician access. At a local level, a summary of the findings will be disseminated to GPs via the Local
Public Health Networks and presented at the hospital Grand Rounds. Participants involved in the

intervention were able to indicate on the Consent Form if they would like a summary of the results.

Propriety
Propriety requires research to be ethical and legal. Accordingly, an ethics application was approved by
the joint University of Wollongong and Illawarra Shoalhaven Local Health District Human Research
Ethics Committee. This application addressed confidentiality, informed consent, and data protection.
Additional information on ethical considerations is below in Section 2.5.

Utility
Utility is similar to Accessibility above. When discussing utility, it's important to consider whether the
knowledge produced is useful to health professionals and whether the findings directly address the issue
(172). The methods, data collection, analysis and synthesis of the findings present knowledge locally at
the hospital level, nationally and internationally through presentations and publications. Chapter 9

provides implications and recommendations to health organisations.

Purposivity
Purposivity refers to the methods of inquiry and whether the methods will achieve the aim and
objectives of the research. Mixed methods were used in this thesis to answer the thesis aim by reducing

potential biases present in either qualitative or quantitative research.

Accuracy
Claims of knowledge should reflect the participant's perceptions and experiences. Out of respect for the
time participants had already given to the study, they were not asked to review the interpretations of the
interview transcripts (a procedure known as member checking or participant validation) and because

doing so for the pre-intervention interviews could have influenced the intervention.

Based on the critical realist paradigm, the empirical level of information is collected from participants.
This was evidenced by using verbatim quotes from participants to demonstrate their views. However,
some elements are not directly identified during data collection. The final discussion chapter finds the
real level during the merging and synthesising of different data types in Chapter 9. Triangulation ensures

accuracy during the analysis process and assists the researcher in finding real knowledge.
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Specificity
Specificity refers to if the knowledge generated meets source-specific standards. As part of the
systematic literature review, sources were identified as those involved in the cancer follow-up process,
the patient, the GP and the oncologist. The identified barriers in the systematic review justified the study
design for the intervention study.

Modified objectivity
Modified objectivity asserts there is one reality, and that reality may not always be fully comprehended.
For example, patients, GPs, and oncologists may feel and experience the impact of the shared care
intervention (the actual). The researchers measure and observe the intervention (empirical). However,
the combination of the actual and empirical may explain what is real. The iceberg analogy may better
explain this in Section 2.1 and Figure 5.

2.5 Ethical considerations

According to the National Health and Medical Research Council, research that involves human
participants in public organisations like universities and government hospitals must be approved by an
accredited HREC. The purpose of the HREC is to protect the welfare and rights of the participants in
the research (173).

The ISLHD has a primary duty to protect the rights and interests of research participants. It must make
sure that human research is conducted in accordance with accepted ethical and scientific standards,
follows agreed-upon ethical and legal guidelines, does not jeopardise participants' rights and interests,
and has a robust and open process for participant consent. Only those with the required scientific
expertise and credentials may conduct research, whether it involves patients or healthy volunteers, and
only when they are working under the direction of an ISLHD clinician who is competent and meets the

necessary requirements (174).

As this research was in partnership between the UOW and the ISLHD, an ethics application was
submitted to the joint UOW and ISLHD HREC. As a result, ethical clearance for studies presented in
Chapters 4, 6, 7 and 8 was approved in May 2020 (2020/ETH00301) and June 2020 (2020/ETH01427),
and subsequent site-specific approval was granted. The research was conducted according to ethical

research guidelines such as merit and integrity, justice, beneficence and respect (173), discussed below.

Merit and integrity
Merit is justifiable if the research has potential benefits and may contribute to knowledge and
understanding. There is also merit when the research contributes to the skills and expertise of
researchers (173). This research has merit as it identifies barriers and facilitators to implementing shared
cancer follow-up care and contributes to a new knowledge area. The research also has merit as it
facilitated the development of research expertise to a novice researcher overseen and supported by

supervisors with extensive academic and clinical research experience.
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Integrity is when research is conducted by researchers who commit to searching for knowledge and
understanding (173). As presented in Section 1.1.1, the researcher described their personal interest in
public health and cancer services, describing the need to search for knowledge with the desire to
enhance follow-up care options for cancer survivors. Honest research practices, positive or negative
dissemination of findings, and contribution to public knowledge and understanding are some examples
of integrity. The style of this thesis, by compilation, further demonstrates the integrity to contribute to

public knowledge and understanding.

Justice
Justice in research is about fairness. Fairness refers to the recruitment of research participants; there
was no unfair burden on participants and a fair distribution of benefits (173). The two hospitals
presented in the research setting are the only two in this specific health district that provide radiation
oncology follow-up services. The opportunity to participate and the purpose, benefits and risks of
participating were explicit on the patient information sheets provided to the patients, GPs, and ROs.
Participants were given ample time to read the study information, and for two studies, patients received
a phone call to discuss and answer any questions or concerns the potential participant may have had. In
one study, consent was tacit upon completing the questionnaire, and the participant information sheet

explaining their response was anonymous.

In addition to the participant information sheet explaining that the interview would be recorded,
participants were asked verbally at the beginning of the interview if they consented to it being recorded.
As an acknowledgement of participation in the interviews, participants were presented with a $30 gift

voucher. Participants were not aware of the gift voucher until after the interview to avoid coercion.

Beneficence
Beneficence is the term for the intended advantages of the study that must outweigh any harm to
participants (173). The likely benefit may be to the participants and/or the wide community. Research
with people treated for cancer requires the researcher to be aware of the risk of cancer recurrence and
emotional distress. For the intervention study, the research was designed to minimise risk by selecting
participants that were three years post-treatment. The participant information sheets advised that they
could withdraw from the study at any time and provided the number for Cancer Council helpline should

they become distressed.

Respect
Participants must be treated with respect to maintain public trust and confidence in human research
(175). Respect in human research refers to the value of respect for individual autonomy and enables
people to make meaningful decisions about participation (175). Respect calls for the researcher to show
consideration for the participants' welfare, beliefs, perceptions, practices, and cultural heritage (173). A

valid process for consent is essential in human research. Participants were provided with participant
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information sheets informing of the aim, process, and information dissemination plans. They were
informed that the research was voluntary, and if they participated, they could withdraw. Participants
who were involved in the interviews were presented with a $30 gift voucher to show appreciation for
their involvement; there was no coercion, as participants were not aware of the gift card during
recruitment. During the interviews, participants were given the time to share their experiences; they
were shown respect by attentive listening and empathy and informed there were no right or wrong

answers. After the interviews, participants were thanked verbally for their valuable contributions.

2.6 Confidentiality and privacy

The confidentiality of participants was maintained by assigning unique participant identification
numbers (ID). The research team used the UOW Cloudstor shared folder, password-protected and only
accessible to the research team. After interview recordings were downloaded to a shared folder, the
recordings were deleted from the Dictaphone. Then, the researcher transcribed the recordings; the
participants' names and identifying features were omitted before the transcripts were uploaded to the
research team folder according to the participant ID. Data collected from the hospital system remains
part of the patient's oncological medical file. The data extracted from the hospital system was de-
identified and saved to the shared folder.

Chapter summary

The chapter discussed the researcher's philosophical underpinnings of critical realism, which provided
the rationale for a mixed methods approach. The individual methods, rigour and ethical considerations
were presented. As this thesis is by compilation, more detail about specific research design, sample size

and ethical considerations are included in the Methods section of each chapter.
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CHAPTER 3: Factors influencing the translation of shared cancer follow-
up care into clinical practice: A systematic review

Chapter overview

This chapter is a systematic review that explores the factors that influence the implementation of shared
cancer follow-up care into clinical practice. This systematic review aimed to address Objective 1 of this
thesis: To identify the barriers and facilitators for shared cancer follow-up care between general

practitioners and oncologists.

Findings from this study were published in BMJ Open. BMJ Open is a Q1 journal with an impact factor
of 3.007. A component of this paper was presented at the World Congress on Public Health virtual

conference.

The systematic review protocol was registered with PROPERO:
https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42020191538

Citations:
Sandell T, Schiitze H. Factors influencing the translation of shared cancer follow-up care into clinical

practice: a systematic review. BMJ Open. 2022;0:e055460

Sandell T, Schiitze H. A systematic review: The barriers and enablers to shared cancer follow-up care,
16th World Congress on Public Health, (virtual), Rome, Italy, 12-16 October 2020
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3.1 Abstract

Background The increasing incidence of cancer, coupled with improved survivorship, has increased
demand for cancer follow-up care and the need to find alternative models of care. Shared cancer
follow-up care in general practice is a safe option in terms of quality of life and cancer recurrence;
however, there are barriers to translating this into practice. This review aimed to identify factors that
influence the translation of shared cancer follow-up care into clinical practice.

Methods Systematic review. Seven electronic databases: MEDLINE, Science Citation Index,
Academic Search Complete, CINAHL, APA Psychinfo, Health Source: Nursing/Academic Edition, and
Psychology and Behavioural Sciences Collection, were searched for published papers between January
1999 to December 2021. The narrative review included papers if they were available in full-text,
English, peer-reviewed, and focused on shared cancer follow-up care.

Results Thirty-eight papers were included in the final review. Five main themes emerged: 1. Reciprocal
clinical information sharing is needed between oncologists and general practitioners, and needs to be
timely and relevant; 2. Responsibility of care should be shared with the oncologist overseeing care; 3.
General practitioners skills and knowledge to provide cancer follow-up care; 4. Need for clinical
management guidelines and rapid referral to support general practitioners to provide shared follow-up

care; 5. Continuity of care and satisfaction of care is vital for shared care.

Conclusion The acceptability of shared cancer follow-up care is increasing. Several barriers still exist
to translating this into practice. Work is required to develop a shared-care model that can support general
practitioners whilst the oncologist can oversee the care and implement two-way communication
between general and oncologists' clinics. The move towards integrating electronic health care records
and web-based platforms for information exchange provides a promise to the timely exchange of

information.

PROSPERO Registration
Reg No: CRD42020191538
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3.2 Introduction

After active cancer treatment is complete, patients require ongoing follow-up care to treat late side
effects, monitor recurrence, and provide psychosocial care (19-21). The duration and frequency of
follow-up care depend on the type and stage of cancer and the treatment. Cancer follow-up models of
care fall into sequential, parallel or shared-care models (91,176). Sequential care is when one provider
delivers all healthcare. Parallel care is when the specialist manages cancer-related issues (oncologist-
led), and the general practitioner manages non-cancer-related health matters. Parallel care that is
oncologist-led is the current most common model of care (177,178) and is usually provided in a hospital
setting (179). Shared care is a partnership between health professionals that improves the quality of
patient care by integrating the delivery within and across the health service and enhances

communication between providers (180).

The Institute of Medicine (IOM) states that “cancer care is often not as patient-centred, accessible,
coordinated or as evidenced-based as it should be” (60 p.2). They emphasised the urgent need for new
cancer models of care where health professionals work together to ensure that every patient receives
care tailored to their particular situation (60). The IOM developed a conceptual framework to address
the identified deficiencies that aimed to place the patient at the centre of care in a system that supports
patients in making informed medical decisions consistent with their needs, values, and preferences. The
framework highlighted the need for adequately trained staff, a coordinated workforce, evidence-based

cancer care, and information technology to improve cancer care quality and patient outcomes.

Due to the growing number of cancer survivors and increased demand for follow-up consultations, the
sustainability of oncologist-led parallel care has been questioned (100,181-183). There has been
limited progress in developing cancer follow-up models of care that address the person-centred care
domains of respect for patients’ preferences, coordination and integration of care, information and

education, continuity and transition, and access to care (184).

The evidence for the benefits of shared cancer follow-up models of care is growing (51,120,185-187).
Randomised controlled trials have shown no difference in the recurrence rate or quality of life when a
general practitioner provides cancer follow-up care compared to an oncologist (95,119,188,189).
Despite acknowledging the benefits of general practitioners’ playing a greater role in cancer follow-
up care, there are barriers to translating shared cancer follow-up care into practice. The specific
research question for this systematic review was, “What factors influence translating shared cancer

follow-up care into clinical practice?
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3.3 Methods

A protocol with defined objectives, study selection criteria and approaches to assess study quality was
developed and registered with PROSPERO. This systematic review followed the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses (PRISMA) format (190) and checklist (Appendix A):
i) development of inclusion/exclusion criteria; ii) extraction and coding of study characteristics and
findings; and iii) data analysis and synthesis of findings. Both quantitative and qualitative papers were
included in this narrative systematic review. This systematic review was part of a larger study on shared
cancer follow-up care, approved by the Illawarra Shoalhaven Local Health District and University of
Wollongong Human Research Ethics Committee (2020ETH00301).

Eligibility criteria

Inclusion criteria: (a) general practitioner, patient, and/or oncologist perceptions of shared cancer
follow-up care; (b) general practitioner involvement in cancer follow-up care (not a substitution for
care); (c) intervention with the general practitioner involved in cancer follow-up care; (d) adults patients
in the follow-up period; and (e) papers peer-reviewed, published in English between January 1999 and
December 2021.

Exclusion criteria: (a) commentary, editorial, literature review, protocol; (b) patients on active
treatment; (c) palliative care; (d) surgical only treatment; (e) paediatric; (f) skin cancer, melanoma or

blood cancer (these were excluded as the follow-up regime varies to solid tumour follow-up).

Information sources and search strategy

The search was conducted in the following seven electronic databases: MEDLINE, Science Citation
Index, Academic Search Complete, CINAHL, APA Psycinfo, Health Source: Nursing/Academic
Edition, and Psychology and Behavioural Sciences Collection. To ensure relevant results were obtained,
search terms were developed using a modified version of the PICO (Population, Interest, Comparison
and Outcome) Framework (191). The search terms were constructed and agreed upon by both authors.
The second author is a skilled academic who teaches literature searching and research methods at the
postgraduate level and has experience conducting systematic reviews, and a university librarian was
also consulted. Alternative keywords for each search term (see Table 5) were combined using the
Boolean operator 'OR' to ensure all possible variations were captured; the search was then refined by
combining the searches with 'AND'. The wildcard '** was used to allow for word truncations. The search

string is attached as Appendix B.
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Table 5. Systematic review search terms

PICO Search terms

Population "general practitioner" OR "primary care physician" OR "family physician" OR
"family practitioner" OR GP OR doctor OR specialist OR oncologist
AND

Interest "model of care" OR "shared-care" OR "shared care" OR "follow-up care" OR
"follow up care"

Outcome AND
Cancer OR oncolog* OR neoplasm

Study selection

Papers were imported into Zotero reference management software, and duplicates were removed. Both
authors independently used a stepwise procedure to identify relevant papers. Risk of bias was
systematically assessed by two researchers using separate checklists. TS performed the initial search
and screened the titles and abstracts against the inclusion/exclusion criteria; the remaining texts were
retrieved in full and screened against the inclusion/exclusion criteria. HS independently checked the
results and compared her findings with the first author. The authors met with the final list of
included/excluded papers and resolved any disagreement by discussion and consensus. A third reviewer
from the broader research team was available in case consensus could not be reached between the first

two reviewers. Reasons for exclusion were recorded.

Data collection and quality appraisal

The following data were extracted into a Microsoft Excel spreadsheet: first author, year, country, study
type, aim, sample, methods, results and conclusion. The rigour of each included study was assessed by
both authors using the Joanne Briggs Institute (JBI) Critical Appraisal tools checklists (192) that use a
three-point grading system: include, exclude and seek more information. These grades are based on
desirable and undesirable effects, quality of evidence, values and preferences, and costs (192). The JBI
suite was selected as it contains 13 checklists that provide consistency in reviewing the different types

of papers without using different tools with different grading/scoring systems.

Data synthesis

TS summarised the results, discussion and conclusion of the included papers into one Microsoft Excel
document. Both authors then synthesised the findings into themes using Braun and Clarke’s six-step
thematic analysis framework (193). Disagreements regarding the allocation of themes were resolved by

discussion and consensus; the thematic analysis results are presently narratively.

Patient and public involvement
Patients and members of the public were not involved in this study. We intend to engage the public in

disseminating our results, including social media engagement, newsletters and conferences.

Chapter 3: Systematic Review 36



3.4 Results

The initial search yielded 1145 papers after duplicates were removed. After reviewing the abstracts
against the inclusion criteria, 1047 were removed as they did not meet the inclusion criteria. The full
text of the remaining 98 papers was examined in full, and a further 59 were removed. The remaining
papers' reference lists were scanned to capture any additional papers that may have been missed in the
initial search. The resultant 39 papers were assessed for quality using the JBI critical appraisal tools,
resulting in 1 paper being excluded due to poor methodological quality, bringing the final total to 38

papers (see Figure 7).
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Figure 7. PRISMA Flowchart
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Study characteristics

Of the 38 included papers, eleven were from the United States, nine from Australia, six from Canada;
the remaining papers were from the United Kingdom, The Netherlands, Denmark, Norway, Italy,
Singapore, Germany and France (see Table 6). Half of the papers were published in the last five years,
with the sample sizes ranging from 20 to 2,159. There were 20 quantitative, 17 qualitative and one

mixed-methods paper.
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Table 6. Summary of included papers in the systematic review

First Author, Year Study aim, methodology & methods Results/Conclusion Themes
Country
Anvik, 2006 (121) To explore patient, relatives and GP views of the GPs Patients have trust in the GP. GP require good access to specialists. Follow-up CC, G
Norway role during initial cancer follow-up. Qual- Int, FG. plans will improve the care and cooperation. Hospitals to initiate a stronger
collaboration.
Aubin, 2010 (122) To describe the actual and expected role of a GP inthe Patients prefer oncologists to maintain overall responsibility. Patients would like Res
Canada different phases of cancer. Quant- Quest. their GP to be more involved, requires better communication and collaboration.
Aubin, 2012 (91) To compare patient, GP and specialist expectations of Differing views of GP role. GPs perceived themselves as involved in shared care; Res, Inf
Canada involvement during cancer phases. Quant- Quest. GP responsibility to be clearly outlined, and effective communication
implemented.
Berkowitz, 2018 To explore preferences and knowledge of GPs in the 32% of GPs felt confident they could manage late/long-term side effects; 30% Res, Sk
(194) United States  care of head and neck cancer survivors. Quant- Quest. believed they were responsible for care after one year, and 81% after five years.
Brennan, 2010 (80) To explore follow-up practices and attitudes to alter- Specialists are supportive of sharing follow-up care. Survivorship care plan would Inf, Res,
Australia native models of cancer care. Quant & Qual- Quest. improve care. 96% of specialists felt GPS needed more training. Sk
Brennan, 2011 To explore experiences with follow-up care and Patients relied on their specialist, but open to their GP playing a role. Inf CC
(123) Australia attitudes to alternative models of cancer care. Qual- Int Communication seen as a barrier. Positive view on care plans.
Cheung, 2013 To assess how physician attitudes & self-efficacy 51% GPs support shared care. 59% specialists preferred a specialist-led model. Sk, Inf,
(195)United States  affect preferences for cancer models of care. Quant- 57% GPs able to perform routing follow-up care. Prior involvement increases Res
Quest. willingness.

Coschi, 2021 (196) To assess oncologists’ attitudes and beliefs regarding There is a current lack of routine sharing. Absence of formal policies & guidelines. FG, Inf,
Canada sharing/transitioning survivorship care. Quant- Quest. Patient preference and loss of patient outcome data are barriers. Res
Crabtree, 2020 To understand how GPs perceive their role to cancer The majority of GPs felt follow-up care was within their role. Some GPs did not Res, SK
(197) United States  survivors. 38 GPs. Qual- Int. feel adequately educated about the needs of cancer survivors.
Dahlhaus, 2014 To examine German GPs views on their involvement GPs are well placed for follow-up care. GPs want to stay involved in cancer care. CC, Inf,
(198) Germany in the care of cancer patients. Qual- Int. Slow or non-existent information sharing is a barrier to shared cancer care. Sk
Del Giudice, 2009 To determine GP willingness and timeframe for GP- GPs willing to take over responsibility of routine follow-up care after two to three G
(199) Canada led follow-up model. Quant- Quest. years. Require a letter, follow-up guidelines. rapid referrals.
Dicicco-Bloom, To provide a better understanding among GPs, GPs wantregular updates of their patients, and are well placed for care. GPs wanted G, Inf
2013 (200) patients, and oncologist through cancer care. Qual-Int. guidance about follow-up screening and side-effects and better information
United States sharing.
Doose, 2019 (201)  To examine patient & health system factors in shared No significant relationships between shared care and quality indicators of cancer Inf
United States care & quality of cancer care. Quant- Quest. care. Survivorship care plans may improve the quality of cancer care.
Fidjeland, 2015 To explore GP experiences and view providing cancer 78% GPs felt confident in their knowledge and skills to provide follow-up care. G, Res
(202) Norway follow-up and taking a greater role. Quant- Quest. Some GPs (42%) were more willing to take on follow-up care after three years Sk
Fok, 2020 (203) To explore GP perspectives of a shared-care GPs willing to share the care but recommended role definition, training, clinical Res, Sk
Singapore programme with oncologists. Qual- Int, FG. protocols, resources and access to oncologist’s consultation.
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First Author, Year Study aim, methodology & methods Results/Conclusion Themes
Country
Hall, 2011 (204) To explore the opinions and experiences of patients Most patients support shared cancer care, if there is robust support from specialist. G, Res,
United Kingdom and GPs involved in shared care. Qual- Int. GPs and patients have concerns about the GP gaining and maintaining clinical Sk

skills.
Hanks, 2008 (205)  To identify and compare the roles of GPs & colorectal ~Shared cancer follow-up care is influenced relationships. Improvement in GPand CC, G,
Australia cancer management in Australia. Qual- Int. specialist relationship and communication could lead to better shared care. Inf, Res
Hagq, 2013 (206) To document information needs of breast cancer GPs feel ill-equipped and felt unsure of their role. The care plan made the GP feel G, Inf
Canada patients, GPs, & oncology specialists. Qual- FG, Int.  more engaged. Guidelines gave GPs more confidence in cancer follow-up care.
Hudson, 2012 (207) To examine patient perspectives and preferences on Most patients prefer follow-up care with the specialists. Barriers identified was GP  CC, Sk
United States GP roles in their cancer follow-up care. Qual-Int. lack of expertise, limited involvement during treatment, lack of continuity of care.
Hudson, 2016 (208) To explore cancer survivors' experiences of follow-up Patients rated GPs higher for coordination of care & comprehensive care. Prostate CC
United States care provided by GPs and oncologists. Quant- Ques.  patients rated GPs higher for all items. compared to breast patients.
Klabunde, 2013 To assess GPs and oncologists’ roles in providing Over 50% of GPs reported co-managing with an oncologist. GPs had a preference Res, Inf
(209)United States  cancer follow-up care. Quant- Quest. for a shared model care, and receipt of treatment summaries from oncologists. Sk
Klabunde,2017 To explore factors that affect cancer patients follow- Half the oncologists communicated with the GP. Oncologists’ reliance on written Inf
(210)United States  up communication & coordination. Quant- Quest. correspondence to communicate with GPs may be a barrier to care coordination.
Lang, 2017 (63) To assess the role of GPs in German cancer care from Patients want their GP to play an active role. A shared care model where the GPs CC, Res
Germany patients’ perspective. Quant- Quest. are supported by the specialists and have extra training is recommended.
Laporte, 2017 (62) To examine how women experienced the post- Patients felt abandoned at the end of treatment. Patients accepted follow-up care CC, Res
France treatment & perceived the role of the GP. Qual- Int. with their GP provided there was a close working relationship with the specialist.
Lawn, 2017 (211) To explore cancer survivors' views on shared care: Patients need to be at the centre of the care. Information sharing between health Inf, Sk
Australia what cancer survivors need. Qual- G. professionals is important. It was perceived the GPs lacked the skills for shared

care.
Lizama, 2015 (212) To investigate GPs perceptions about communication ~GPs want to be kept in the loop and want follow-up information. Timely transfer CC, G,
Australia when providing cancer care. Quant- Quest. of relevant information between primary care providers and specialists is essential.  Inf
Nielsen, 2003 (61)  To determine the effect of shared care on the attitudes Young people rated GPs knowledge higher than the control group. No significant G, Inf
Denmark of cancer patients towards the healthcare system and difference in quality of life between the intervention group and control group.

their health-related quality of life. Quant- RCT, Quest.

Potosky. 2011 (97)  To compare GPs & oncologists” knowledge, attitudes,  Specialists believe GPs lack the skills. Effective communication between GPs and  Res, Sk
United States and practices for follow-up care. Quant- Quest. specialists can increase GP confidence in their ability to perform follow-up care.
Puglisi, 2017 (213)  To investigate the views of oncologists, GPs, and Most GPs claim that cancer follow-up care should be shared with oncologists. Most SK, Inf,
Italy patients about surveillance strategies. Quant- Quest. GPs and oncologists have a poor relationship and patients report poor Res

collaboration.
Roorda, 2013 (214) To explore the discharge of breast cancer patients to The barriers to shared care were communication, patient preference, & GPs G. Inf,
The Netherlands GPs & the experiences and views of GPs. Quant- knowledge & skills. Development of guidelines would facilitate shared follow-up. Res

Quest
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First Author, Year
Country

Study aim, methodology & methods

Results/Conclusion

Themes

Schiitze, 2017 (215)
Australia

To explore the views of cancer survivors, oncologist
and GPs, about GPs involved in follow-up care. Qual-
Int.

It was important for GPs to have knowledge and an interest in cancer. It was
important for the specialist to oversee the care and maintain overall responsibility.

G. Res,
Sk, Inf,

Sisler, 2012 (216)
Canada

To examine how patients evaluate the continuity &
quality of their follow-up care with GP. Quant- Quest.

Patients evaluate the GP favourably; patients with complex issues rated their
specialist higher. Role clarification between providers is needed.

CC. Res

Tan, 2018 (217)
Australia

To explore how non-English and English-speaking
patients perceive care to be coordinated. Qual- Int.

Both groups described similar barriers to care, but non-English-speaking
participants described additional communication difficulties and perceived
discrimination.

Res, Inf

Taylor, 2020 (218)
United Kingdom

To examine the experiences of patients and healthcare
professionals of follow-up in primary care. Qual- Int.

There is a lack of clear policies and practices. Disparities in knowledge,
understanding, processes and pathways. Unclear roles and responsibilities.

Res, Inf

Vuong, 2020 (219)
Australia

To explore views on patient suitability for long-term
colorectal cancer shared care. Qual- Int.

Stronger systems such as cancer-specific training, survivorship care protocols,
shared information systems, care coordination and navigational supports are
needed.

Inf, G

Walter, 2015 (220)
United Kingdom

To determine the current practice & views of GPs in
England about cancer survivorship care. Quant- Quest

GPs felt that cancer follow-up care can be shared, with the specialist maintaining
overall responsibility. GPs felt confident in their ability to provide follow-up care.

G. Res

White, 2021 (221)
Australia

To explore shared follow-up care model to understand
information needs. Qual- FG

Women need evidence for the effectiveness of shared follow-up care. Clear
descriptions of GP and specialist roles is needed.

Inf, Sk

Weaver, 2014 (222)
United States

To describe survivors’ perception of provider
involvement in follow-up care. Quant- Quest.

Care is more likely to be rated as high quality when one main provider is identified
& an oncology specialist is involved.

Inf

LEGEND: CC, continuity of care; FG, focus group; G, follow-up guidelines; GP, general practitioner; Inf, information sharing; Int, interview; Qual, qualitative; Quant,
quantitative; Quest, questionnaire; Res, responsibility; Sk, GP skills.
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Thematic Analysis
Five themes were identified and are discussed below. Themes are ordered from the highest number of
instances of articles within each them; however, frequency does not necessarily equate to order of
importance (193).

Reciprocal clinical information sharing
Twenty-three papers referred to the importance of timely and quality sharing of clinical information
between health professionals. Information sharing within healthcare is complex and fundamental for
effective and efficient shared care (206,210,212). The primary method to share clinical information
between doctors and patients was face-to-face verbal communication (200); between oncologists and
general practitioners, it was written correspondence, followed by phone, integrated electronic health
records and email (206,210).

Despite written communication being the primary method for information sharing, general practitioners
were not provided quality and timely clinical information from oncologists to manage cancer follow-up
care (123,198,200,212,214). One paper found that only half of the oncologists said that they directly shared
clinical information about their patients to the general practitioner (210); another reported that around half
of general practitioners received the transfer of clinical information from the oncology clinic (214). Not
sharing clinical information with general practitioners results in many general practitioners not having clear
instructions on follow-up and how to act in case of complications (212,214,218) and leaves patients to be
the conduit to transfer clinical information verbally between the oncologist and general practitioner
(123,211).

Due to inefficiencies with written correspondence, survivorship care plans (a record of cancer, treatment
follow-up care plan) were developed to improve the transfer of information between the patient, general
practitioner, and oncologist (80,206,214). Survivorship care plans may effectively address some of the
information needs of both breast patients and their general practitioners (206), and the provision of a plan
from the oncologist to the general practitioners is associated with a higher likelihood of sharing follow-up
care(209). However, the use of electronic medical records between general practice and oncologists was

identified as being more valuable than survivorship care plans (200,212).

Using verbal and written correspondence for information sharing during shared care follow-up positively
affected the patient evaluation of the cooperation between the general practitioners and oncologists (61).
This was achieved by providing a summary with structured details of the investigation, treatment, physical,
psychological, and social problems, and specific information about what the oncologists expected the
general practitioner to do during the follow-up period (61). Direct phone contact with the oncologist was

available for further clarification on the written correspondence if required (61) .

Seven papers discussed issues with one-way information sharing: written information from the oncologist
to the general practitioner (198,200,205,206,210,212,213). Shared cancer follow-up care relies on the two-
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way transfer of information between all health professionals involved in patient care (200), as there is a
need for oncologists to receive important clinical outcome data about the patient from the general
practitioner (196). Five papers highlighted the need to further develop health information technology to
assist the two-way information sharing process and improve the timeliness and quality of information
between general practitioners and oncologists (61,211,212,219,221). There is a need for shared information
systems that are connected between the oncologist and the general practitioner to support care, and fast-
track options to the hospital system when patients are unwell (219). Additionally, it was important for
patients to know that both care providers could see the results of a follow-up consultation and act upon if
needed (221).

Responsibility for follow-up care

Twenty-two papers discuss responsibility for follow-up care (62,63,80,91,97,122,194-197,202—-205,213—
218,220). There was a preference from patients, general practitioners and oncologists, for oncologists to
maintain overall responsibility for cancer follow-up care (97,122,195,196,213,215). Oncologists were
more likely to prefer an oncologist-led model instead of a shared-care or general practitioner-led model, as
oncologists felt that they had the specialised knowledge for follow-up care (195), and general practitioners
did not (97,195,213). However, oncologists were receptive to sharing care with general practitioners taking
a greater role in the more standardised aspects of follow-up care (80). Oncologists felt that improved
collaboration between themselves and general practitioners was required for shared cancer follow-up care
(50) and that defined roles would be needed for shared care to be feasible (215,218). However, oncologists
preferred that they maintain primary responsibility for the patient's care, even if they were sharing the care
of the patient with the general practitioner (97,195,213,215).

General practitioners reported that they were already involved in the care of their cancer patients from the
initial work-up of diagnostic tests and diagnosis, monitoring pathology results, and coordinating long-term
screening (91,195,220), and welcomed a greater role in cancer follow-up care (97,195,202,215). General
practitioners viewed shared care positively (197,204) and preferred a shared model compared to the
oncologist-led model (97,195). General practitioners perceived that they could provide an important role
in the follow-up phase for their patients and provide a more person-centred care approach (198) and help
address unmet psychosocial needs (203). However, general practitioners felt that oncologists should
maintain overall responsibility and provide overarching support to general practitioners and oversee the
patient's results and progress (62,63,204,215,220).

Patients identified oncologists as having the primary responsibility in their current cancer journey, except
when cancer progressed to an advanced phase and palliation (where the general practitioner became more
involved in their partnership with a palliation team) (122). Many patients preferred the oncologist-led
follow-up model and a parallel approach to follow-up care where the oncologist managed cancer-related

issues and the general practitioner non-cancer-related health matters (91,122). Despite the limited
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involvement of general practitioners in cancer follow-up care, patients indicated that they would appreciate
their general practitioners taking a greater role in their long-term care if the oncologist remained involved
(63,122,215). Additionally, patients were more likely to accept a shared-care model if the general
practitioner was directly supported by their oncologist (63), as this reassured patients that they remained
directly linked into the hospital system (215).

General practitioners’ knowledge and skills

Fifteen papers discussed the knowledge and skills of general practitioners for shared care
(80,97,194,195,197,198,202-204,207,209,211,213,215,221). Perceptions differed regarding general
practitioners’ skills and abilities to take a greater role in cancer follow-up care, and in some cases, limited
acceptance for the general practitioners to be involved in cancer follow-up care (197,207,221). Many
general practitioners stated they felt confident in their skills to provide cancer follow-up care (97,209) and
reported that they could provide routine cancer follow-up care by detecting and arranging diagnostic testing
pathology and offer psychosocial support (198,202). Some general practitioners highlighted their essential
role in providing holistic care and how their involvement could generally improve overall cancer care (198).
General practitioners who agreed they had the skills to provide follow-up care were more likely to prefer a
shared care model (209). However, other general practitioners had concerns about gaining and maintaining
the clinical skills needed to conduct cancer follow-up care (194,195,203,204). Some oncologists and
patients also felt that general practitioners did not have the specialised knowledge of specific treatment side
effects and how to manage these and felt that general practitioners required upskilling to take on shared
care (97,213,215).

Patients, general practitioners, and oncologists confidence in shared cancer care increased if general
practitioners received extra training on short-term and long-term side effects (80,204,207). Another method
identified to upskill general practitioners was integrating the general practitioner earlier in the patients’
care (202,207). General practitioners are usually involved in the initial screening and diagnosis, then again
as cancer progresses to late-stage and palliative care. Earlier engagement of the general practitioner during
active treatment would upskill them in managing acute side effects, which will help in the long-term follow-
up period (80). Regardless of the extra training, general practitioners still wanted ongoing support from

oncologists (215).

Need for clinical management guidelines and rapid referrals
Fourteen papers discussed the need for clear clinical management follow-up guidelines to support general
practitioners in shared follow-up care (61,121,196,199,200,202,204-206,212,214,215,219,220). The lack
of clear guidelines was a barrier to transitioning follow-up care between the oncologists and the general
practitioner (196). However, general practitioners were more willing to take a greater role in follow-up care
if they were provided appropriate follow-up clinical management guidelines (199,214) and more guidance

about follow-up screening and side effects of cancer treatment (220). Specific follow-up guidelines (121),
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specifically templates (220), could be in the form of a printable checklist or using validated instruments
(206) and would reassure general practitioners that they were addressing aspects critical for the particular
patients’ care. The use of clear guidelines could address perceived knowledge deficits for general

practitioners interested in being involved in shared care (219).

Clinical management guidelines that were best-practice or written by the oncologists would provide a safety
net for recurrence or other serious events (215). Any clinical management guidelines that a general
practitioner completed would need to be sent to the oncologist to oversee and continue to monitor the
patient's progress and to be able to address any issues that arose quickly (215). Patients have shown positive
results for not feeling “left in the limbo™ (54 p.267) when the oncologist has supplied specific follow-up
details to the general practitioners.

Two papers (199,205) highlighted that for general practitioners to play a greater role in cancer follow-up
care, along with the provision of clinical management guidelines, they also need assurance of a rapid

referral back to the oncologist if recurrence is detected.

Continuity of care and satisfaction of care

Ten papers referred to the importance of continuity of care, satisfaction of care and accessibility
(62,63,121,123,198,205,207,208,212,216). Continuity of care for cancer patients refers to having the same
health professional providing the care and having an ongoing doctor-patient relationship (62,123). Many
patients reported having developed a relationship with their oncologist during the diagnosis and active
treatment phase and subsequently felt “dumped” (53 p.155) when experiencing a high turnover of
oncologists due to registrar involvement. Some patients found this lack of continuity of care during the
follow-up phase distressing (62,212). Additionally, some general practitioners felt disconnected from their
patients during the follow-up care stage (198) and felt excluded (123).

A patient's relationship with their general practitioner and oncologist influences their acceptance and
readiness for shared cancer follow-up care (208). Patients had a stronger relationship with their general
practitioner than their oncologist (198) and had stronger feelings of trust because of their long-standing
relationship (62). Breast cancer patients were the only tumour group that felt they had a stronger

relationship with their oncologist and would prefer their oncologist to maintain follow-up (123,208).

Continuity of care is strongly associated with patients’ satisfaction of care (208,216). Most patients are
satisfied when their general practitioner becomes more involved in their cancer follow-up care (216).
Additionally, the distance a patient travels for their follow-up care influenced continuity of care and
satisfaction. General practitioners in rural areas and some urban areas were found to provide improved
continuity of care to their patients (205). In a rural setting that provided cancer follow-up care, general

practitioners reported that care was strengthened by a good working relationship with the oncologist (205).
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3.5 Discussion

This systematic review analysed both qualitative and quantitative studies to provide a comprehensive
picture of factors that influence the translation of shared cancer follow-up care into clinical practice for
solid tumours (for example breast, prostate, colorectal, lung). We found reciprocal clinical information
sharing, responsibility for follow-up care, general practitioners’ skills and knowledge, need for clinical
management guidelines and rapid referral, and continuity of care and satisfaction of care were important
factors. Whilst some themes we identified are similar to the findings of a recently published systematic
review (223), we add to the knowledge base by highlighting the need for reciprocal, two-way
communication and establishing a mechanism for the oncologist to maintain overall responsibility for

overseeing the follow-up care.

The need for reciprocal two-way communication is supported by a recent study that reviewed current e-
care plans between cancer centres and general practices (224). They did not identify a system that integrated
general practice systems and hospital systems to address two-way communication (224). This highlights
the need for infrastructure to support the transfer of information between general practitioners and
oncologists for successful shared cancer care. Whilst a current randomised controlled trial protocol exists
to explore shared cancer care for colorectal patients (225). This protocol does not specify how this transfer
of information to the hospital oncologist will be achieved. The one study that has trialled and reported on
the secure transfer of clinical information into the hospital with cancer patients to collect patient-reported
outcomes (226), used a web-based platform PROsaiq (227), where the patient could complete a clinical
assessment from home. The information subsequently transferred into the patients' hospital medical record
and allowed the oncologist to monitor the patients' progress (226). This web-based health technology has
been evaluated as feasible and secure to use in the clinical setting (226) and offers promise for a

technological platform for reciprocal information sharing.

We found that oncologists, patients, and general practitioners want and need the oncologist to maintain
responsibility and oversee the patient's cancer follow-up care. This is a challenging barrier to address due
to medical legalities. The health professional that provides the consultation is legally responsible for the
appointment outcome; therefore, a general practitioner that provides cancer follow-up care is responsible
for that consultation. This issue is similar to cancer multi-disciplinary team meetings with clinicians
holding concerns about the legal framework, despite the known benefits of multi-disciplinary care (228).
Consequently, it would be challenging to establish a shared care follow-up model, where the oncologist is
responsible without establishing a legal framework. However, finding a mechanism for the oncologist to
be involved and oversee the patient's follow-up care may be more feasible, provided there is a strong
administrative and organisational infrastructure to support coordinated efforts (214). This would depend

on the successful transfer of information from general practice to the hospital.
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The need for follow-up clinical management guidelines and rapid review also depends on the reciprocal
transfer of information. General practitioners using follow-up guidelines developed by oncologists have
shown positive results (206). Patients believed the follow-up consultation was more detailed and
comprehensive than oncologist-led follow-up (229,230). Despite the efforts to develop and utilise follow-
up guidelines, there needs to be health technology infrastructure or better integration for general

practitioners to access any guidelines developed.

One notable finding was that despite the evidence that cancer follow-up care in general practice is safe
(94,231), perceptions still exist that general practitioners do not have the necessary skills and knowledge
for cancer follow-up care. This may be in part due to medical hegemony and power differentials (232),
where the general practitioner is viewed as inferior in the medical hierarchy to the oncologist. Perception
plays a powerful role in health psychology and is a determinant of behaviour (233) and can influence the

patient’s, general practitioners and oncologists preference for cancer follow-up care.

Another factor that will determine shared cancer follow-up is the relationship (either positive or negative)
the patient has with their general practitioner and oncologist and if they have continuity of care. Higher
levels of satisfaction of care with having their general practitioner involved have been reported for both
breast cancer patients (95) and colorectal cancer patients (234). A shared cancer follow-up model of care
will not suit everyone, and any decision a patient makes about their follow-up care will be based on their

own circumstances, perceptions, experience, values and needs.

This review was undertaken with a rigorous systematic methodology and has identified some important
enablers for shared cancer follow-up care. The review included quantitative and qualitative studies and
comprehensively captures the available evidence. This review has some limitations. The selected databases
searched were chosen as they contained the most relevant and up to date information on the topic. However,
it is possible that some papers catalogued on other databases could have been missed. Whilst two reviewers
independently screened the results against the inclusion/exclusion, Cohen’s Kappa value was not used to
calculate the inter-rater agreement so the precision of the inclusion criteria is unknown. There was limited
data captured from oncologists which may make it difficult to define the extent of barriers to shared care
from their perspective. Only published peer-reviewed literature was included and may therefore be subject
to publication bias. Papers were limited to those in English, and there may be papers available in other
languages that were not captured. Given that healthcare practices vary internationally, this review may not
reflect all practices. This review was limited to adult patients and excluded skin and blood cancers;

therefore, the results may not be extrapolated to paediatrics and all cancer types.
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3.6 Conclusion

Shared care is an alternative model to the oncologist-led cancer follow-up model of care. The model is
dependent on the patients’ personal preferences and relationship with their health care providers. A shared
cancer follow-up model of care relies on the oncologist maintaining overall responsibility and overseeing
the care, effective two-way information sharing between general practitioners and oncologists, and the
provision of follow-up guidelines. Oncologists and general practitioners support a shared-care model of
care; however, any model developed needs to be evaluated for feasibility and acceptability. The barriers to
a shared cancer follow-up model of care between general practitioners and oncologists are complex and
require a multifaceted approach. To improve the acceptability and feasibility of shared cancer follow-up
care, researchers and health professionals in both primary and secondary care need to work collaboratively
to address the barriers and translate the research into practice. Further research is required to better
understand the use of health technology to bridge the information-sharing gap and explore the feasibility
and acceptability of shared cancer follow-up care for oncologists, general practitioners, and patients.
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CHAPTER 4: Patients' acceptance of a shared cancer follow-up model of care
between general practitioners and radiation oncologists: A population-based
questionnaire using the Theoretical Framework of Acceptability

Chapter overview
This chapter presents a local population survey to evaluate the acceptability of a radiation oncology shared
cancer follow-up model of care. This population survey aimed to address Objective 2 of this thesis: To

determine the level of acceptance for shared cancer follow-up care in the ISLHD cancer patients.

Findings from this study have been accepted in the BMC Primary Care journal, a Q1 journal with an impact
factor of 2.634.

A copy of the survey is presented in Appendix C.
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4.1 Abstract

Introduction International and national guidelines highlight the need for general practitioner involvement
during and after active cancer treatment and throughout long-term follow-up care. This paper aimed to
evaluate patients' acceptance of a shared cancer follow-up model of care using the Theoretical Framework
of Acceptability (TFA).

Methods This cross-sectional study was conducted at two cancer care centres in the Illawarra and
Shoalhaven region of Australia. A sample of patients scheduled for a radiation oncology follow-up
consultation in 2021 were sent a 32-point self-complete paper-based survey. Data were analysed using
descriptive, parametric and non-parametric statistical analysis. This paper followed the Checklist for
Reporting of Survey Studies (CROSS).

Results Of the 414 surveys returned (45% response rate), the acceptance for radiation oncology shared
cancer follow-up care was high (80%). Patients treated with only radiotherapy were 1.7 times more likely
to accept shared follow-up care than those treated with multiple modalities. Patients who preferred follow-
up care for fewer than three years were 7.5 times more likely to accept shared care than those who preferred
follow-up care for five years. Patients who travelled more than 20 minutes to their radiation oncologist or
to the rural cancer centre were slightly more likely to accept shared care than those who travelled less than
twenty minutes to the regional cancer centre. A high understanding of shared care (Intervention Coherence)
and a positive feeling towards shared care (Affective Attitude) were significant predictive factors in

accepting shared radiation oncology follow-up care.

Conclusion Health services need to ensure patient preferences are considered to provide patient-centred
cancer follow-up care. Shared cancer follow-up care implementation should start with patients who prefer
a shorter follow-up period and understand the benefits of shared care. However, patients' involvement needs
to be considered alongside other clinical risk profiles and organisational factors. Future qualitative research

using the TFA constructs is warranted to inform clinical practice change.
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4.2 Introduction

Once cancer patients complete active treatment, they require long-term follow-up to monitor for treatment-
related side effects, recurrence, and psychosocial support (19-21). The usual model of care is the hospital-
based oncologist-led model (177,178). There is usually little formal involvement with the patient's general
practitioner in this model of care (215,235). While the oncologist-led model suits many patients, it may
not always meet patients' physical and psychosocial needs (236,237). For some patients, a shared care
model might be more appropriate, tailored to their tumours, treatments, locality (metropolitan, regional or

rural), access to specialists, and specific physical and emotional needs and preferences (67).

Shared care differs from the partial or whole transfer of care, where aspects of care are wholly transferred
from the oncologist to another provider, such as a general practitioner. A shared cancer follow-up model
of care harnesses the expertise of health professionals (113) and involves the explicit sharing of information
and coordination of follow-up care (64). Shared care is widely used in antenatal care and for managing
patients with asthma, diabetes and ischaemic heart disease (114-117).

There is a growing body of evidence supporting the benefits of shared cancer follow-up models of care
(51,120,185-187). Randomised controlled trials have shown no difference in cancer recurrence rates or
guality of life when a general practitioner is involved in follow-up care (95,119,188,189). A shared cancer
follow-up model of care offers several advantages to patients, health providers and health services. Patients
generally find general practitioner appointments are more accessible than specialist appointments
(217,238); there are fewer duplication of tests and clinical questions; reduced travel time; and more
accessible parking (204,223). Benefits for general practitioners include increased knowledge and
awareness of their patient's overall health (198), addressing their patient's unmet psychosocial needs (203),
and improving relationships with specialists (212). A shared care model benefits oncologists by allowing
more time for newly diagnosed patients, patients on active treatment, advanced-stage and complex patients
(239), and involvement in research and development activities. Additionally, the cost of shared cancer

follow-up care to the health system is less than standard oncology follow-up care (49,240).

A shared cancer follow-up model of care may vary for each medical discipline (medical oncology, radiation
oncology, haematology, surgical) and tumour type (breast, prostate, head and neck, abdomen, lung,
etcetera). For example, in one model for shared care for colorectal patients, the general practitioner and
oncologist alternate the appointments quarterly (225). In another model specific to radiation oncology
shared follow-up care for breast, prostate and colorectal cancer patients, the radiation oncologist
consultations cease entirely after three years after treatment, and patients see their general practitioner (3).
In that model the general practitioner follows a prescribed clinical follow-up assessment, and the radiation
oncologist oversees and reviews the consultation results; this model is reliant on health technology and the

two-way transfer of clinical information in real-time (3).
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A core principle of shared cancer follow-up care is the acceptability of all parties: the oncologist, the
general practitioner and the patient (241). General practitioners are willing to accept a greater role in cancer
follow-up care if there is improved information sharing and they are provided with clear clinical follow-up
guidelines or protocols (62,200,220). However, increased workload concerns remain (214,242,243).
Oncologists are more likely to prefer an oncologist-led model instead of a shared-care or general
practitioner-led model, as they feel they have the specialised knowledge for follow-up care (195). However,
oncologists are receptive to general practitioners taking a greater role in the more standardised aspects of
follow-up care for low-risk patients (215), such as managing long-term and late side effects, blood tests
and physical examinations. Several qualitative studies have found that patients appreciate their general

practitioners taking a greater role in their long-term care (62,121,204,207,237).

Despite increasing evidence of the effectiveness of shared cancer follow-up care, data on implementation
is limited. Treatment types (chemotherapy, immunotherapy, radiotherapy, surgery, etcetera) cause different
short-term and long-term side effects (244), and differences in acceptance based on treatment type may
help inform implementation. However, there is limited quantitative research on patients' acceptance of a
shared cancer follow-up model of care, specific to radiation oncology patients to allow generalisability to
larger samples. This study aimed to evaluate patients' acceptance of shared cancer follow-up care model of
care between their general practitioner and radiation oncologist using the Theoretical Framework of

Acceptability, in the Illawarra Shoalhaven Local Health District.

4.3 Methods

Study design, setting and participants

The Checklist Reporting of Survey Studies (CROSS) guided this study (Appendix D). This cross-sectional
study used a purpose-developed survey and was set in one regional, lllawarra Cancer Care Centre, and one
rural, Shoalhaven Cancer Care Centre, Australia. This region provides health services for around 400,000
people, including radiotherapy-related services for over 6,000 distinct people for treatment and
consultations annually. The study population was patients on a radiation oncology follow-up regime at one

of these cancer centres in 2021.

In Australia, oncologists are guided by the American Society of Clinical Oncology, the National
Comprehensive Cancer Network, and the National Institute for Clinical Excellence guidelines for follow-
up care. Follow-up care is between five to 10 years, however, the actual frequency depends on the

individual patient's health, stage, and treatment.

Data sampling and data collection

In 2021, there were 6,036 distinct patients scheduled for radiation oncology follow-up appointments in the
study sites. We calculated that three-hundred and sixty-two completed surveys were required to obtain a
95% confidence interval, with a 5% margin of error. We anticipated a 40% response rate. This was assumed

because paper-based surveys obtain response rates of 46% compared to online surveys of 36% (245), and
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we were using a mixture of the two. A proportional stratified random sampling approach was employed
based on years since treatment. Years since treatment strata were divided into <1 year, 1-2 years, 3-4 years,
5 years, 6-10 years and >10 years. The sample from each stratum was randomly selected using a Microsoft
Excel formula to generate the participant list. Therefore, we sent 950 paper-based surveys and patients
could elect to return the paper survey in the prepaid envelope provided or complete the survey online using

the provided Quick Response Code or weblink.

Survey

A 32-point survey was developed by the authors and comprised four sections: demographics, health and
cancer-related information, access to healthcare, and acceptance of shared care. The options in the
demographics, health and cancer-related information, and access to healthcare sections were adapted based
on previous survey designs (80,246,247), and are described below.

Demographics: These included age, sex, postcode, country of birth, primary language spoken, ethnicity,

relationship status, level of education, housing situation, employment status, and income.

Health and cancer-related information: The cancers with the highest incidence (244) (breast, prostate, lung,
colorectal, pelvis and head and neck) were included, as well as an 'Other' option. Additional information
included: the staging at diagnosis, the primary hospital where radiation oncology treatment was received,
other treatments received, and years post active treatment. A five-point scale ranging from 'Excellent’ to
'Poor’ based on World Health Organisation recommendations (245) was used to measure self-reported

health status.

Access to healthcare: Questions included whether the patient had a regular general practitioner, how often
they visited their different doctors, the time required to travel to their doctors and the primary mode of
transport, and how often they would like a consultation for their radiation oncology follow-up care, and

how many years they would prefer follow-up care.

Acceptability of shared cancer follow-up care: Acceptance of shared care was based on the Theoretical
Framework of Acceptability (TFA) (126). The TFA is a multi-construct theoretical framework designed
explicitly to assess the acceptability of healthcare interventions from the perspectives of the people who
receive the intervention and those who deliver it (126). The TFA can be applied quantitatively or
qualitatively and used prior to a health intervention to form judgments about whether the participants expect
the intervention to be acceptable or unacceptable. Assessment of anticipated acceptability prior to
participation can highlight which aspects of the intervention could be modified to increase acceptability
and thus, participation (126). The seven constructs of the framework used to determine overall acceptability
are Affective Attitude, Burden, Ethicality, Intervention Coherence, Opportunity Costs, Perceived
Effectiveness and Self-efficacy. Questions were developed based on these constructs and measured using

a five-point Likert scale from 'Strongly disagree' to 'Strongly agree' (see Table 7 for example).
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The survey was refined with feedback from four general practitioners and two radiation oncologists. The
survey included as few questions as possible to reduce the burden on patients and improve the response
rate (248). Readability was scored at Year Nine level, which is slightly higher than the Australian desired
standard of Years Six to Eight (249). The survey was piloted on ten follow-up patients and ten cancer centre

staff for content validity. The average completion time was 4.5 minutes. The final version was available in

printed form and online using Qualtrics XM.

Table 7. Theoretical Framework of Acceptability constructs and example statements used in the survey

TFA Definition TFA questions on 5-point Likert scale (Strongly

Constructs disagree to Strongly agree)

Affective Anticipated Affective Attitude: how an I would be satisfied for my radiation oncology

Attitude individual feels about the intervention, prior follow-up care to be shared with my general
to taking part. practitioner, so long as the radiation oncologist is

still involved.

Burden Anticipated burden: the perceived amount of It is easier to get to my general practitioner than the
effort that is required to participate in the hospital.
intervention. (Transport, time, parking, accessibility)

Ethicality The extent to which the intervention has I would value my radiation oncologist and general
good fit with an individual's value system.  practitioner working together to share my follow-up

care.

Intervention The extent to which the participant I understand that shared radiotherapy follow-up

Coherence understands the intervention and how it care will benefit me, my doctors and the health
works. system.

Opportunity Anticipated opportunity cost: the extent to In order to have shared follow-up care, I would

Costs which benefits, profits, or values must be need to give up some of my time or my values on
given up to engage in the intervention. shared-care.

Perceived Anticipated effectiveness: the extent to I believe that shared radiotherapy follow-up care

Effectiveness which the intervention is perceived to be will benefit me, my doctors and the health system.
likely to achieve its purpose.

Self-efficacy The participant's confidence that they can If I had the choice:

perform the behaviour(s) required to

participate in the intervention.

a. Iwould choose to have my follow-up
care with only my radiation oncologist.

b. Iwould choose to have shared follow-up
care with my general practitioner so long
as my radiation oncologist is involved.

c. Ihave confidence in my choice above.

Reliability and Validity

Internal consistency reliability estimates how much total test scores would vary if slightly different items
were used (250). The reliability across the seven constructs was assessed by computing Cronbach's o, with
the minimum acceptable value of 0=0.70. The coefficients for the constructs totalled 0=0.78, indicating an
acceptable level of internal consistency (251,252). Table 8 shows that the reliability would slightly improve
if the Opportunity Costs construct were removed; however, the research team deemed the improvement
small and did not delete it. The construct validity of the TFA constructs (that is, how accurately the
constructs measure what they say they do) (253) was calculated with Pearson's correlation coefficient of
the patient's responses to an item with their total scores. A validity coefficient above 0.35 is strongly valid

(254), and all constructs were positively associated.
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Table 8. Reliability and validity analysis of acceptability constructs

TFA Construct Corrected Cronbach's Pearson Sig (2-tailed)
item total  Alpha if correlation
correlation item deleted
Affective Attitude 0.603 0.727 0.684 <.001
Burden 0.182 0.819 0.373 <.001
Ethicality 0.756 0.699 0.764 <.001
Intervention Coherence 0.753 0.704 0.787 <.001
Perceived Effectiveness 0.772 0.695 0.796 <.001
Opportunity Costs 0.281 0.803 0.523 <.001
Self-Efficacy 0.373 0.771 0.413 <.001

Statistical analysis

Data were analysed using the statistical software package SPSS version 29 (255). Frequencies and
percentages were calculated for categorical variables and reviewed for normality. Two forms of acceptance
scores were generated. For the first, an average score across all TFA constructs, with opportunity scores
reversed to align from a negative to a positive scale. A patient's summated score was divided by the number
of constructs constituting the scale, thereby creating a mean that falls within the range of the values for the
response continuum options. All items comprising the construct's scale were assumed to have equal weight
when calculating a summated score. The second form of acceptance score was achieved by dichotomising
the data into 'Accept’ and Not Accept'. The Accept score was generated from the 'Strongly agree' and
'Agree’ response categories, and the Not accept score was generated from Neither agree/disagree’,
'Disagree' and 'Strongly disagree'. The dichotomised data were used to understand whether acceptance

could be predicted based on any of the TFA categorical constructs (logistic regression).

Parametric tests included multinomial and ordinal logistic regression. If requirements for parametric test
procedures were not met, non-parametric tests were used: Chi-Square, Kruskal Wallace Test and posthoc
analysis. All tests were 2-sided; statistical significance was defined as p <0.05. Weighted adjustments were

used to compensate for missing data.

Ethical consideration

Ethical approval for this study was obtained from the Joint University of Wollongong and Illawarra
Shoalhaven Local Health District Human Research Ethics Committee. Patients were provided with a
participant information sheet about the study's aim and procedures and informed that consent was tacit
upon completing the survey and that responses would be anonymised. Patients did not receive payment or

an honorarium.
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4.4 Results

Of the 950 surveys sent, 414 were returned (response rate of 45%); 371 had no missing data. Twenty-eight
surveys were returned to sender (26 were no longer at that address, and two stated that the patient was
deceased). Most (383 of 414) surveys were returned via post (92%). Patient demographics, health
characteristics and healthcare access are presented in Table 9. Age and sex did not significantly influence
a patient's preference regarding their choice of follow-up care, and there were no significant socio-

demographic variables on the acceptance for shared care.

One-third of the patients (n=141, 34%) were treated with only radiotherapy, and two-thirds (n=273, 66%)
were treated with radiotherapy and chemotherapy and/or surgery. More patients reported their health as
either 'Excellent' or 'Very good' (43.5%), followed by 'Good' (36.6%) and 'Fair' or 'Poor health' (19.9%).
Almost all patients had a regular general practitioner (98%); 90% lived within a 20-minute drive of their
general practitioner, and 40% lived within a 20-minute drive of their radiation oncologist.

Table 10 shows a high acceptance of radiation oncology shared care across the different tumour types.
However, no statistically significant results were found with patient acceptance of shared care between the

tumour group, cancer staging, or years since treatment.
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Table 9. Demographics of radiation oncology respondents

N (%) N (%)
Sex Cancer
Male 171, (41.3) Breast 193, (46.6)
Female 243, (58.7) Colorectal 9.(2.2)
Head/Neck 54, (13)
Lung 25, (6)
Prostate 91. (22)
Pelvis 9,(2.2)
Other 33.(8)
Age Stage at diagnosis
<40 5.(1.2) I 91. (22)
41-50 38.(9.5) i 76. (18.4)
51-60 13,2(32.9) I 57, (13.8)
61-70 201, (50.1) v 25, (6)
>71 25.(6.2) Not known 165, (41.1)
Education Treatment
Year 10 126, (31.2) Only radiotherapy 141, (34.1)
Year 12 42.(10.4) Radiotherapy and other 273, (65.9)
Certificate 117, (29)
Undergraduate 43, (10.6)
Postgraduate 52,(12.9)
Prefer not to say 24, (5.9)
Relationship Years since treatment
Married 278, (67.5) Less than 1 year 122, (29.8)
Single 25,(6.1) 1-2 years 82, (20)
De-facto 13.(3.2) 2-3 years 59.(14.4)
Divorced 37.(9.0 3-4 years 51.(12.5)
Widow 53,(12.9) 4-5 years 45, (11)
Prefer not to say 6, (1.5) 5-10 years 43, (10.5)
> 10 years 7.(1.7)
Housing Health
Rent 48, (11.7) Excellent 46, (11.3)
Own 341, (82.8) Very good 131.(32.2)
Other 14, (3.4) Good 149, (36.6)
Prefer not to say 9.(2.1) Fair 68. (16.7)
Poor 13.(3.2)
Employment
Casual 15, (3.7) Main hospital treated at
Part-time 40, (9.8) Illawarra Cancer Centre 262, (64)
Full-time 32.(7.8) Shoalhaven Cancer Centre 147, (36)
Unable to work 18, (4.4)
Retired 295, (72.1)
Prefer not to say 9.(2.2)
Income Travel time (one way) to
<$15.000 58.(15.2) General practitioner
$15,000-29.999 97.(25.5) 0-20 minutes 361, (90.5)
$30,000-49.000 63, (16.5) 21-40 minutes 27, (6.7)
$50,000-74,999 46, (12.1) > 40 minutes 11, (2.8)
$75,000-100,000 23,(6)
>100,000 10, (2.6)
Prefer not to say 84, (22)
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N (%) cont. N (%) cont.
Country of birth Travel time (one-way) to
Australia/New Zealand 324, (78.3) Radiation oncologist
United Kingdom 46, (11.1) 0-20 minutes 156, (40.1)
Europe 31(7.5) 21-40 minutes 159, (40.9)
Africa 5(1.2) 41-60 minutes 51.(13.1)
Asia 5(1.2) > 1 hour 12, (3.1)
Canada 3(0.7) > 2 hours 11, (2.8)
Primary language Preferred radiation oncology
English 404, (97.6) frequency
Other 10, (2.4) Every second month 11, (2.8)
Every three months 48, (12.1)
Every six months 108, (27.3)
Once a year 167, (42.2)
No more visits wanted 62, (15.7)
Identifies as Aboriginal Preferred year for follow-up
and/or Torres Strait No follow-up wanted 38.(9.6)
Islander For 1 year 67,(17)
No 398 (98) For 3 years 32, (8.1)
Yes 9() For 5 years 174, (44.1)
For 10 years 47, (11.9)
For lifetime 37.(9.4)
Table 10. Acceptance for radiation oncology shared follow-up care
Accept Shared Care Do not accept shared care
N (%) N (%) N
Total average acceptance 325, (80%) 79, (20) 405
Breast 149, (79) 39.(21) 188
Colorectal 7. (78) 2.(22) 9
Head/Neck 44, (83) 9.(17) 53
Lung 20, (83) 4,(17) 24
Prostate 74, (82) 16. (18) 90
Pelvis 9. (100) 0. (0) 9
Other cancer 23.(72) 9. (28) 32
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Theoretical Framework of Acceptability Constructs

Table 11 shows patients' acceptance for shared follow-up care across each construct in the Theoretical
Framework of Acceptability. For Affective Attitude 85% agreed that they would be satisfied for their
follow-up care to be shared with their general practitioner as long as the radiation oncologist was still
involved. Ethicality: 88% agreed a shared cancer follow-up model fits with their values. Intervention
Coherence: 88% agreed that they understood the benefits of shared cancer follow-up care for themselves,
their doctors and the health care system. Perceived Effectiveness: 87% agreed that shared care was likely
to achieve its purpose. Self-Efficacy: 75% elected to have shared follow-up care; sub-analysis showed 97%
had confidence in their choice (p=<0.001).

Table 11. Acceptance for radiation oncology shared follow-up care according to the Theoretical
Framework of Acceptability constructs

TFA Constructs Agree  Disagree
Affective attitude 85% 15%
Burden 30% 70%
Ethicality 88% 12%
Intervention Coherence 88% 12%
Perceived Effectiveness 87% 13%
Opportunity Costs 33% 77%
Choose Shared Care 75% 15%
Self-Efficacy 93% 7%

Acceptance and preferences for follow-up care
Patients treated with only radiotherapy were associated with an increase odds of accepting shared care,

odds ratio 1.707 (95% CI 1.051-2.773), Wald »*(1)=4.668. p<0.031. Additionally. patients who self-
reported 'Very good' health had a statistically significant higher acceptance of shared care than those who
self-reported their health as Good (p=0.008). However, health status was not a strong predictor of accepting
shared care (y%(4). 7.951. p=0.093).

The majority of patients preferred to have their radiation oncology follow-up reviews for five years (44%).
However, patients who preferred follow-up care for one year were 2.9 times more likely to accept shared
care (p=0.025). than those who wanted follow-up care beyond five years: and those who preferred follow-
up care for three years were 7.5 times more likely to accept shared care (p=0.012) than those who preferred

care beyond five years.

Patients treated at the regional hospital were 1.8 times more likely to want follow-up care to continue for
over 10 years (p=0.027), and five times more likely to want follow-up for life (p=<0.001), compared to
patients treated at the rural hospital. These results align with travel time. Patients who travelled less than
20 minutes one-way to their radiation oncologist had a slightly lower acceptance for shared care (mean
rank=186.08, p=0.025) than those who travelled more than 20 minutes (mean rank=207.15, p=0.025).
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Although not significant, patients treated at the rural hospital had a slightly higher average acceptability
score of shared care (3.94/5 compared to 3.86/5 from the regional hospital).

Logistic regression predicted patients' acceptance of shared care (see Table 12). Patients with a high
understanding of shared care (Intervention Coherence) were predicted to be seven times more likely to
accept a shared cancer follow-up model of care; those with a high Affective Attitude were predicted to be
three times more likely; those with a high Ethicality were two and half times more likely; and those with
high Self-Efficacy were three times more likely. Other constructs were not significant in predicting

acceptance of shared care.

Table 12. Odds ratio of Theoretical Framework of Acceptability and shared care acceptance

TFA Construct df _ Sig. OR
Affective Attitude 1 <0.001 3.231
Burden 1 0.306 1.131
Ethicality 1 0.031 2.497
Intervention 1 <0.001 7.111
Coherence

Opportunity Costs 1 0.162 0.824
Perceived 1 0.781 1.129
Effectiveness

Self-Efficacy 1 0.007 3.467

4.5 Discussion

This multi-centre cross-sectional study evaluated patients' acceptance of a shared cancer follow-up model
of care between their general practitioner and radiation oncologist using the Theoretical Framework of
Acceptability (TFA). We found that 80% of patients accepted a radiation oncology shared follow-up model
of care, and 75% would choose shared care compared to the oncologist-led model if given a choice. Patients
treated only with radiotherapy were more likely to accept shared follow-up care, and patients who preferred
follow-up care for fewer than three years were more likely to accept shared follow-up care. The TFA
constructs of Intervention Coherence, Affective Attitude and Self Efficacy were significant predictors of

acceptance for shared cancer follow-up care.

Previous qualitative research has found that patients are willing to accept shared cancer follow-up care if
their oncologist remained remains involved and can oversee their care (215). Although previous research
does not distinguish between patients treated with only radiation therapy or other modalities, this study
confirms that most radiation oncology patients would accept shared cancer follow-up care provided their
radiation oncologist was still involved. However, the extent to how the oncologist was to remain involved
was not explicitly addressed. It has been suggested that for the oncologist to remain involved and oversee
the patient's care, there is a need for improved two-communication and linkage of medical records between
health professionals (215.219).

Some patients require follow-up appointments with multiple specialists: radiation oncologist, medical

oncologist, surgeon (for example, urologist, breast surgeon), and shared care has been highlighted as
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beneficial in reducing the number of appointments and duplication of assessments (215,256). However,
our results found that patients who only received radiotherapy treatment were more likely to accept shared
follow-up care, and no significant difference with years since treatment was found. This is an interesting
result, as patients treated with only one modality have fewer follow-up consultations than those treated
with multiple modalities (who would be more likely to benefit from having fewer appointments). The
higher acceptance for patients treated with only radiotherapy may be due to other unknown factors, such

as long-term toxicity and treatment side effects and warrants further investigation.

To our knowledge, this is the first quantitative study to apply the TFA, which helped determine factors that
may predict a patient's acceptance of a radiation oncology shared follow-up model of care. Patients with
good Intervention Coherence, Affective Attitude and Self-Efficacy were significantly more likely to accept
a shared care model. Additionally, these constructs were also useful in predicting acceptance and could be
useful for health services to undertake readiness assessments. This finding is also supported by the Social
Cognitive Theory that goes beyond the individual behaviour (Health Belief Model and Theory of Reasoned
Action/Planned Behaviour) and considers interactions with social and environmental influences. According
to Bandura (257), if people lack awareness of how their lifestyle habits affect their health, they have little
reason to change; conversely, knowledge creates the precondition for change (257). Therefore, the
knowledge and understanding (Intervention Coherence) regarding the benefits of shared cancer follow-up
care is important to consider before transferring the care of patients to their general practitioner in a shared
care model. This finding is also supported by a recent study that found women need to be provided with
the evidence that shared follow-up care is effective, so they can form a thorough understanding
(Intervention Coherence) of what shared is, who is responsible for what and to understand that shared care
will not negatively impact their health outcomes (221). The TFA allows researchers and health services to
determine which constructs require further attention to increase acceptance before implementing health

interventions.

Although there are several system barriers to implementing shared cancer follow-up care (such as the need
for defined health professional roles (215), protocols, evidence-based guidelines (121,200,206) and
communication tools (223), acceptability to patients is fundamental. Our results support that shared cancer
follow-up care needs to be individualised based on the patient's cancer type, treatment type, current health,
and personal preferences (80). The American Society of Clinical Oncology suggested that “models of risk
are needed to stratify survivors into different levels of intensity and setting for follow-up care. Components
needed in such a model include risk recurrence, the persistence of moderate to severe toxicity or therapy,
risk of serious physical late effects and psychosocial status” (258 p.634). Another form of stratification to
select appropriate patients for a shared care model beyond the clinical paradigm is to evaluate the patient's

acceptability toward shared care.
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In addition to the risk stratification for cancer patients, essential elements for shared care include improved
communication between the general practitioner and oncologist (205,212,259). It is equally important to
provide patient-centred care, including engaging with patients and understanding their needs and
preferences (260). We show that patients with a strong understanding (Intervention coherence) of the
benefits of shared care are seven times more likely to accept a shared care follow-up model.

Study limitations
To our knowledge, this was the first study that used the Theoretical Framework of Acceptability

guantitatively, and there is limited guidance on applying the framework in survey format. The study was
specific to radiation oncology follow-up; some patients may have confused this with their medical oncology
or surgical oncology follow-up. Although this study had a good response rate, there is no information about
the 55% who declined to participate. It is possible that those who did not respond were less likely to accept
shared cancer follow-up care, and response bias may be present. The authors were unable to conduct a non-
report analysis. Additionally, there were few responses from colorectal cancer patients; this may be due to
fewer colorectal cancer patients being treated with radiotherapy compared to breast and prostate patients.
Finally, this study was conducted across a regional and rural population and may not be generalisable to
the metropolitan population. However, based on our results, patients who travel less than 20 minutes to
their oncologist were slightly less likely to accept shared care and may produce similar results in a
metropolitan area where people live closer to cancer centres. The lead author is a critical realist researcher

and acknowledges that many unobservable structures and events may influence the results.

4.6 Conclusion

There is a need to normalise shared cancer follow-up care into practice. However, normalising shared
cancer care requires a multifaceted approach and support from specialists, general practitioners and
patients. Based on the findings of this study, informing patients about the concept and benefits of shared
care is important to foster acceptance. Follow-up care should be based on individual clinical risk and patient
preference for follow-up care. Further investigation is needed to establish how the oncologist is to remain
involved and oversee care in a shared care model, and to qualitatively research the acceptance among
radiation oncologists, general practitioners and patients using the TFA constructs to inform clinical practice

change.
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CHAPTER 5: A shared cancer follow-up model of care between general
practitioners and radiation oncologists for patients with breast, prostate
and colorectal cancer: Protocol for a mixed methods implementation study

Chapter overview
This chapter presents the research protocol and addresses Objective 3: To develop a shared cancer care
follow-up model of care. This chapter describes the components of the model in more detail. The

clinical assessment is in Chapter 7, and the model of care diagram is in Chapter 8.

This chapter has been published in the Journal of Medical Internet Research. This journal is a Q1 journal
with an impact factor of 7.52. A component of this paper was presented at the Primary Care
Collaborative Cancer Clinical Trials Group Scientific Symposium.

Citations:
Sandell T, Schiitze H, Miller A. A shared cancer follow-up model of care between general practitioners
and radiation oncologists for patients with breast, prostate, and colorectal cancer: Protocol for a mixed

methods implementation study, Journal of Medical Internet Research, 2021 Jan 19;10(1).

Sandell T, Schiitze H, Miller A, Ivers R, Shaping an optimal care pathway between general practitioners
and radiation oncologists, The Primary Care Collaborative Cancer Clinical Trials Group Scientific
Symposium), Melbourne, 24 May 2021.
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5.1 Abstract

Background The rising incidence of cancer and increasing numbers of cancer survivors have resulted
in the need to find alternative models of care for cancer follow-up care. The acceptability for follow-up
care in general practice is growing, and acceptance increases with shared-care models where oncologists
continue to oversee the care. However, a major barrier to this model is the effective exchange of
information in real-time between oncologists and general practitioners. Improved communication

technology plays an important role in the acceptability and feasibility of shared cancer follow-up care.

Objective The aim of this study is to evaluate the feasibility and acceptability of a shared cancer follow-
up model of care between patients, general practitioners and radiation oncologists. Methods: This is a
mixed methods, multisite implementation study exploring shared follow-up care for breast, colorectal,
and prostate cancer patients treated with curative radiotherapy in New South Wales, Australia. This
study uses web-based technology to support general practitioners in performing some aspects of routine
radiotherapy follow-up care, while being overseen by a radiation oncologist in real-time. The study has
two phases: Phase 1 is designed to establish the level of agreement between general practitioners and
radiation oncologists and Phase 2 is designed to implement shared follow-up care into practice and to

evaluate this implementation.

Results Recruitment of radiation oncologists, patients, and general practitioners commenced in
December 2020 and will continue until February 2021. Data collection will occur during 2021, and data
will be ready for analysis by the end of 2021.

Conclusion Few studies have investigated the role of health technologies in supporting communication
deficiencies for shared cancer follow-up care. The implementation and evaluation of models of care
need to be conducted using a person-centred approach that is responsive to patients’ preferences and
needs. Should the findings of the study be acceptable and feasible to radiation oncologists, general
practitioners, and patients, it can be quickly implemented and expanded to other tumour groups or to

medical oncology and hematology.
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5.2 Introduction

The increasing incidence of cancer, coupled with improved survivorship, has resulted in higher demand
for cancer follow-up care (56,261,262). This has led to the sustainability of oncologist-led cancer
follow-up care in the secondary health setting being questioned (236,237) and to a call for alternative
models of cancer follow-up care (60,263). There is a growing body of literature on the benefits of shared
cancer follow-up models between general practitioners and oncologists (120); however, this is yet to be

integrated into routine practice.

Randomized controlled trials have shown that cancer follow-up care delivered by a general practitioner
in the primary health care setting produces no difference in the rate of recurrence or quality of life
compared to cancer follow-up with an oncologist (51,118,119). General practitioners are willing to take
a greater role in cancer follow-up care (202) provided they are supported by the oncologist
(62,63,204,215) and the oncologist maintains overall responsibility (264).

Despite an acceptance by patients for their general practitioner to be involved in their follow-up care,
barriers to shared care exist. The barriers are role clarification (97,265,266) and effective two-way
communication (198,200,211,212,267). There is a need for a robust information-sharing system that
allows both the general practitioner and the overseeing oncologist to be involved in the follow-up care.
Real-time and open access to patient information is crucial to coordinate the care of cancer survivors
appropriately (176,268,269).

At present, cancer patients maintain follow-up with their oncologists in the secondary health care
setting, and routine communication is transferred from the oncologist to the general practitioner via
letter or secure email. In the case where a general practitioner has undertaken a cancer-specific follow-
up, it is uncommon for the general practitioner to communicate their findings to the oncologist. This
study will trial a web-based technology to breach the communication divide between the general
practitioner and the oncologist so that they can work together collaboratively, should patients choose a

shared-care model.

To our knowledge, there is currently no system that supports the involvement of general practitioners
in shared cancer follow-up care where the radiation oncologist can oversee the care. This study trials a
web-based system that allows general practitioners to undertake routine aspects of cancer follow-up
care, while sharing the data with oncologists at the hospital in real-time so that they can continue to

monitor, oversee, and maintain responsibility for the patient.

This research aims to evaluate the feasibility and acceptability of a shared cancer follow-up model of
care between patients, general practitioners and radiation oncologists. The objectives of this study are
to implement a model of care using a web-based system that transfers clinical information between the

general practitioner and radiation oncologist in real-time, to determine the level of agreement between
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general practitioners and oncologists completing a standardized follow-up assessment, and to establish
the feasibility and acceptability of this model of care.

5.3 Methods

This research is a mixed methods, multisite implementation study for breast, colorectal, and prostate
cancer patients who have undertaken curative radiotherapy treatment. Mixed methods investigations
involve integrating quantitative and qualitative data collection and analysis into a single study (270)
and can strengthen the credibility of evidence and evaluation (143).

The study will implement the shared cancer follow-up model of care into practice at baseline (Phase 1)
and at 6 months post recruitment (Phase 2) (see Figure 8). During Phase 1, there will be a standard
clinical review by the radiation oncologist as per the patient's routine follow-up schedule, plus an
additional follow-up review by the general practitioner using the same standardized follow-up
assessment. This first phase will determine the level of agreement between general practitioners and
radiation oncologists when completing the same radiotherapy follow-up clinical assessment on the
patient. This first phase is essential, as it informs the educational and training requirements for general
practitioners. By demonstrating the level of agreement, it reassures both the general practitioner and
radiation oncologist that the general practitioner can reliably conduct a cancer-specific follow-up

review.
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The second phase of the study is the implementation of the shared cancer follow-up model of care into
practice. The patient will visit their general practitioner at 3.5 years follow-up for a radiation oncology—
specific follow-up appointment. The results will be transferred to the hospital, and the patient's radiation
oncologist will be alerted by an automatic quality checklist to review the outcomes of the review in
real-time on the hospital's oncology information system. The system has a rapid referral built into it in

the case of adverse events or should the general practitioner suspect cancer recurrence.

Study Setting The research will be conducted within the Illawarra Shoalhaven Local Health District
(ISLHD) region in New South Wales, Australia. The ISLHD provides public health services to over
400,000 people and cancer services to almost 9000 people annually (ie, medical oncology, hematology,
and radiation oncology). Radiation oncology outpatient services are provided at Wollongong Hospital
(ie, tertiary hospital and regional care) and the Shoalhaven District Memorial Hospital (ie, secondary
hospital and rural care).

The ISLHD radiation oncology service consults and treats over 1400 patients with radiotherapy and
conducts over 5000 follow-up consultations annually. The service has experienced a 20% increase in
follow-up consultations over a 5-year period (2015-2019), and treatment activity is projected to increase
by 18% by 2031. A substantial proportion of radiotherapy treatment at each site is attributed to breast,
colorectal, and prostate cancer. The study will take place at the two hospital radiation oncology
outpatient clinics and in the referring general practices. The relationship between general practice and
local health districts in Australia is increasingly pivotal to the health system. General practice in
Australia is typically comprised of small businesses with an average of three to five general
practitioners, and a universal medical insurance scheme (ie, Medicare) covers all or part of a person’s

cost to visit a general practitioner (271).

Local Follow-Up Guidelines

While there are many statements regarding “standard follow-up practices,” postradiotherapy follow-up
for patients varies greatly depending on the disease type, the oncologist's preference, and the patient's
preference. At the ISLHD, a visit 6 weeks after radiotherapy is routine for most cases to review the
settling of acute side effects. The pattern of remaining follow-up sessions for all cancers will include a
period of every 3 months for the first year and every 6 months for the second year, followed by yearly
reviews and then, finally, discharge from follow-up. For many cancers, a 5-year period of follow-up is

common.

At the ISLHD, an acceptable practice for breast cancer patients’ postradiotherapy follow-up care would
be a follow-up at 6 weeks, then every 3 months for 2 years, then every 6 months to 5 years, and then
yearly to 10 years. An acceptable practice for colorectal cancer patients would be follow-ups every 6
months for the first year and then yearly to 5 years. An acceptable practice for prostate cancer patients

would be follow-ups every 6 months or yearly to 5 years. However, the actual frequency depends on
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the individual patient's health, stage, and treatment and their preference for whom to see; in addition,
there is currently no early discharge, transfer of care, or shared care for radiation oncology follow-up
care to general practitioners.

Health Technology

The free and open source software framework PROsaiq (Didymo Pty Ltd) will be used (227). PROsaiq
is based around a web server that extracts assessments from inside the oncology information system
and encodes the assessment data into XForms (ie, an XML format used for collecting inputs from web
forms), which is then presented as a webpage in a web browser. When the clinical assessment is
completed on a smart device (ie, phone, computer, or tablet), the clinical assessment is returned to the
web server and converted into a Health Level Seven (HL7) message; HL7 is an accepted international
communication standard for clinical systems, such as those comprising laboratory information. The
HL7 message is presented to the oncology information system MOSAIQ (Elekta AB), where it is
imported to become part of the patient's oncological record.

Australia is equipped with reliable internet capability, and the webpage link will be made available to
the general practitioner by integrating it into a current local system that they utilize. The general
practitioner will complete the patient follow-up clinical assessments using PROsaiq, and the radiation
oncologist will receive an automated alert in real-time to review the results at the hospital. PROsaiq has
been trialed for the collection of cancer patient-reported quality-of-life outcomes from patients and has

demonstrated its operational feasibility (272).

Eligibility Criteria

To be eligible for the study, patients must (1) have a previous diagnosis of colorectal, breast, or prostate
cancer; (2) have completed curative-intent radiotherapy treatment and are due for their 3-year review;
(3) be over 18 years of age; (4) be able to understand and speak English; and (5) have a general
practitioner willing to participate. Patients who do not meet these criteria will be excluded, as will
patients who have suspected or confirmed recurrence of cancer. Patients 3 years posttreatment have
been selected, as it was deemed a safe time period by the oncologists for a feasibility study, and the
patients will have experienced the standard oncologist-led follow-up model. Participants can withdraw

at any stage up until data analysis.

Sample Size

The sample will consist of 20 triads comprising the patient, their radiation oncologist, and their general
practitioner, for a total of 35 to 45 participants. A total of 10 patients will be from the Wollongong
Cancer Centre (ie, regional) and 10 will be from the Shoalhaven Cancer Centre (ie, rural). Sample size
guidelines for qualitative interviews suggest that a range between 20 and 30 interviews is adequate for

each group to reach data saturation (273). The sample size for the quantitative level of agreement data
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requires a minimum of 5 samples; however, to increase the confidence interval, a higher sample is
required (274).

Recruitment

The radiation oncologists will review their follow-up clinic lists from both sites and screen for initial
inclusion criteria. The researcher will invite each patient to participate via a postal letter on behalf of
the radiation oncologist. Once each patient consents to participate, their general practitioner will be
invited. General practitioners will be eligible for continuing professional development points for

participating. If the general practitioners do not consent to participate, the patient will not be eligible.

Implementation

The foundation of this shared cancer follow-up model of care is that clinician communication exchange
is two-way and in real-time, while the radiation oncologist continues to oversee the follow-up care. The
model includes real-time transfer of results, internal system alerts, and rapid referral to address any
issues that may arise. During this study, patients maintain their current specialist standard follow-up
care, with all relevant specialists, and will continue follow-up care with their radiation oncologist upon
completion of the study. General practitioners will complete a standardized online radiation oncology
course developed by the Cancer Institute New South Wales (275). The course developed for health
professionals addresses the principles of radiation therapy, patient assessment grading systems of side

effects, and supportive care management.

General practitioners will receive one-on-one training by a radiation oncologist that includes localized
radiotherapy-specific follow-up care, a review of the recruited patient’s treatment background, and a
demonstration of the clinical follow-up assessment that the general practitioner will use in the patient's

follow-up review.

Data Collection
The PROsaiq software will be used to administer clinical assessments. The assessments were compiled
internally at the ISLHD for follow-up of radiotherapy patients. These clinical assessments review
physical items on a scale from 0 to 4 for items specific to radiotherapy follow-up care, such as pain,
fatigue, physical performance, bowel issues, urinary issues, and appetite (see Table 13). The included
scales were sourced from the Radiation Therapy Oncology Group scales (276) and the Common
Terminology Criteria for Adverse Events, version 3.0 (277).
Table 13. Radiation oncology follow-up standardised clinical assessment

Tumour Clinical assessments

Breast Fatigue, ECOG (Eastern Cooperative Oncology Group) Performance Status,

appetite, weight loss, chest and breast pain, telangiectasia, lymphedema-related
fibrosis, and disease state (ie, local, regional, or distant)

Colorectal Fatigue, ECOG Performance Status, appetite, weight loss, proctitis, pelvic pain,
vomiting, and diarrhea

Prostate Fatigue, ECOG Performance Status, erectile dysfunction, dysuria, and rectal
hemorrhage
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Quantitative Data

The quantitative data will be collected from Phase 1. The radiation oncologist will enter the clinical
assessment directly into the oncology information system, while the general practitioners will enter the
clinical assessment on the webpage link that will be provided to the general practitioner. Both sets of

data from these clinical assessments will be stored in the hospital oncology information system.

Qualitative Data
At pre- and postimplementation, participants (ie, patients, general practitioners, and radiation
oncologists) will participate in semi structured interviews following a topic guide about radiotherapy
follow-up care and their experience of shared care. Demographic data will be collected for all
participants (ie, age, sex, level of education, and working years). The interviews will be audio-recorded
and transcribed verbatim in preparation for thematic analysis in NVivo (QSR International).

Data Analyses

Quantitative Data
The clinical assessment data will be extracted from the oncology information system; the Cohen « value
and percent agreement for each variable from Table 13 will determine the level of agreement between
general practitioners and radiation oncologists. The agreement will assess the concordance between two
measurements of each variable with the expectation that there will be near-perfect agreement on each
item (>0.81). The results of the analysis and level of agreement will be presented to the general

practitioners and radiation oncologists to guide any additional education and training.

Qualitative Data
Thematic analysis is a commonly used analytical approach for qualitative data in implementation
studies (278). This involves mapping the transcribed data and emergent themes onto a priori domains.
The themes will be compared across the regional and rural sites (ie, Wollongong and Shoalhaven) and

triangulated between radiation oncologists, patients, and general practitioners.

Ethics Approval and Trial Registration

Ethics approval was received on May 12, 2020, from the Joint University of Wollongong and the
ISLHD Human Research Ethics Committee (2020/ETHO00301). The trial was registered with the
Australian New Zealand Clinical Trials Registry on October 20, 2020 (ACTRN12620001083987).

5.4 Results

Recruitment of radiation oncologists, patients, and general practitioners commenced in December 2020
and will continue until February 2021. Data collection will occur during 2021, and data will be ready
for analysis by the end of 2021.
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5.5 Discussion

The important skill set and experience that oncologists have is undisputed. However, there appear to be
limited alternate models of cancer follow-up care that address the principles of equity in access,
connecting health services, and where the cancer survivor can make an informed decision about their
cancer follow-up care. Cancer survivors are more likely to accept shared cancer follow-up care with a
general practitioner if their care is overseen by their oncologist (215). However, effective two-way
communication between oncologists and general practitioners is lacking. Improved communication is
the strongest enabler to routine shared cancer follow-up care and is an area that is still being established
(122,200,279,280).

Few studies have investigated the role of health technologies in supporting communication deficiencies
for shared cancer follow-up care (281). There have been no explicit recommendations of what type of
health technology to use or how to use it. Health technology has been embraced for the collection of
patient-reported outcomes of cancer patients during follow-up care, which utilizes the internet to
complete online assessments that connect to the hospitals’ patient medical files (226). To our
knowledge, using this type of technology between general practitioners and the oncologists is the first
of its kind.

The body of literature on the benefits of general practitioner—led and shared cancer follow-up models
of care is growing. Although shared follow-up care may not be desired or appropriate for everyone,
Australia’s oncologist-led model currently leaves limited patient choice as to when, where, and by
whom their follow-up care is delivered. A well-informed patient can actively participate in the decision-

making process about their care based on their personal circumstances, beliefs, and priorities.

Oncologists, general practitioners, and patients are supportive of a model of shared care]; however, any
model developed needs to address the two-way communication barrier and be evaluated for
acceptability. The outcomes of this study may lead to a longitudinal implementation to measure patient
satisfaction, cost-benefit analysis, health economic analysis, management of rapid referrals, and long-

term outcomes of patients.

Limitations

Possible limitations of this research are the number of participants needed to determine the level of
agreement; the research team will monitor this. Another limitation identified is that the general
practitioners and radiation oncologists recruited may assess the same oncological patients from a
different viewpoint due to differences in training. The researcher will assist in the coordination of

appointments and try to minimize the impact on the patients and health professionals.
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CHAPTER 6: Patient self-reported follow-up for radiation oncology patients
during COVID-19: Feasibility and patient-clinician agreement

Chapter overview

This chapter was an additional study that was opportunistically included. During the COVID-19 pandemic,
restrictions limited face-to-face follow-up care with both radiation oncologists and general practitioners. It
highlighted a need to explore alternate models of follow-up care if both oncologist-led and shared care

were not available.

This remote monitoring study aimed to address Objective 3 of this thesis: To test the model and determine
the concordance in clinical data between patients and oncologists completing the follow-up clinical
assessment in the radiation oncology setting.

Findings from this study were published in the Journal of Radiation Oncology Information and presented

at the Australian Public Health Conference.

Citations:
Sandell T, Miller A, Schiitze H, Ivers R, Vijayakumar V, Dinh L. Patient self-reported follow-up for
radiation oncology patients during COVID-19: Feasibility and patient-clinician agreement, JROI, 2023

Sandell T, Miller A, Schitze H, Ivers R, Vijayakumar V and Dinh L. Radiation oncology patient self-
reported follow-up during the COVID-19 pandemic, Australian Public Health Conference, Supporting and
Re-energising Public Health in a Disrupted Word, 23-24 September 2021, Canberra (virtual presentation).
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6.1 Abstract

Introduction The COVID-19 global pandemic required health services to be innovative and quickly adapt
their health service delivery, including adopting health technology in cancer clinical practice. COVID-19
restrictions forced our health service to introduce follow-up consultations for many patients via telehealth.
At the same time, we explored an alternative follow-up model of care in preparation for unknown future
restrictions and changes to health resources. We adapted an existing Patient Reported Outcome messaging
service that linked to the patient’s medical record. Clear and meaningful interpretation of patient-reported
outcome scores is fundamental to their use to determine if they could become a means of follow-up care
when service delivery is impeded. Therefore, this study aimed to evaluate the feasibility of a patient self-
reported follow-up model of care for radiation oncology that was opportunistically introduced during
COVID.

Methods This was a cross-sectional clinical practice study set in Wollongong, Australia. Patients on
radiation oncology follow-up care were sent an unannounced text message with a weblink to a survey to
self-report their health before their radiation oncology telehealth appointment. Radiation oncologists
completed the same set of questions during or within a day of the telehealth follow-up consultation.
Descriptive statistics were analysed to evaluate the uptake of self-reporting. Percent agreement and Cohen’s

Kappa were used to determine patient-clinician agreement.

Results A moderate response rate of 62% was achieved from the 142 patients. Percent agreement between
the patient reported and the clinician-reported for weight change, appetite, physical performance, side
effects was acceptable (>75%). However, percent agreement was moderate for pain and sleep. For most
items, Cohen’s Kappa indicated moderate agreement, with pain, side effects, and recurrence being fair.

Patients were more likely to report themselves worse than the clinician for all items, except for side effects.

Conclusion Based on the findings of this study, a standalone patient-reported follow-up model of care is
not feasible due to the lower than ideal response rate and fair to moderate patient-clinician agreement.
However, we show the importance of capturing the patient perspective for radiation oncology follow-up
care as complementary information for clinicians prior to telehealth consultations. Patient-reported
information could triage phone consultation from a standard to a long consultation or triage patients
requiring physical consultation and immediate attention. With further research, patients self-reporting
before their telehealth consultation holds promise for future models of follow-up care, particularly for rural

and remote patients and during pandemics and other disasters where clinic attendance is not possible.
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6.2 Introduction

Patients who complete active cancer treatment require ongoing follow-up care to manage ongoing and late
side effects, monitor recurrence and provide psychosocial care (19-21). When the novel SARS-CoV-2
2019 virus caused the COVID-19 pandemic, health services were forced to rapidly change how they
delivered cancer follow-up care. There was a need to minimise cancer patients' exposure to the virus, as
they were twice as likely to die from the first variant of COVID-19 than the general population (282). The
American Medical Association encouraged the use of telehealth and technology (283), and Cancer
Australia recommended that hospitals minimise outpatient visits and find alternative methods to deliver
care (284).

In Australia, telehealth substituted face-to-face follow-up consultations and provided a means to continue
care and maintain the safety of both patients and healthcare workers during the pandemic (285). When
faced with restrictions, a regional hospital in Australia saw the COVID-19 pandemic as an opportunity to
adopt new healthcare innovations, harness existing online health technologies, and explore alternative
follow-up models of care as recommended by Cancer Australia (284). An alternative follow-up model of
care considered was the use of patients' self-reporting, also known as Patient Reported Outcomes (PROs)
(286).

PROs are defined as a measurement based on any report of the status of a patient's health condition that
comes directly from the patient, without interpretation of the patient's response by a clinician or anyone
else (287). PROs can be measured in absolute terms, such as a pain rating scale of zero to 10, or changes
in reported nausea (288). The collection of PROs in cancer care has become an important and frequent
clinical practice activity to understand the impact of the disease on the patient and develop appropriate
support and screening measures (226,289,290). However, whilst there has been a proliferation of validated
PRO tools used in cancer care (277,291-293), there is no gold standard for measuring PROs in radiation

oncology follow-up care (294,295).

As per the definition above, a PRO is without amendment or interpretation by the clinician. However, when
the clinician interprets the PRO, it is often not well understood because of insufficient data or lack of
experience or clinical understanding (296). Additionally, some clinicians are sceptical of the role PROs
play and whether the information reported represents their patient's current situation (297). Patient-reported
responses are subject to social and environmental conditions (297), individual motivation, interpretation of
the questions, expectations and personality (298), and clinicians should not rely on PROs data to fully
represent a patient's experience or condition (297). Clear and meaningful interpretation of patient-reported

outcome scores is fundamental to their use (296).

In recent years, the ability to electronically collect, report and use PRO data in cancer care has become

increasingly important (299); however, inadequate health technology and poor integration of PROs with
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hospital electronic medical records are barriers to its integration (300). The internet has been increasingly
leveraged to enable and enhance supportive care services for cancer survivors, using websites, support
groups and a broad range of mobile applications to collect patient-reported outcomes (301,302). Web-based
technology has allowed patients to self-report their health, screen patients and reduce hospital admissions
(226). In addition, there is growing recognition that combining health technology with good measurement
properties and shorter instruments could be more user-friendly and facilitate better translation of research

into clinical practice (303).

Despite the barriers to interpreting and collecting PROs, there are many advantages to using PROs during
COVID-19 including: monitoring the clinical trend of symptoms and side effects; prevention of the
occurrence of severe adverse events; efficient screening of patients who need further phone assistance or
direct medical intervention; prompt management of medical needs; positive psychological impact on

patients; and increased patient satisfaction with health care services (286).

Understanding the discordance of the PRO information is essential to help interpret the data and support
clinical care remotely during a pandemic or in other circumstances where access to care is impeded, such
as living in rural or remote areas. Given the change and limited access to radiation oncology follow-up
consultations due to hospital restrictions during COVID-19, this study aimed to evaluate the feasibility of
a rapidly deployed patient self-reported follow-up model of care for radiation oncology. The objectives
were to a) develop a set of patient-reported questions specific to radiation oncology follow-up
consultations, b) evaluate patients' ability to self-report their current health status via an unannounced text

message, ¢) determine the level of agreement between patient self-report and clinician assessment.

6.3 Methods

This study was a cross-sectional clinical practice study conducted at the Wollongong hospital, Australia.
Radiation oncology was selected as the service was familiar with and had implemented the web-based
health technology to collect patient-reported outcomes to screen patients commencing treatment. Ethics
approval from the Joint University of Wollongong and Illawarra Shoalhaven Local Health District’s Health
and Medical Human Research Ethics committee (2020/ETH01427).

Sample

This study used a convenience sample. Patients were eligible if they were scheduled for a radiation
oncology follow-up telehealth consultation between June and September 2020 in the Oncology Information
System (OIS - MOSAIQ®). The end date coincided with the announced cessation of the Australian
Government's funding for telehealth consultations, even though this was subsequently extended. The
sample size target was a minimum of 32 sets of patient-clinician data (304). Patients were not recruited or

provided any training, reflecting real-time clinical practice.
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Web-based technology

Web-based technologies are important as they allow patients to complete a survey online in their own time
and have them subsequently transferred into the patient's oncological medical record. The information
technology infrastructure (PROsaiq®) (227) consists of a webserver that uses the surveys existing within
the OIS to produce a webpage in Xform format with a specific Uniform Resource Locator (URL) that can
be shared. The webform contains placeholders for patient identifiers and survey assessment items. When
the form is submitted, the webserver alters the returned survey from a JavaScript Object Notation (JSON)
format into HL7 format and imports it into the OIS through the usual HL7 gateway. The submitted answers

are stored and appear as if the survey had been completed entirely within the OIS.

The PROsaiq platform was specifically designed to obtain PRO data from patients during their cancer
journey. The system has been trialled for collecting quality of life-based patient-reported outcomes and
deemed feasible in terms of use (226,272). For this study, the system was piloted for one month to monitor
the condition of data being returned; no changes were required to the assessment or process. The PROsaiq
platform acts only as a server of empty forms and a converter of returned forms; it does not store patient

data, and deliberately cleans RAM after completing data conversion and transfer.

Tool development

At the time of writing, the hospital cancer centre used validated tools to collect PROs to screen radiotherapy
patients commencing treatment and review patients on active treatment (Distress Thermometer, Problem
Checklist, Edmonton Symptoms Assessment scale, Common Terminology Criteria for Adverse Events).
As no specific tool that addressed radiation oncology follow-up consultations was available, a patient
guestionnaire that reflected standard questions addressed and recorded in follow-up consultations was
developed after extensive consultation with radiation oncologists across two cancer centres. In addition to
this, a document review of a sample of 20 follow-up consultation letters from radiation oncologists to
general practitioners was performed to ascertain the most frequently documented items during a follow-up
consultation. The questions were developed to be broad and relevant to all tumours, with plans to

individualise based on tumour groups, pending the results of this study.

The final clinical assessment included performance level, sleep, appetite, weight, pain, side effects and
recurrence (see Table 14). When the patients selected the weblink from the text message, it took them to
the survey. Patients were asked the specific questions shown in Table 14, for example, "Are you eating
well?". In contrast, the clinician was only prompted by a single word for that assessment area, for example,

'‘Appetite’. The reporting scales were the same for both the patient and the radiation oncologist.
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Table 14. Clinician and patient assessment questions

Clinician
Prompt

Patient Question

Scale (both clinician and patient)

NA

Please enter your name

Please enter your Medical
Record Number (it is in the text
message and your appointment
care).

Please enter your date of birth

ECOG

How well are you moving
about?

I am fully active, able to carry on all
pre-disease performance without
restriction

I am restricted in physically strenuous
activity but ambulatory and able to
carry out work of a light or sedentary
nature, e.g., light house work, office
work.

I am ambulatory and capable of all
selfcare but unable to carry out any
work activities; up and about more
than 50% of waking hours

I am capable of only limited selfcare:
confined to bed or chair more than
50% of waking hours

I am completely disabled; cannot carry
on any selfcare; totally confined to bed
or chair

Appetite

Are you eating well?

S

hed

My appetite is normal for me

My appetite is decreased but I am able
to eat

I am hungry, but I experience
difficulty with eating

My appetite is poor; I have no interest
in eating

I am unable to eat

Weight change

Has your weight been stable?

No
Yes

Pain

Have you had any treatment
related pain in the last 24
hours?

A I R A i S el i P

No pain

Between no and mild pain

Mild pain

Between mild and moderate pain
Moderate pain

Between moderate and severe pain
Severe pain

Between severe and very severe pain
Very severe pain

Between very severe and worst
possible pain

10. Worst possible pain

Chapter 6: Patient-Oncologist Concordance 78



Clinician Patient Question Scale (both clinician and patient)
Prompt

Sleep Apart from going to the toilet, 0. Iam able to sleep through the night
are you sleeping well? without awakening
1. Tawaken less than 2 times per night
2. Tawaken more than 2 times per night
3. Iam unable to sleep throughout the
night
Side-effects Do you have any treatment 0. No, I have no treatment related side-
related side-effects? effects present

1. Yes, I have treatment related side
effects present

Recurrence Are you worried your cancer 0. No, I do not think my cancer has
has returned? returned
1. Yes, I do think that my cancer has
returned
NA If you have a message for your Free text
doctor or the team, please write
here:

Data collection

Patients: A list of radiation oncology patients scheduled for their follow-up telehealth consultation was
extracted from the OIS. Using the Telstra TIM messaging system' via email, the patient's mobile number
was entered, and they were sent the following personalised message with the link to the assessment the day

before their scheduled telehealth consultation (see Figure 9).

No Reply

Text Message
Today 1:44 pmr

Hello Jane, Dr x team
here. Please complete
this survey about your
health before your
telehealth appointment
tomorrow. Your medical
record number to enter
is:123456. If unable - do
not worry.
www.health.nsw.gov.auf
prosaig.xxxx

Figure 9. Personalised text message to a patient

The initial text message was sent unannounced, that is, without pre-warning the patient or providing the
patient with training. If the patient opened and completed the survey, the data from the completed clinical
assessment was sent from the patient's mobile phone into the hospital's OIS via a secure webserver. The

PROsaiq system also included a module to monitor rejected incoming assessments to allow for manual

! Telstra Integrated Messaging (https://tim.telstra.com/)
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correction of contained errors, for example, incorrect spelling of the surname, switching of first and last

names, or incorrect medical record number. The first author monitored this portal daily.

Radiation oncologists: were provided with a list of patients sent the clinical assessment prior to their clinic
to remind them to enter the data at that point in time. During the radiation oncology telehealth follow-up
consultation, the clinician-reported data were entered directly into the OIS as standard practice so that the
record contained two sets of the same survey (that is, patient and clinician). When clinical needs interfered,
some data was entered retrospectively based on the patient's progress notes; how much was entered
retrospectively cannot be ascertained. To ensure that the patient's self-report data did not influence the

oncologist's assessment, the oncologist was unaware of where the patient's entered data was located.

Data analysis

The response rate and identified errors will evaluate patients' ability to self-report via a text message. A
response rate of 60% (305) is deemed an acceptable level for researchers. In addition, analysing the patient-
reported and clinician-reported data provides evidence to understand if the information reported can be
used to support follow-up care when patients are unable to access 'usual care' (i.e. face to face consultations,

pre/post-pandemic).

To minimise errors associated with manual data transfer, the patient self-reported data and the clinician-
reported data were extracted separately from the OIS, copied and pasted into the same Microsoft Excel
spreadsheet for analysis. The patient and clinician data were matched using the patient's medical record
number, and de-identified. Typically, percent agreement and kappa should be calculated if there are four
or fewer discrete ratings (306). Therefore, percent agreement and Cohen's Kappa were used to analyse the
patient-clinician agreement. Percent of agreement is the simplest measure of inter-rater agreement, with
values >75% demonstrating an acceptable level of agreement (306). Cohen's Kappa is a more rigorous
measure of the level of agreement, as it is a measure of agreement in excess of chance and interpreted as:
<0.00 as poor, 0.00-0.20 slight, 0.21-0.40 fair, 0.41-0.60 moderate, 0.61-0.80 substantial, and 0.81-0.99 as
almost perfect agreement (306). If chance agreement is high, then the percentage of absolute agreement

will overstate how much agreement occurred (306).

6.4 Results

A total of 167 patients were extracted from the OIS. Fifteen percent (n=25) did not have a mobile phone
number and were therefore ineligible. The average age of the excluded patients without a mobile number
recorded was 84 years (range 77 to 91 years); the average age of patients with a mobile number recorded

was 71 years (range 24 to 92 years).

Of the 142 eligible patients, the response rate was 62% (n=88). There was no significant difference in age
for patients who could self-report via text message (average age 70 years) compared to those who did not

send back (average age 71). Twenty-two females were sent text messages, compared to 120 males. This
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difference in male and female samples resulted from the radiation oncologists that primarily treated prostate
cancer having scheduled clinics on the days selected for this research, which was unknown to the research

team when the sampling strategy was created and performed.

Despite the lower number of females, their response to self-reporting was slightly higher (68%, n=16) than
males (60%, n=67). There were seven errors where the patient either entered a letter in their surname
incorrectly or the wrong number for their medical record number; this was manually corrected. In addition,
there were five instances where there was no data from the clinician due to late cancellation, no show or
clinician unavailability; this resulted in a study population of 83 patient-clinician matched datasets. Patient
characteristics, shown in Table 15, present that the sample comprised more prostate cancer and head and

neck cancer patients, and 70% of the sample was aged between 60 and 79.

Table 15. Patient self-report characteristics

Head/

Neck  Lung Pelvis Prostate  Breast
Age group M M F M F M F Total
40-49 3 3
50-59 11 2 13
60-69 7 4 3 3 9 2 28
70-79 4 1 21 2 29
80-89 1 1 1 1 3
>90 1 1
Total 29 9 5 36 4 83

Figure 10 and Table 16 presents that of the 83 patient-clinician matched datasets, there was acceptable
percent agreement for most items: performance status (ECOG), appetite, weight, side effects and
recurrence; with pain and sleep below the 75% threshold for acceptability. The Cohen's Kappa accounted
for chance, with many items resulting in moderate agreement: ECOG, appetite, weight and side effects.
Similar to the percent agreement results, sleep and pain were below an acceptable level of agreement with
Kappa being fair. Despite having a high percent agreement (83%), the item for recurrence had the lowest

Kappa of 0.230, and this result was not significant.

For all variables, excluding side effects, the patient self-reported their condition as poorer than the clinician-
reported (see Appendix E). Sleep had the largest variance of reporting, with 37 patients reporting their sleep
as being poorer than what the clinician reported. Pain was also scored as being worse by the patient on 24
occasions (15 out of the 24 occasions where the clinician rated the patients' pain lower, the variance was
by one point). For the treatment-related side-effects variable, four patients reported that they had side
effects when the clinician reported nil. Conversely, there were 12 occasions when the patient reported nil

side effects, and the clinician reported that side effects were present.

Chapter 6: Patient-Oncologist Concordance 81



Table 16. Patient-clinician agreement
Percent Kappa (p)

agreement
Physical performance (ECOG) 90% 0.508 (<.001)
Appetite 85% 0.473 (<.001)
Weight change 85% 0.458 (<.001)
Sleep 52% 0.303 (<.001)
Pain 64% 0.303 (<.001)
Side effects 76% 0.460 (<.001)
Cancer recurrence 83% 0.230 (<.012)
100% 1
90% 0.9
80% 0.8
é 70% 0.7
8 60% 0.6 5
? 50% - . . . 0.5 E
8 40% 0.4
g
A~ 30% L] L] 0.3
.
20% 0.2
10% 0.1
0% 0
Physical Appetite Weight Sleep Pain Side effects  Cancer
perfonnance change recurrence

Percent agreement ®Kappa

Figure 10. Level of patient-clinician agreement

6.5 Discussion

This study rapidly implemented innovative health technology for cancer follow-up patients invoked by the
COVID-19 restrictions. The feasibility of using text messages for cancer patients to self-report during their
follow-up period is good. and the patient-clinician level of agreement is fair to moderate. Our results are
consistent with other studies, where patients were more likely to score themselves as being more impacted
than clinicians' ratings for disease severity, physical performance, pain and quality of life (307-309).
Although this study found a fair to moderate patient-clinician agreement, the questions were broad and not
specific to individual tumours. However, a study that was individualised to breast cancer treated with
radiotherapy also found low to poor patient-clinician concordance (for example, breast hardness, shrinkage,
and veins) (310).

The response rate of 62% was above the target goal of 60% for researchers (305). However, our response
rate is lower than two other studies that asked patients to self-report their health (311,312). The noticeable

was that the other two study’s participants were recruited and willing to be involved. In contrast, our study
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provided no notice, recruitment or training to the patients due to COVID-19 and the rapid changes to health

service delivery, reflecting real-time clinical practice.

While the overall agreement between patient-clinicians was measured as 'Fair' to ' Moderate', the value of
each assessment is not equally important or valuable. The discordance between patients and clinicians is
known to be substantial for pain scales (313) since the patient evaluation is based on perception. In contrast,
the clinician's assessment includes patient language, sleeping, activity levels and pain relief use. Some of
the variance in scores, specifically for pain, could be attributed to the time frame between when the patient
self-reported and when the clinician entered the data during the consultation; this time frame was usually
24 hours in advance, with some minor variation due to changes in consultation time. The assessments of
performance status, appetite and weight change are based on more discrete and substantive parameters.
These findings are similar to a systematic review that sought to find the association of clinician-reported
common toxicity scales (such as those used in this study) against patient-reported outcomes of the same

toxicity items, which found there was poor to moderate association (314).

Some of the lack of agreement in sleep is understandable and demonstrates the need for slower
implementation. The patient assessment asked the question, “Apart from going to the toilet, are you
sleeping well?”, while the OIS assessment for the clinician simply stated the word “Sleep”. Given that most
patients had a prostate cancer diagnosis with a reasonable frequency of prostatism symptoms in this group,
this difference in wording is likely to produce a variance in answers between patient and clinician. The
analysis of level of agreement should therefore downplay the influence of pain and sleep. The fair
correlation of cancer recurrence belies its importance in the dialogue between patient and clinician,
identifying and addressing the patient's real concerns. While these assessments are very broad, their use by

the patient to identify real clinical concerns can allow the clinician to focus on these issues.

Clinicians were more likely to score the patient as having treatment-related side effects when the patient
reported that they had no side effects. There is no qualitative data to understand further why the clinicians
were more likely to report that the patients had treatment-related side effects. However, it is hypothesised
that during the telehealth consultation, the clinician asked additional questions about the patient's health
and well-being specific to their cancer type (breast, colorectal, prostate, lung, etc.) where there are other
toxicities to monitor, such as skin irritation, fatigue, dysuria, cosmesis, telangiectasia, proctitis and so on.
Given that the number of questions was kept to a minimum to prevent survey fatigue, there is scope to

individualise the questions to the different cancer types to ascertain individualised patient information.

While the text message to the patient was manually prepared in this setting, the automatic sequencing,
preparation and sending of these messages is imminently achievable within the existing PROsaiqg system

and would allow for more frequent and variable contact.

Chapter 6: Patient-Oncologist Concordance 83



Limitations

The moderate response rate shows that surveys delivered by text message are acceptable for many patients;
however, the study did not explore the reasons for the 38% of patients that did not respond. Possible causes
for not responding are that patients do not own a smart device, the text size was too small for the phone
survey, or patients may have had difficulty reading and interpreting the questions from a health literacy
level. Some patients may not have been able to enter their medical record number that was provided in the
text message into the survey. Since this study, PROsaiq now has been enhanced with a module that
generates a URL link with a hashed identifier specific for the patient in question so that the patient does

not need to add identifying information that might need manual review.

It is acknowledged that the reporting timeframe may be a factor to consider, as the pain that a patient reports
24 hours before the telehealth appointment can change quickly. However, reporting in advance would allow
the patient to be triaged, and support put in place before the consultation. Additionally, responses may not
be directly related to their cancer follow-up or radiation oncology toxicities, especially if the patient had

concurrent treatment or other comorbidities.

Strengths

A text message-based survey administered via weblink may offer a convenient and reliable method of
measuring patient-reported outcomes, particularly for weight change, appetite, physical function and side
effects, and allow clinicians to triage radiation oncology patients to earlier telehealth or face-to-face

appointments for clinical review.

Future implications

To better assist clinicians in supporting their patients long-term and remotely, future research should
systematically correlate clinician-reported and patient-reported data and qualitatively review patient
preference for clinical interaction use of text messages. Once the discordance is known, the data from the
patient ratings can be interpreted with more knowledge to assist the patient better. It would be beneficial to
analyse results on other demographic data, such as gender. In addition, expansion to tumour-specific items
is suggested, such as breast, prostate, and colorectal, as clinical questions would be more specific and

potentially reduce the disparity of patient-clinician report of side effects.

6.6 Conclusion

Oncologists needed to balance the logistics of the healthcare service and patient care during COVID-19.
This study showed that rapid implementation of this existing technology (PROsaiq) has benefited in
catering for rapidly changing needs in follow-up cancer care. The lower than ideal response rate and fair to
moderate patient-clinician agreement found in this study means that the results of this study alone cannot

say that a standalone patient self-reported follow-up model of care is feasible. However, we recognise the
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importance of capturing the patient perspective for radiation oncology follow-up care as complementary

information for clinicians prior to telehealth consultations.

Outside of the COVID-19 global pandemic, patients' self-reporting for their follow-up care can provide
useful information to clinicians. Instead, this information could efficiently screen patients who need further
phone assistance or direct medical intervention. Patients' self-reporting before their telehealth consultation
holds promise for future models of follow-up care, particularly for rural and remote patients, and during

pandemics and other disasters where clinic attendance is not possible.
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CHAPTER 7: Concordance between general practitioners and radiation
oncologists for cancer follow-up care

Chapter overview

This chapter addresses Objective 5 of this thesis: To test the model and determine the concordance in
clinical data between GPs and oncologists completing the follow-up clinical assessment in the radiation

oncology setting.

Findings from this study were published in the International Journal of Environmental Research and
Public Health (IJERPH). The IJERPH is Q1 journal and has an impact factor of 4.6.

Citations:

Sandell T, Miller A, Schiitze H. Concordance between general practitioners and radiation oncologists
for cancer follow-up care, International Journal of Environmental Research and Public Health, January
2023
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7.1 Abstract

Background Patients treated with radiotherapy require follow-up care to detect and treat acute and late
side effects, and to monitor for recurrence. The increasing demand for follow-up care poses a challenge
for specialists and general practitioners. There is a perception that general practitioners do not have the
specialised knowledge of treatment side effects and how to manage these. Knowing the concordance
between general practitioner and oncologist clinical assessments can improve confidence in healthcare
professionals. This study aimed to measure the level of agreement between general practitioners and

radiation oncologists using a standardised clinical assessment.

Methods A cross-sectional clinical practice study; sample aim of 20 breast, prostate or colorectal
patients, three years post-radiotherapy treatment; their general practitioner and radiation oncologist.

Results There was acceptable percent agreement (>75%) and a moderate to almost perfect agreement

(Fleiss kappa) for all variables between the 15 general practitioner-radiation oncologist dyads.

Conclusion The general practitioner and radiation oncologist concordance of a clinical follow-up
assessment for radiation oncology patients is an important finding. These results can reassure both
general practitioners and oncologists that general practitioners can provide cancer follow-up care.
However, further studies are warranted to confirm the findings and improve reassurance for health

professionals.
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7.2 Introduction

Patients treated with radiotherapy require follow-up care to detect and treat acute, consequential and
late side effects specific to radiotherapy, and monitor for recurrence (315). Acute side effects generally
occur during treatment, persist up to a few weeks after treatment, and usually involve intermitotic cells
(skin and mucosa). Consequential side effects occur when acute complications persist for longer
durations and cause persistent damage (316), whereas late side effects emerge months to years after
radiotherapy treatment and usually involve postmitotic cells (liver, kidney, heart, muscle and bone)
(315). The most common follow-up model of care to manage these side effects is the specialist-led
model, where the radiation oncologist oversees the care, usually in a hospital setting. However,
improved screening, earlier detection and increased incidence of cancer have led to an increased demand
for cancer-related services (56) and, subsequently, follow-up care (317). This increase in the demand
for follow-up care poses a challenge to specialists and general practitioners to provide optimal follow-
up care (258).

It has been recommended that general practitioners take a greater role in cancer follow-up care
(60,318,319) in the form of shared care. Shared care is a collaborative process through which different
professional groups work together to improve health care quality (320), in this case, the patient’s general
practitioner and oncologist. The evidence for the benefits of shared cancer follow-up models of care is
growing (51,120,185,187), with randomised controlled trials finding no difference in recurrence or
quality of life when a general practitioner is involved in cancer follow-up care compared to an
oncologist (95,119,188,189). Yet, there are still barriers to implementing shared cancer follow-up care

into practice.

A systematic review examined the factors that influence the translation of shared cancer care into
practice (321) and found that general practitioners were willing to take a greater role in cancer follow-
up care, however, general practitioners sought specific follow-up clinical management guidelines to
support them, which were based on best practice and preferably written by oncologists. The follow-up
assessments could be in the form of a printable checklist or validated instruments and would reassure
general practitioners that they are addressing aspects critical for the particular patients’ care
(121,200,206,220). However, some oncologists felt that general practitioners did not have the
specialised knowledge of specific treatment side effects and how to manage the side effects

(97,213,215), thus posing a barrier in the move to shared cancer follow-up care.

Establishing concordance between health professionals is important as models of care adapt to the ever-
changing demands of optimal patient management. However, there is limited research on the
concordance (or discordance) of general practitioners and specialists in healthcare. It is important to

understand the concordance to improve general practitioner confidence in providing follow-up care and
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reduce oncologists’ hesitancy to transfer some aspects of care for low-risk patients. Therefore, this study
aimed to create a standardised follow-up clinical assessment for general practitioners and radiation
oncologists to use on patients previously treated with radiotherapy and measure the level of agreement
between general practitioners and radiation oncologists. To our knowledge, this is the first study of its
kind.

7.3 Methods

This was a cross-sectional clinical practice study at the Illawarra Cancer Care Centre (regional) and the
Shoalhaven Cancer Care Centre (rural), Australia. The radiation oncology services within these centres
were familiar with a web-based health technology and had an existing system that could be integrated
into the primary care setting. Ethics approval was received from the Joint University of Wollongong
and the Illawarra Shoalhaven Local Health District Human Research Ethics Committee
(2020/ETHO00301). A detailed protocol is available (3); the trial was registered with the Australian New
Zealand Clinical Trials Registry on 20 October 2020, ACTRN12620001083987.

Sample and Recruitment

Patients were eligible if they were scheduled for a radiation oncology follow-up consultation in 2021
and were three years post-radiotherapy treatment for breast, colorectal or prostate cancer. We purposely
selected three years post-radiotherapy as it was expected that patients would have fewer toxicity issues.
Radiation oncologists selected patients from their follow-up clinic list that they believed would suit a
shared cancer follow-up model of care based on clinical considerations, including treatment type,

prescription, and cancer staging.

The sample was taken from the overarching study with a recruitment aim of 20 patients. Patients were
sent a participant information sheet informing them about the study aims, processes and inviting them

to participate. Once patients consented in writing, their general practitioner was invited to participate.

General Practitioner Training

All general practitioners were visited by a radiation oncologist who provided a demonstration of how
to access and complete the follow-up clinical assessment. In addition to this, the research team designed
a training program that was approved for continuing professional development points. The training
program included information on radiation oncology side effects and management, with a video

demonstration on conducting a clinical assessment.

Web-Based Technology
The hospital’s PROsaiq® platform (227) was used to administer clinical assessments between
oncologists and general practice via HealthPathways (described further below). PROsaiq consists of a

webserver that uses the clinical assessments existing within the Oncology Information System (OIS),
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to produce a webpage in Xform format with a specific Uniform Resource Locator (URL) that can be
shared. The webform contains placeholders for patient identifiers and survey assessment items. When
the form is submitted, the webserver alters the returned survey from a JavaScript Object Notation
(JSON) format into HL7 format and imports it into the OIS through the usual HL7 gateway. The
submitted answers are stored and appear as if the survey had been completed entirely within the OIS.
The PROsaiq system also included a module to monitor rejected incoming assessments to allow for
manual correction of contained errors, for example, incorrect spelling of the surname, switching of first

and last names, or incorrect medical record number. The first author monitored this portal.

The system was trialed for collecting quality of life-based patient-reported outcomes and deemed
feasible in terms of use (226,272). The PROsaiq platform acts only as a server of empty forms and a
converter of returned forms, not storing any patient data and deliberately cleaning RAM after the

completion of conversion and transfer.

Tool Development

At the time of writing, the cancer centres had an internal Dashboard system using PROsaiq that linked
directly to the OIS for follow-up consultations. This allowed for the follow-up process to be streamlined
internally. The assessments were compiled internally at the Illawarra Shoalhaven Local Health District
for follow-up of radiotherapy patients and were based on current practice. These clinical assessments
review physical items on a scale from 0 to 3 or 4 (see Table 17) for items specific to radiotherapy
follow-up care, such as pain, fatigue, physical performance, bowel issues, urinary issues, and appetite.
The included scales were sourced from the Radiation Therapy Oncology Group scales (276) and the
Common Terminology Criteria for Adverse Events, version 3.0 (226,272). Table 18 displays the items

that apply for breast, prostate and colorectal follow-up care.
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Table 17. Clinical assessment items and grading scale

Clinical Assessment
Grade
Item
0. Normal
1. Decreased, able to eat
Appetite 2.  Hunger, but experiences difficulty with eating
3. Poor, no interest in eating
4. Unable to eat
0. None
Ch.est and breast 1. Mild pain
paut 2.  Moderate pain; limiting instrumental activities of daily living (ADL
P = =
CTCAE 5.0 S
3.  Severe pain; limiting self care ADL
0. None
1. Increase of <4 stools per day over baseline: mild increase in ostomy output compared
. to baseline
Diarrhea . . . .
CTCAE 5.0 2. increase of 4-6 stools per day over baseline; moderate increase in ostomy output
: compared to baseline; limiting instrumental ADL
3. increase of >=7 stools per day over baseline; hospitalization indicated; severe increase
in ostomy output compared to baseline: limiting self care ADL
0. None
Dysuria 1.  mild symptoms requiring no intervention
CTCAE 5.0 2. symptoms relieved with therapy
3. symptoms not relieved despite therapy
0. Fully active, able to carry on all pre-disease performance without restriction
1.  Restricted in physically strenuous activity but ambulatory and able to carry out work
. of a light or sedentary nature, e.g., light house work, office work
Physical £ fear e
erformance 2. Ambulatory and capable of all selfcare but unable to carry out any work activities; up
E COG and about more than 50% of waking hours
3. Capable of only limited selfcare; confined to bed or chair more than 50% of waking
hours
4.  Completely disabled: cannot carry on any selfcare; totally confined to bed or chair
0. None
Erectile dysfunction 1.  Decrease in erectile function, intervention not needed
CTCAE 5.0 2. Decrease in erectile function, erectile intervention indicated
3. Decrease in erectile function, erectile intervention not helpful
0. None
Faticue 1.  Fatigue relieved by rest
& 2. Fatigue not relieved by rest; limiting instrumental ADL
CTCAE 5.0 . .
3.  Fatigue not relieved by rest,
limiting self care ADL
0. None
1. minimal to moderate redundant soft tissue that was unresponsive to elevation or
Lymphedema- .
. compression and that was also firm or spongy
related fibrosis . . . b . .
CTCAE 3.0 2. Marked increase in density and firmness, with or without tethering
’ 3. Very marked density and firmness with tethering affecting >40% of the edematous
area
0. None
Pelvic pain 1. Mild pain
CTCAE 5.0 2. Moderate pain; limiting instrumental ADL
3.  Severe pain; limiting self care ADL
0. None
1.  Rectal discomfort, intervention not indicated
2.  Symptomatic (e.g., rectal discomfort, passing blood or mucus); medical intervention
Proctitis indicated; limiting instrumental ADL
3. Severe symptoms; fecal urgency or stool incontinence; limiting self care ADL
CTCAE 5.0 . . . BT
4.  Life-threatening consequences; urgent intervention indicated
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Clinical Assessment

Item Grade

None

Mild symptoms; intervention not indicated

Moderate symptoms; intervention indicated

Transfusion indicated; invasive intervention indicated; hospitalization
Life-threatening consequences: urgent intervention indicated

Rectal hemorrhage
CTCAE 5.0

None

Slight atrophy, pigmentation change, some hair loss
Patchy atrophy, moderate telangiectasia, total hair loss
Marked atrophy, gross telangiectasia

Ulceration

Telangiectasia
RTOG

None

1 episode in 24 h

2-5 episodes in 24 h

=6 episodes in 24 h over pretreatment; or need for IV fluids

requiring parenteral nutrition; or physiologic consequences requiring intensive care

Vomiting
CTC

<5.0%5.0-9.9%, intervention not indicated
10.0-19.9%, nutritional support indicated
>=20.0%, tube feeding or TPN indicated

Weight loss (RTOG)

N =OlR W =Olk W= ok Wb = O

Table 18. Radiation oncology follow-up standardised clinical assessment

Tumour Type Clinical Assessment

Fatigue, ECOG (Eastern Cooperative Oncology Group) Performance Status,
appetite, weight loss, chest and breast pain, telangiectasia, lymphedema-related

Breast fibrosis, and disease state (i.e., local, regional, or distant)

Fatigue, ECOG Performance Status, appetite, weight loss, proctitis, pelvic pain,
Colorectal vomiting, and diarrhea
Prostate Fatigue, ECOG Performance Status, erectile dysfunction, dysuria, and rectal

hemorrhage

Data Collection

Radiation oncologist data
Patients attended their standard scheduled radiation oncology follow-up appointment with their
radiation oncologist. The radiation oncologists were provided with a list of patients before their clinic
to remind them to enter the data at that point in time, instead of retrospectively. The radiation oncologist

entered the clinical assessment data directly into Oncology Information System (OIS: MOSAIQ ®) as

part of their standard consultation practice.

General practitioner data
The patient was requested to visit their general practitioner the day before, the day of, or the day after
their radiation oncologist follow-up appointment. This was to try and reflect contemporaneous results
for the clinical assessments. The general practitioner accessed the clinical assessment via
HealthPathways. HealthPathways is a web-based information portal being implemented in New
Zealand, Australia, and the United Kingdom to help general practitioners make assessment,

management, and specialist request decisions. Each ‘pathway’ is an agreement between the primary
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and specialist services, it is developed by specialists or hospital staff and is reviewed and approved by
general practitioners.

To access the assessment, the general practitioner would first select the relevant cancer type based on
the patient (see Figure 11), enter the patient’s name and medical record, and complete the clinical

assessment.

ISLHD encrypted and secure web forms

The forms require the patient surname and medical record number MRN, which can be found on previous letters from
the public oncologists.

s Breast Cancer [

Cancer [4

» Colorecta

Figure 11. Example of HealthPathways interface and accessing the clinical assessment

Data Analysis

The general practitioner and radiation oncologist data were extracted separately from the OIS, copied
and pasted into the same Microsoft Excel spreadsheet for analysis. The data were matched using the
patient’s medical record number, and de-identified. Percent agreement and Fleiss’ Kappa was used to
determine the level of agreement of the clinical items outlined in Table 18. A 75-90% per cent
agreement demonstrates an acceptable level of agreement (322). Fleiss kappa accounts for chance and
is used when the raters are different (four radiation oncologists were the non-unique raters). Fleiss kappa
also shows the level of agreement within the variable for each category. Level of agreement is measured
from 0 to 1 (slight agreement is <0.20; fair agreement 0.21-0.40; is moderate 0.41-0.60; substantial
0.61-80; and 0.81-1.00 is almost perfect agreement) (323).

7.4 Results

Results were returned on 15 general practitioner-radiation oncologist dyads of data for analysis from
the recruited sample of 19 (79%). For participant demographics, see Table 19. Seven dyads were from
the Shoalhaven (rural) and eight dyads from the Illawarra (regional); seven were breast cancer patients,

seven were prostate patients, and one was a colorectal patient.
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Table 19. Participant characteristics
General Radiation

Practitioner  Oncologist Total
Sex
Male 9
Female 6
Total 15 4= 19
Age
30-39 3 1 4
4049 7 2 9
50-59 2 1 3
60+ 3 3
Training
Australia 6 4 10
Overseas 9 9
Years practising
<10 years 3 5
11-19 years 7 1 8
>2() years 5 1 6
Most recent
oncology training
2-5 years 3 4 7
6-10 years 1 1
>10 years 7 7
No training 4 4

* Due to the potential to identify participants’ sex has not been itemised.

The percent agreement between general practitioners and radiation oncologists was above an acceptable
level >75% for every variable. The Fleiss kappa ranged from moderate agreement to almost perfect
agreement for the variables, see Table 20, and sub analysis by demographic variable was therefore not

required.

The clinical items with 100% percent agreement and almost perfect agreement (Fleiss Kappa) were
Lymphoedema (all seven patients scored grade 0), recurrence (all seven patients scored grade 0),
erectile dysfunction (all seven patients scored grade 3), proctitis and rectal hemorrhage. Fatigue and
physical performance had an overall percent level of agreement of 87% and substantial Fleiss Kappa
agreement (0.695, 0.0659). General practitioners reported seven patients as experiencing some level of
fatigue, and radiation oncologists scored four patients with fatigue. For physical performance, two
patients were scored as having some form of physical restriction by the general practitioner, compared
to five patients being scored with physical restriction by the radiation oncologist. Appetite and

unintended weight change agreement was moderate.
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Table 20. Results of level of agreement between general practitioners and radiation oncologists
Percent Fleiss Multi

Tumour Variable N Agreement _Rater Kappa Significance
All fatigue 15 87% 0.695 0.003
ECOG 15 87% 0.659 0.011
Appetite 8 88% 0.590 0.095
Brea.st e Unintended weight
colorectal change 8 88% 0.590 0.095
Chest pain 7 100% 1.00 0.008
Telangiectasia 7 86% 0.712 0.011
Breast Lymphoedema 7 100% 1.00 0.008
Recurrence (local, 0
regional, distant) 7 100% 1.00 0.008
Prostate Erectile dysfunction 7 100% 1.00 0.008
Proctitis 7 100% 1.00 0.008
Rectal 7 100% 1.00 0.008
fg‘l’jlf‘;z;ind Dysuria 8 88% 0.590 0.095
Pelvic pain 1 100% - -
i Vomiting 1 100% - -
Colorectal Diarrhea 1 100% - -
Proctitis 1 100% - -

7.5 Discussion

There is limited research in understanding the concordance in knowledge, care patterns, and care
outcomes between general practitioners and specialists for many health conditions. This knowledge of
concordance (or discordance) is important when evaluating the feasibility of new models of care to
manage both the clinical load and patients’ needs and preferences. For example, a study on the
concordance of cardiac right bundle branch block diagnosis between cardiologists and general
practitioners had substantial agreement, indicating general practitioners had scope to be more involved
(324). However, a study on the diagnosis of skin conditions between general practitioners and
dermatologists had moderate agreement, indicating more training was needed if the model was to

change (325).

Our study aimed to address two of the barriers to shared cancer follow-up care: the provision of clinical
follow-up guidelines; and the perception that general practitioners may lack cancer specific skills and
knowledge for shared cancer follow-up care. Our study has demonstrated a moderate to almost perfect
agreement between the general practitioner and radiation oncologist completing a prescribed follow-up
clinical assessment. The difference in reporting fatigue may be due to the radiation oncologist recording
fatigue attributable to radiotherapy treatment from pre-treatment levels, compared to the general
practitioner recording general tiredness level. Overall the results indicate general practitioners can
adequately assess some aspects of cancer patients during follow-up for radiotherapy side effects and

disease recurrence based on a prescribed clinical assessment.
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The provision of a follow-up clinical assessment designed by the radiation oncologist is a key
component of this research. Studies have suggested the need for specific and localised clinical follow-
up guidelines or assessments (121,200). There are a myriad of programs and software utilised across
general practice clinics, and therefore the provision of clinical assessments needs to be easily accessible
by general practitioners. Using specific follow-up guidelines that oncologists prepare should reassure
both the general practitioner and the radiation oncologist that the general practitioner is addressing
critical aspects of the patient’s care (200,220). Given the moderate to almost perfect agreement we
found, these results will be useful to bridge that gap. However, we did not evaluate if using the clinical

assessment reassured general practitioners and improved their confidence.

One potential reason that oncologists feel uncertain about general practitioners providing shared follow-
up care is that general practitioners rarely contact oncologists unless there is a problem. However, there
is an absence in literature regarding general practitioners communicating with oncologists when
changes in a patient’s overall condition, co-morbidities or concern for recurrence (326). Shared cancer
follow-up care requires improved communication channels between general practitioners and
oncologists in real-time (215). Our study successfully implemented a system that was easily accessible
to general practitioners and allowed them to transfer the consultation results back to the radiation
oncologist for review in real-time. Thus the radiation oncologist was not only able to maintain
involvement in the patient’s care but could oversee the care. Although there is good concordance
between the general practitioner and radiation oncologist, and the radiation oncologist could review the
results from the shared care consultation in real-time, we do not know if this has improved the radiation

oncologists’ acceptance and the likelihood of engaging in shared care models.

Limitations

This was the first study to our knowledge to evaluate the concordance between general practitioners’
and radiation oncologists’ clinical assessment in cancer follow-up care. A strength of the study was the
use of a predefined protocol to minimise subjective clinical review. The limited sample size, which was
partly due to the COVID-19 global pandemic and reduced face-to-face consultations, is acknowledged,
and the results should be reviewed with caution. In addition, patients were three years post-treatment as
it was expected that they would have fewer toxicity issues (as confirmed by our results), and these
results cannot be generalised to patients on active treatment or earlier post-treatment. The reporting
timeframe may be a factor to consider, as the level of pain or fatigue that a patient reports may be

different in the timeframe between appointments of the radiation oncologist and general practitioner.

Future Implications
Future research should consider larger sample sizes, moving the post-treatment follow-up review to
earlier in the follow-up phase, and expanding the assessments available for other cancers. Future

research should also explore whether the provision of the clinical assessments resulted in improved
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general practitioner and radiation oncologist reassurance, and confidence that general practitioners can
be involved in shared cancer follow-up model of care, and whether good concordance improves
acceptance.

7.6 Conclusion

This study supports general practitioners taking a greater role in cancer follow-up care. Collaborative
care between general practitioners and oncologists should be further explored. However, it is recognised
that there are challenges to translating available evidence into systems to allow health professionals to
work both independently and collaboratively to best meet the needs of patients. Systems for shared
cancer follow-up care need to be integrated into both health settings and further development and
analysis of specific clinical follow-up assessments. Further research with a larger sample, earlier in the

post-treatment phase and qualitative analysis is warranted.
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CHAPTER 8: Acceptability of a shared cancer follow-up model of care
between general practitioners and radiation oncologists: A qualitative
evaluation

Chapter overview
This chapter presents the results from the pre- and post-intervention interviews. This study addresses

Obijective 6 of this thesis: To evaluate the acceptability of the model to patients, GPs and ROs.

Findings from this study were submitted to a Q1 journal and under review at the time of thesis
submission. (This is not the final published version. The final version has been accepted for publication
in Health Expectations August 2023).

See Appendix F for a copy of the semi-structured interview guide.
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8.1 Abstract

Introduction Facilitators to implement shared cancer follow-up care into clinical practice include
mechanisms to allow the oncologist to continue overseeing the care of their patient, two-way
information sharing and clear follow-up protocols for general practitioners (GP). This paper aimed to

evaluate patients, GPs and radiation oncologists (RO) acceptance of a shared care intervention.

Methods Semi-structured interviews with patients that were three-year post-radiotherapy treatment for
breast, colorectal or prostate cancer, their RO, and their GP. Inductive and deductive thematical analysis
was employed.

Results Thirty-two participants were interviewed (19 patients, nine GPs and four ROs). Pre-
intervention, there was support for GPs to play a greater role in cancer follow-up care, however, patients
were concerned about the GPs cancer-specific skills. Patients, GPs and ROs were concerned about
increasing the GPs workload. Post-intervention, participants were satisfied that the GPs had the specific
skills and that the impact on GP workload was comparable to writing a referral. However, GPs
expressed concern about remuneration. GPs and ROs felt the model provided patient choice and was
suitable for low-risk, stable patients around two to three years post-treatment. Patients emphasised that
they trusted their RO to advise them on the most appropriate follow-up model suited to their individual
situation. The overall acceptance for shared care depended on successful health technology to connect
the GP and RO. There were no differences in patient acceptance between rural, regional and cancer
types. ROs presented differences in acceptance for the different cancer types, with breast cancer

strongly supported.

Conclusion Patients, GPs and ROs felt this shared cancer follow-up model of care was acceptable, but
only if the RO remained directly involved and the health technology worked. There is a need to review

funding and advocate for health technology advances to support integration.
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8.2 Introduction

Once cancer patients complete active treatment, they require long-term follow-up care to monitor for
treatment-related side effects and recurrence and provide psychosocial support (19-21). The oncologist-
led model is the most common and accepted follow-up model of care for cancer survivors in Australia
and internationally (79-88). In this model, the oncologist manages patient care and side effects into the
survivorship phase, often in a public or private hospital setting (327), and parallel to the care provided
by the patient’s general practitioner (GP). Although GPs are usually the first point of contact during a
cancer diagnosis, GPs play a small or no role in cancer follow-up care and focus on other facets of the

patient's health and well-being.

The demand for cancer follow-up care continues to increase globally (56). Subsequently, there is a need
to explore and implement alternative models of cancer follow-up care to address sustainability. While
the oncologist-led model suits many patients, it may not always meet patients' physical and psychosocial
needs (236,237). For some patients, a shared care model might be more appropriate, tailored to their
tumour, treatments, locality (metropolitan, regional or rural), access to specialists, and their specific
physical and emotional needs and preferences (67). A shared cancer follow-up model of care is distinct
from the sole transfer or discharge of care from one provider to another. A shared cancer follow-up
model of care harnesses the expertise of various health professionals (113) and involves the explicit
sharing of information and coordination of follow-up care (64), usually between a GP and a specialist
(for example, surgeon, medical oncologist, haematologist, or radiation oncologist (RO)). For shared

care to be truly shared, the GP and the oncologist have to be involved in each episode of care.

Although shared cancer follow-up care is safe in terms of quality of life and cancer recurrence
(95,119,188,189), barriers remain to implementing it into clinical practice (321). There is a need for
specific follow-up guidelines for GPs (321) and direct communication channels between the GP and
the oncologist (215,219) to allow the oncologist to oversee their patient's care. Despite several shared
care trials (49,225), no mechanism has been utilised to facilitate the oncologist to remotely oversee care
in real-time. Secure health technology solutions to support shared cancer care remain unavailable (224).
To address the above issues, we developed a shared cancer follow-up model of care between GPs and
ROs (see Figure 12). As part of the intervention, patients attended two cancer follow-up appointments
with their general practitioner six months apart. This study aimed to evaluate the acceptability for this

shared cancer follow-up model of care among patients, GPs and ROs.

Chapter 8: Qualitative Study 100



1. Radiation
oncologist
assesses patient
and GP for
shared care
suitability.

Patient consents
to shared care.

»

2
Instructions/train
ing for a clinical
follow-up
assessment are
sent to the GP

3. Patient visits GP.

GP accesses the
clinical assessment
via HealthPathways
webpage and

+ conducts prescribed

follow-up consult.

Figure 12. The radiation oncology shared follow-up model of care process
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8.3 Methods

Study design and setting

The study design was qualitative, with a critical realism lens. This intervention is part of a larger study
described elsewhere (3). The study was conducted at two hospital cancer centres, one regional, lllawarra

Cancer Care Centre, and one rural, Shoalhaven Cancer Care Centre, in New South Wales, Australia.

Australia's universal healthcare system, Medicare, provides free services in public hospitals and
substantial coverage for other medical services for those who are eligible (citizens, permanent residents,
reciprocal agreement visitors). Medicare provides rebates to patients for general practice consultations,
however, may not always cover the full fee. Patients in this study did not have to pay at either the

hospital cancer centre or their GP.

Participants and recruitment

ROs selected eligible patients from their follow-up clinic list, that were: scheduled for a radiation
oncology follow-up consultation in 2021; three years post-radiotherapy treatment; breast, colorectal or
prostate cancer; and suited to a shared cancer follow-up model of care based on clinical considerations,
including treatment type, prescription, and cancer staging. Patients were sent a Participant Information
Sheet outlining the purpose and process of the study and informed that participation was voluntary.
Once a patient consented, their GP was invited to participate. All consent was received in writing. The

target sample was 20 patients, their RO and GP.

Data collection

Semi-structured interviews were conducted pre- and post-intervention. Interviews were initially
conducted face-to-face at a private setting in a mutually agreed location and then changed to telephone
due to COVID-19 restrictions. Pre-intervention, participants were asked about their views on the
purpose of radiation oncology follow-up care; they were then presented with the shared care model (see
Figure 12) and asked their thoughts on the model. Post-intervention, participants were asked about their

experience of the shared care model. Interviews were audio-recorded with consent.

Data analysis

Interviews were transcribed verbatim with identifiable data removed and then imported into NVivo
version 12 (328) for analysis. Two researchers (TS and HS) coded one-third of the interviews together
to create and refine the coding framework. Using a critical realism lens, both inductive and deductive
coding was employed, using the Theoretical Framework of Acceptability (TFA) (described further
below) as a scaffold for the latter. Following the development of the coding framework, TS coded the
remaining interviews, which HS reviewed. Any discrepancies were discussed and resolved by

consensus.
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A number of steps were taken to increase the rigour. To ensure credibility of the data analysis, researcher
triangulation was employed (329) as described above. Once data saturation was thought to have been
reached, interviewing continued further to ensure that no new themes arose and that the varied views
had been captured (329). Participants were not asked to validate the interpretations of their interviews
(a process known as member checking or participant validation) (329), out of respect for the amount of
time that they had already afforded the study and taking and because doing so for the pre-intervention
interviews could have influenced the intervention. The COREQ-32 checklist was used for reporting the
findings.

The TFA is a framework that facilitates the evaluation of health intervention acceptability based on the
perceived and lived experience of the health intervention (126). The framework accounts for personal,
organisational and other contextual factors that could influence the health intervention and acceptance.

The TFA consists of seven constructs to determine overall acceptability (see Table 21).

Table 21. Theoretical Framework of Acceptability constructs (126)

TFA Constructs Definition

Affective Attitude How an individual feels about the intervention.

Burden The perceived amount of effort that is required to participate in the
intervention.

Ethicality The extent to which the intervention has good fit with an individual's value
system.

Intervention The extent to which the participant understands the intervention and how it

Coherence works.

Opportunity Costs The extent to which benefits, profits, or values must be given up to engage in
the intervention.

Perceived The extent to which the intervention is perceived to be likely to achieve its

Effectiveness purpose.

Self-efficacy The participant's confidence that they can perform the behaviour(s) required

to participate in the intervention.

Ethics Approval and Trial Registration

Ethics approval was received from the Joint University of Wollongong and Illawarra Shoalhaven Local
Health District Human Research Ethics Committee (2020/ETH00301). The trial was registered with the
Australian New Zealand Clinical Trials Registry.
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8.4 Results

Thirty-two of the 42 participants from the overarching study were recruited for this portion of the study.
This included 19 patients, four ROs, and nine GPs. Participant demographics are shown in Table 22
and Table 23. All patients and ROs contacted for interview participated; GP reasons for not participating
were due to time constraints. Sixty-four (32 pre and 28 post-intervention) interviews were conducted
between February 2021 and February 2022. Average interview length was 16 minutes (range 7-28

minutes).

Table 22. Qualitative study patient demographics

Regional- Rural- Total
Illawarra Shoalhaven
Cancer Centre Cancer Centre
F M F M
Cancer
Breast 4 6 10
Colorectal 1 1
Prostate 8 8
Total 12 7 19
Age
50-59 1 1 2
60-69 2 5 3 10
70-79 1 1 2 4
80-89 2 1 3

Table 23. Qualitative study provider demographics

General Radiation Total
practitioner oncologist
Sex
Male 5
Female 4
Total 9 4= 13
Age
30-39 4 1 5
40-49 3 2 5
50-59 1 1
60+ 2 2
Total 9 4 13
Training
Australia 4 4 8
Overseas 5 5
Total 9 4 13
Years practising
<10 years
11-20 years 3 2 5
>20 years 4 1 5
Total 2 1 3
9 4 13
Most recent
oncology training
<10 years
10-20 years 3 4 7
>20 years 2 2
No training 2 2
Total 2 2
9 4 13

* Due to the potential to identify participants' sex has not been itemised.
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Thematic analysis

Five major themes were identified: Purpose of follow-up care and views on the current oncologist-led
model; intervention coherence and affective attitude; burden and opportunity costs; ethicality and
patient suitability; and self-efficacy and perceived effectiveness. These are discussed below.

Purpose of follow-up care and views on the current oncologist-led model of care
This theme relates to participants' views on the purpose of follow-up care and their view of the current

oncologist-led model of care.

Participants felt the primary purpose of radiation oncology follow-up care was to manage side effects,
monitor for recurrence and to provide reassurance. In addition, ROs highlighted the importance of

collecting clinical outcome data to report to the cancer registry and used for research:

Of course, the last point about collecting clinical data and quality, the data somehow
has to be kept in the cancer center so that we can do quality projects and find out about

the long-term outcomes. Pre-intervention interview, RO #2

Patients, GPs and ROs were positive about the oncologist-led model, highlighting the benefit of easy
access to multidisciplinary health professionals, imaging and other equipment:

... if any other specialty need to be involved or anything needs to be done procedure
wise or anything, of course it's readily available. You can kind of do it probably in a
better coordinated way because you're connected to the department. Pre-intervention
interview, GP #5

However, it was acknowledged that there was the possibility of duplication of care, and the oncologist-
led model may not suit everyone. While some patients felt more confident seeing a specialist for their
follow-up care, others, particularly those who were stable or lived far from the centre, felt it was

inconvenient to go to the hospital just to be reassured that everything was okay.

Most patients believed their GP could play a role in their follow-up care as they knew their long-term
health status and provided holistic care. However, few GPs stated that they help manage side effects,
with most GPs stating they had a limited role in cancer follow-up care, with referrals being their primary

responsibility:

Usually when they come to see me it about another health issue, and not specifically

about the cancer, unless it is about a referral. Pre-intervention interview, GP #9

Pre-intervention, some patients assumed there was open communication and that information was

shared between their GP and RO. The patients were unaware that the Australian Government's
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MyHealth Record initiative did not give all health practitioners, including their doctors, access to their

medical records.

Intervention coherence and affective attitude
Intervention coherence and affective attitude related to participants understanding of what the

intervention involved and how they felt about the intervention.

Patients, GPs and ROs recognised that shared care allowed ROs to focus on new patients, those on
active treatment, and those with acute symptoms:

I'm taking up quite a bit of time. I know it's only 15 minutes or something, but there's
thousands of us, and I'll be quite happy to not use their precious time because they've
got lots of other far sicker people that they're dealing with. Pre-intervention interview,
Patient #7, breast

ROs had a good understanding of the evidence to support GPs being involved in shared care and saw it
as an opportunity to change their models of care without diminishing the quality of care. Although ROs
were supportive, they acknowledged that it was important to ensure that the GP was comfortable and

felt adequately supported:

I suppose the only thing would be making sure that the GP on their end is comfortable
with that and making sure that they feel that they're supported enough to take on this

role. Post-intervention interview RO #4

Although there was good support for the GP to play a greater role in cancer follow-up care, some
patients in the pre-intervention interviews questioned their GP's cancer-specific skills. However, both

GPs and ROs felt confident in the GP's ability to participate in this shared care model:

They'll be assessing for side effects, which usually is very minimal, and the side effects
haven't really changed that much in the last 20 years [for breast cancer]....therefore I
think using primary care physician to help with the follow-up, I think it's a good idea.

Pre-intervention interview, RO #2

The relationships and continuity of care that existed between patients and their doctors also influenced
how participants felt about this shared care model. Patients with a good and longstanding relationship

with their GP trusted them and felt positive about the model:

Just the fact he's been with us for 30 years means that he sort of actually knows how
we think, he knows what we've been through... so I trust [my GP] emphatically. Pre-

intervention interview, Patient #8, prostate

Chapter 8: Qualitative Study 106



Some patients acknowledged the need to train registrars and balance the demands of hospital resources,
however, patients who had little continuity of care with their RO felt more positively about this shared
care model:
...there's a certain detachment. I only ever saw [RO] once... I haven't see the same
person twice... But going in each time and getting someone different is a bit daunting

whereas having [my GP] is not. Pre-intervention interview, Patient #6, breast

The one patient that preferred the oncologist-led model acknowledged their preference was based on
the relationship with their RO:
I guess if | wasn't so happy with [my RO], it may lead me more towards the GP stuff,
but because it is so well organised and run in there, | actually don't mind going in there.

Post-intervention interview, Patient #19, prostate

Burden and opportunity costs
This theme relates to the amount of effort and any sacrifices required to participate in this shared care

model.

Pre-intervention, there were mixed views about the extra time demands this shared care model would
place on GPs. Patients did not want to add extra work to their GP, GPs were uncertain how much it
would impact their workload, and ROs acknowledged this model could be a time burden for GPs:
I would love it. | think that it's sorely needed but it potentially might be a source of an
added burden to their [the GP] already existing schedule, which is full. Pre-intervention
interview, RO #1

Post-intervention, GPs felt the consultation was similar to a standard clinical review for other chronic
health conditions such as diabetes or cardiovascular care. Some GPs stated it took longer than a standard
appointment and noted that they spend different amounts of time with patients based on their medical
needs. However, most GPs stated that there was no notable time burden, and some likened the time as
being similar to writing a referral:
It's no big deal. It's actually probably easier than writing a referral. Post-intervention
interview, GP #4

Although the model did not notably increase workload, there were concerns that future work may
increase depending on the complexity and number of patients:
If it is just for prostate cancer or for a stable patient, I guess it wouldn't be too sort of
time consuming. But if it then started to include breast cancer patients, | think that

would probably end up taking a bit more time. Post-intervention interview, GP #8
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ROs felt that this model did not increase their time burden as they remotely monitored the patient's
clinical assessment. One RO highlighted how the automatically generated letter back to the GP upon
their review saved their time and additional administrative staff time. However, ROs felt it was too soon
to identify if the model would make a difference in the long term:
There hasn't been too many patients, but from the few that have gone to their GPs, |
feel good about it. I think it worked well. It is not enough to make a dent in my clinic

schedule yet though. Post-intervention interview, RO #3

Participants felt that the model alleviated some burdens on patients, especially physical access to care.
Patients appreciated greater flexibility with rescheduling appointments and not waiting months for a
new appointment. Patients appreciated not having to travel the distance to the hospital for their follow-
up appointment when their GP was closer:
... to be able to go to the local [my GP] is only 10 minutes away... Whereas, the [RO],
obviously, a day trip, which I don’t mind... It’s not a killer of a thing, but there are

times when you don’t have the time. Post-intervention interview, Patient #1, breast

Patient’s who were not required to make a copayment to visit their GPs that bulk billed (that is no
copayment was required), felt that outside of this intervention cost was not a burden to this model.
However, patients who were required to make a copayment to visit their GP, identified cost as a barrier
in the future:
[The GP is] actually charging $30... And I’ve got to go and see him monthly now
because of [other health issues]. So I’ve got to see him at least once a month now and

then adding that extra. Post-intervention interview, Patient #12, breast

Some GPs highlighted that in order for the model to work, there would need to be appropriate
government funding to remunerate it on a time-based consultation:
There would need to be an [Medicare] item code for this. Even though I'm able to do it
there needs to be better support if I'm to actually do this. Post-intervention interview,
GP #1

Ethicality and patient suitability
Ethicality explored the participant's view of this shared care model regarding its appropriateness with

their personal and professional value system, including patient suitability for shared care.

GPs and ROs acknowledged that this shared care model might not suit every patient and recognised
that some patients might want to continue with the oncologist-led model if they were anxious or
preferred the RO:
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| have some patients that enjoy going to the specialist, just to have to big power say
they are doing ok. Pre-intervention interview, GP #9

Although GPs and ROs saw the model as providing a choice to the patient, patients trusted their RO,
and wanted their RO to advise them on the most appropriate follow-up model suited to their individual
situation:

Trust is the major feature. Distance and cost is secondary. Pre-intervention interview,
Patient #14, prostate

It's whatever the professionals think is best. Because they have my best interests at

heart. Pre- intervention interview, Patient #6, breast

GPs and ROs recognised that patients needed to be carefully selected based on their post-treatment
stage. Transitioning away from the oncologist-led model to shared care would be best two to three years
post-treatment in stable patients:

Especially in the initial first two years, it's really important to get the hospital fully
involved and making sure everything is good. But it is the future years, when we're
moving on beyond the two-year mark, then that is the time when the patients really
don't want to go to the hospital. They want that sort of care to be available at the GP.

Post-intervention interview, GP #3

However, ROs had varied views on which cancers were suitable for this model of care. The
implementation of funded telehealth during the COVID-19 pandemic influenced some ROs views on
prostate cancer. Some ROs felt that telehealth follow-up for prostate patients was appropriate as it
removed some access issues for patients. All ROs thought breast cancer patients would be suitable for
this shared care model based on improved treatments, known side effects and the need for a physical
examination and review of the skin:

Telehealth has its advantages. But shared care, well if the patient is still physically seen

by the GP, to assess their skin, that is important. Post-intervention interview, RO #2

Although GPs' and ROs' views aligned on having stable patients in this shared care model, some GPs
and ROs highlighted concerns about liability and who maintained overall responsibility for the patient:
Who takes the responsibility?.... So if something was to happen, it's not really my
responsibility because the information that I have is limited... So I think that there is a
remote monitoring, but I think ultimately, and I'm just saying that if something were to

go wrong, the GP missed a recurrence, it's still the GP's responsibility, or his

responsibility to have raised a concern. Post-intervention interview, RO #2
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Self-efficacy and perceived effectiveness
This theme related to whether the participants felt that they could carry out what was required of them
to participate in shared care, and their views on the effectiveness of this shared care intervention.

Post-intervention, ROs maintained their positive view and reported that their patients appreciated their
GP being more involved in their care, and that it allowed them to know more about their follow-up care.
Many patients highlighted that the follow-up review with their GP was the same as if they had seen
their RO:
She gave me a physical examination sitting up and lying down and everything was
basically exactly the same as what happens when I've gone in the past to the cancer

center. Post-intervention interview, Patient #7, breast

Post-intervention, all GPs felt confident in performing the follow-up review, and one highlighted that
their confidence in had improved:
I was really apprehensive to start with, but it was really good. | mean, it went very well

and | could do it. Post-intervention interview, GP #3

Providing a clinical assessment protocol for the GP was important in allowing the GP to know
specifically what information the RO wanted. Being able to access it from a frequently used GP website
(HealthPathways) was viewed positively. The use of the protocol was also identified as a self-learning
tool for GPs:

Having a framework that says this, this, and this is really good because it makes sure
we don't miss anything. And then, obviously for your viewpoint, that gives you
consistency in the feedback that you are getting. So yeah, I've found that all very, very

good. Post-intervention interview GP #4

Patients, GPs and ROs felt confident the patient would be referred quickly back to the RO if any
recurrence was suspected via the rapid referral option. Although the rapid referral option in the clinical
assessment protocol was not used within this study, participants likened the intervention mechanism to
a safety net:
It's the convenience to the patient and also the safety net. Post-intervention interview,
GP #5

An important factor in the acceptance of this model depended on the electronic communication system
working properly so that the GP could access the clinical assessment protocol and that the transfer of

information to the RO worked in real-time:
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The electronic media system is certainly making this... When it works, these sort of
situations are very streamlined. But, of course, when they don't work, though, totally
wretched. Post-intervention interview, Patient #1, breast

While some GPs had electronic recall scheduling systems for their patients, not all did, and this was
viewed as essential for a shared care model:
I think main thing is the time and also the recall system. We have a robust recall but
for different reasons, but not for this cancer follow-up... so that’s not included in our

software. Pre-interview, GP #1

The fact that the RO maintained involvement was important for patients’ acceptance. Patients wanted
the RO to stay involved. Some patients also felt it was important to know if their RO had reviewed the
clinical assessment results:

I guess I don’t know if [my RO] saw anything. Well I guess just me needing to know

that [my RQ] is actually still involved. Post-intervention interview, Patient #3, breast

The ROs felt comfortable with the transfer of information from the GP to the hospital system. They also
thought the clinical information received was consistent with what they observed from their clinical
practice. However, there remain further requirements to improve overall acceptance:
It's a good concept. | still think there might need to be some more work to individualise
the clinical assessments, | know they reflect our consultations, but sometimes we might

get patients that need that unique item reviewed. Post-intervention interview, RO #3

GPs and ROs acknowledged there was a need to manage patient expectations and that if the patient
expects their follow-up care to be with the RO they may be disappointed if their follow-up care is with
the GP. ROs recognised they played an important role in advocating the shared care model to their
patients. Patients and GPs viewed the shared care model positively. ROs saw this model as important
to continue to provide safe follow-up care to suitable patients in general practice, whilst improving
access for newly diagnosed patients and those with recurrence:

So I'm satisfied that it's feasible and practical...I think now that I've moved from being
one who's supportive to one who feels that it's absolutely necessary in order for us to
maintain services for newer patients who come through because, otherwise, we'll be

overwhelmed. Post-intervention interview, RO#1
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8.5 Discussion

Concerns about the sustainability of the current oncologist-led model for cancer follow-up care have
led to the need to explore alternative models of care (49,225). Despite studies showing acceptance for
shared cancer follow-up care (330,331), barriers remain to implementing the model into clinical practice
(211,223,321). A unique feature of the intervention evaluated in this study was the direct use of health
technology to bridge the communication gap between GPs and ROs and specific protocols to support

shared cancer follow-up care.

A documented barrier to shared cancer follow-up care is that patients and oncologists perceived that
GPs lacked the cancer-specific skills required (204,207,211). Similarly, our study found that patients
had the same concerns pre-intervention. However, post-intervention, patients felt confident that their
GPs had the required skills and found it comparable to an RO follow-up assessment. The ROs in our
study did not have concerns about the GPs ability to perform follow-up using the prescribed clinical
assessment protocol.

Clear protocols are thought to foster acceptance for shared cancer care (121,199,215). We provided a
specific clinical assessment protocol for GPs to follow. GPs appreciated knowing what information the
RO needed for follow-up care, felt it acted as a self-learning tool, and felt the protocol was easy to
follow and to integrate into their work. ROs saw that the GPs' assessment results were similar to their
assessment results, increasing their acceptability of the model. However, ROs saw an opportunity to
further individualise patients' clinical assessments, noting that patients have had different treatments

with varying side effects and toxicities to monitor.

Another concern about adopting shared care was the additional burdens the model would place on GPs
(202,332-334). Although this was an initial concern from the participants, our results showed that GPs
found the time taken to assess the patient in this model to be no more burdensome than writing a referral.
However, GPs had reservations about what types of cancers and how many patients would be expected
to transition from the oncologist-led model to the shared care model in the future and how that would

impact their workload.

GPs and ROs felt that transitioning from the oncologist-led model to the shared care model would be
best for low-risk and stable patients, consistent with a recent Australian qualitative study (335).
Additionally, GPs and ROs thought the transition would be appropriate for patients two to three years
post-treatment. Some ROs felt that the recent changes to telehealth funding due to the COVID-19
pandemic made telehealth follow-up for prostate patients preferable to this shared care model. However,
ROs saw the benefit of this shared care model for breast patients, as they required a physical

examination and review of their skin.

GPs and ROs saw the benefits for this shared care model for patients in rural areas. Interestingly, shared

care has been suggested as a way to improve access for patients in rural areas (336); while this may be
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true, access was not emphasised as a benefit by rural patients in this study to any greater extent than for
regional patients. Nevertheless, the adoption of a shared care model is about patient choice.

GPs and ROs felt that it was the patient's choice to participate in shared care. Patient choice aligns with
person-centred care principles (184). However, patients emphasised that they trust their RO to advise
them on the most appropriate follow-up model suited to their individual situation. This trust is the
foundation of the doctor-patient relationship, and patients who have that trust are more likely to adhere
to the plan recommended to them (337). GPs also looked to the RO for support and guidance to foster
the adoption of a shared care model. It has been reported that relationships were poor between GPs and
oncologists (213), and the ROs in this study recognised that they have an opportunity to increase their
role in supporting GPs in the transition to a shared care model.

This shared care model relied heavily on health technology in both the GP and RO settings. The use of
health technology to better connect the GP and RO acted as a safety net for participants in this shared
care model. GPs and patients valued rapid access to oncologist assessment for new symptoms, or for
suspected recurrence. Providing the clinical assessment online via HealthPathways and transferring the
clinical information directly into the hospital's medical record system allowed the RO to oversee care,
and fostered acceptance for this shared model. For ROs, the retention and access to patient outcome
data were integral to acceptance, which is seldom discussed in other studies (196). ROs within this
study were very clear that any model moving forward needed to integrate with the hospital's system so
that they could continue to use the clinical outcome data of their patients for their medical reviews,
reporting requirements to state or national bodies, and use in research. Additionally, existing electronic
medical record systems routinely used in general practice use recalls systems, and while they may not

exist for cancer follow-up, they can be customised to allow recall.

Although this study has attempted to overcome some barriers to adopting shared care, this study has
highlighted an additional barrier, remuneration to the GP and cost to the patient. An Australian study
found that a shared cancer follow-up model is cheaper than usual care (49). Promoting the cost-
effectiveness of shared care is important for advocating changes to models of care and funding at a
federal level. However, consideration is also required to understand the cost impact of shared care on
patients. In this study's setting, there are no patient copayments for RO consultations in the public
hospital system, and although Medicare can cover GP consultation fees, many patients may be charged
a copayment (6). Although patients made no copayment to their GP for this study, this was highlighted
as a barrier by patients who have GPs that charge copayments. Consequently, adopting a shared cancer

follow-up model may impose additional costs on patients to visit their GP.

There is a need to review the funding model and its implications for the patient, GP and RO. There is a
need to determine an appropriate Medicare item that addresses the GP's remuneration needs on a time-

based consultation and minimise the need to charge patients a copayment. Additionally, in Australia,
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hospitals are funded based on their activity; therefore, by reducing the RO's hospital activity, the model
could potentially reduce the funding provided to the facility and to the ROs for research and
development purposes. However, considering that ROs will still be directly involved in remotely
monitoring the patient's medical record, this activity should be captured and remunerated.

Strengths and Limitations

This study has several strengths. Firstly, a strength of this study is its varied sample of participants, thus
its ability to examine different perspectives of this shared cancer follow-up model of care. This meant
that their views of follow-up cancer care and shared care were tangible and considered the interpersonal
dynamics of the empirical, actual and real relationships. Secondly, the use of health technology as the
mechanism to support a streamlined shared care model was integral to the success of this model of care.
Finally, frameworks are often underutilised in health implementation studies (338); using the TFA
contributes to the field as a whole and the topic.

This study has some limitations. Firstly, interviews changed from face-to-face to telephone interviews
due to the COVID-19 travel restrictions during data collection. While some consider face-to-face
interviews as the gold standard (339), current research has not found variations in data quality
(340,341). Secondly, this study was in a rural and regional Australian setting with publicly funded ROs,

and the results may not apply to metropolitan, private or international settings.

8.6 Conclusion

This shared cancer follow-up model of care is acceptable to the patients, GPs and ROs. Central to the
acceptance was the health technology used within the intervention: the clinical assessment protocol
accessible via a website and the system that transferred the results securely from the GP to the RO in
real-time, allowing the RO to maintain involvement, oversee care and collect outcome data. The
mechanisms acted as a safety net for patients, GPs and the RO. For a shared cancer follow-up model of
care to be adopted into clinical practice, the model needs to be endorsed and supported by ROs. There

is a need to review funding and advocate for health technology advances to support integration.
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CHAPTER 9: Discussion and Conclusion

Chapter overview

This chapter starts by providing an overview of the quantitative and qualitative studies and how they
align with the thesis objectives. This is followed by synthesising the quantitative and qualitative studies
to answer the overarching thesis aim. The research contributions to shared cancer follow-up care are
then presented, followed by the strengths and limitations. Finally, implications for practice and

opportunities for future research are presented.
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9.1 Discussion and synthesis of findings

The overarching aim of this thesis was to develop and implement a novel shared cancer follow-up model
of care and evaluate the acceptability and feasibility to patients, general practitioners (GP) and radiation
oncologists (RO).

As presented in the Methodology and Methods Chapter (Chapter 2), within the critical realism lens,
understanding events and mechanisms in the real and actual domains (as per the Iceberg Metaphor in
section 2.1, Figure 5), are gained through inference from outcomes observed or detected in the empirical
stratum. The events observed within this thesis at an empirical level used different quantitative and

gualitative data types, and an overview is presented below.

9.1.1 Overview of empirical findings
Objective 1: To identify the barriers and facilitators for shared cancer follow-up care between GPs and

oncologists. This objective was addressed by performing a systematic review presented in Chapter 3.

The narrative systematic review included a mix of quantitative and qualitative papers (n=38). Five main
themes emerged: 1. The need for timely, relevant and reciprocal clinical information sharing between
oncologists and GPs; 2. Responsibility of care should be shared with the oncologist overseeing care; 3.
GP's skills and knowledge to provide cancer follow-up care; 4. Clinical management guidelines and
rapid referral are needed to support GPs to provide shared follow-up care; 5. Continuity of care and
satisfaction of care are vital for shared care. This paper contributed to the body of evidence by
identifying the need for reciprocal, two-way communication and establishing a mechanism for the

oncologist to maintain overall responsibility for overseeing follow-up care.

Objective 2: To determine the level of acceptance for shared cancer follow-up care in the ISLHD
cancer patients. A quantitative cross-sectional study was designed to address this objective and

presented in Chapter 4.

Of the 414 surveys returned, the acceptance for radiation oncology shared cancer follow-up care was
high (80%). Patients who were more likely to accept shared follow-up care were treated with only
radiotherapy or preferred follow-up care for fewer than three years. The Theoretical Framework of
Acceptability domains of high ‘Intervention Coherence', 'Affective Attitude' and 'Self-Efficacy' were
significant predictive factors in accepting shared follow-up care. Patients' acceptance for shared cancer

follow-up care needs to be considered alongside other clinical and organisational factors.
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Objective 3: To develop a shared cancer follow-up model of care. This was achieved by developing a
protocol, presented in Chapter 6.

The model of care involved using a clinical assessment protocol that the GP accessed via a website
(HealthPathways) and sent securely in real-time (via PROsaiq) to the RO to review (in MOSAIQ). Once
the RO had reviewed the clinical assessment, this triggered an automatically generated letter, which
was sent electronically back to the GP (via Argus) informing them that the RO had reviewed the

assessment, and also included a copy of the results and specified the next proposed follow-up date.

Objective 3a: To test the model by determining the concordance in clinical data between patients and
oncologists completing the follow-up clinical assessment in the radiation oncology setting. A
guantitative cross-sectional study was designed to address this objective and was presented in Chapter
5.

This study was included opportunistically when the COVID-19 pandemic impaired cancer follow-up
care and highlighted the need to explore alternative models of care when neither the oncologist-led nor
a shared care model was available face-to-face for patients. Additionally, the PROsaiq software planned

for the shared care intervention was tested within this study.

“Unannounced text messages with a weblink were sent to patients on follow-up care to self-report their
health before their radiation oncology telehealth appointment. ROs completed the same set of questions.
The purpose was to determine the concordance in clinical data between patients and oncologists. A
moderate response rate of 62% was achieved from the 142 patients. Percent agreement between the
patient-reported and the clinician-reported for weight change, appetite, physical performance, and side
effects was acceptable (>75%). However, the percent agreement was moderate for pain and sleep.
Cohen's Kappa indicated moderate agreement for most items, with pain, side effects, and recurrence
being fair. Patients were more likely to report themselves worse than the clinician for all items except
side effects” (342) p.1.

“Due to the lower-than-ideal ideal response rate and fair to moderate patient-clinician agreement found
in this study, means that the results of this study alone cannot say that a standalone patient self-reported
follow-up model of care is feasible. However, we recognise the importance of capturing the patient
perspective for radiation oncology follow-up care as complementary information for clinicians prior to
telehealth consultations. Patients self-reporting before their telehealth consultation holds promise for
future models of follow-up care, particularly for rural and remote patients, and during pandemics and

other disasters where clinic attendance is not possible” (342 p.10).

Objective 3b was to test the model and determine the concordance in clinical data between GPs and

oncologists completing the follow-up clinical assessment in the radiation oncology setting. A
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quantitative cross-sectional study was designed to address this objective and was presented in Chapter
7.

Concordance was assessed between 15 GP-RO dyads, and an acceptable percent agreement (>75%)
and a moderate to almost perfect agreement (Fleiss kappa) were found for all variables (pain, fatigue,
physical performance, telangiectasia, proctitis, etcetera). Previous research had highlighted the need for
specific and localised clinical follow-up guidelines or assessments for shared cancer follow-up care
(121,200), and the provision of a follow-up clinical assessment was a key component of this thesis. The
GP-RO concordance of a clinical follow-up assessment for radiation oncology patients was an

important finding and forms part of the feasibility of shared cancer care.

Objective 3c: To evaluate the acceptability of the model to patients, GPs and ROs. A repeat cross-
sectional qualitative study was designed to address this objective and was presented in Chapter 8. The
intervention involved the patients attending two cancer follow-up consultations with their GP six

months apart and the RO overseeing the care, as described in the protocol in Chapter 6.

Thirty-two participants (19 patients, nine GPs and four ROs) were interviewed pre- and post-
intervention. A documented barrier to shared cancer follow-up care was that patients and oncologists
perceived that GPs lacked the cancer-specific skills required (204,207,211). Similarly, the study found
that patients had the same concerns pre-intervention. However, post-intervention, patients felt confident
that their GP had the required skills and found it comparable to a radiation oncology follow-up
assessment. Previous research has suggested that clear protocols for GPs would help foster acceptance
of shared cancer care (121,199,215). This study confirmed this. GPs appreciated the clinical assessment
protocol as it allowed them to know what information the RO needed for follow-up care and was easy

to follow and integrate into their work. GPs also felt the clinical assessment acted as a self-learning tool.

Participants were initially concerned that a shared cancer follow-up model of care would increase the
GP's workload. GPs reported that they found the follow-up review comparable to writing a referral.
However, GPs were concerned about the impact on their future workload depending on how many
cancer patients and different cancer types they had and being adequately remunerated for their
additional time and potential legal liability. GPs and ROs felt the model provided patient choice and
was suitable for low-risk, stable patients around two to three years post-treatment. ROs presented

differences in acceptance for the different cancer types, with breast cancer strongly supported.

Patients trusted that their RO would advise them on the most appropriate follow-up model suited to
their individual situation. The overall acceptance for this shared care model depended on successful
health technology to connect the GP and the RO. There were no differences in patient acceptance

between rural, regional and cancer types.

The final stage of evaluating the model was to synthesise the findings, which are discussed below.
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9.1.2 Synthesis of findings

Critical realism encourages a holistic exploration of phenomena using multiple research methods (343).
Therefore, synthesising qualitative and quantitative results to determine what is real from a critical
realist paradigm is integral to addressing this thesis' overall aim. By synthesising the nature of the
human agents (patients, GPs and ROs), how the agents influence structures and how structures influence
human agents are used to determine the overall acceptability and feasibility. The mechanisms referred
to below are the clinical assessment, HealthPathways, PROsaig, MOSAIQ and Argus (see section 2.1,
Table 4).

Human Agency

The systematic review highlighted that cancer survivors want their GP to be involved in their follow-
up care, GPs want to play a greater role in cancer follow-up care, and oncologists want to remain
involved and oversee the care (321). However, several barriers still existed to translating shared follow-
up care into practice, including a mechanism that allowed two-way communication between GPs and
oncologists, so that GPs could be supported, and oncologists could still oversee the care (9). This thesis
addressed these barriers by providing a clinical assessment protocol and implementing two-way
communication in real-time between the GP and RO, allowing both the GP and RO to be involved in
each episode of care. These novel mechanisms allowed true shared care between GPs and ROs instead

of transferring aspects of care to GPs.

The clinical assessment protocol was important in several ways. First, it provided GPs with the tools to
know exactly what the RO wanted them to review. They saw they could perform the tasks, increasing
their confidence and self-efficacy. The clinical assessment protocol reassured both GPs and ROs that
GPs had the requisite skillset to perform cancer follow-up assessments. The moderate to almost perfect
concordance between GPs and ROs in the clinical assessment was central to this acceptance.
Furthermore, because patients saw their GP doing what their oncologist usually did in an appointment,

they were also reassured that their GPs had the requisite cancer-specific skills.

The mechanism to transfer the GPs assessment to the RO and allow the RO to review the results in real-
time, allowed the oncologist to oversee care and maintain responsibility for their patients. This provided
additional reassurance to GPs, ROs and patients, and increased acceptability. Patients saw that their RO
was involved in this model, thereby endorsing that it was an appropriate model for their care, which
was important to their acceptance (Medical hierarchy and trust is further discussed in Social
Structures). The transfer of information still allowed ROs to collect and retain long-term clinical

outcome data, further increasing their acceptance.

The inbuilt rapid referral in the assessment for a suspected cancer recurrence reassured GPs and ROs

and aligned with recent literature (332,344). However, it should be noted that a rapid referral trigger is
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not considered a referral for billing purposes. An alternate solution must be found to satisfy billing

conditions and is discussed below in Implications, recommendations and conclusion.

Referring back to the critical realism iceberg metaphor, the clinical assessment protocol and two-way
communication mechanism achieved several improvements observable on the empirical plane.
Collectively, these allowed all the agents to work collaboratively in a true shared care model, with both
GPs and oncologists active in the same episode of care. However, ROs acknowledged that the clinical
assessment protocol was not a one-size-fits-all tool; therefore, there is scope to individualise the
assessments based on patients' circumstances; this is discussed in the Implications, recommendations

and conclusion.

Social Structure

Critical realists argue that even though the social structure is unobservable, it is real as it affects changes
to observable human behaviour (345). Human agency is not above social structures, and in the context
of this thesis, without the implementation of health technology to support shared care, the mechanisms
would not be activated, and they would not influence the outcome. Social structures and mechanisms
act in either a constraining or enabling mode (346). The social structures identified within this thesis
include legislation changes to how healthcare was delivered due to the COVID-19 pandemic, telehealth,
healthcare funding, trust in the medical hierarchy, and legal liabilities. These actual events are not
necessarily synonymous with the participant's empirical experiences but reveal some structural and

social contexts.

“Social structure is the ever-present condition (material cause) and the continually reproduced outcome
of human agency” (137 p.169). An extreme example of how human agency altered the social structure
of how healthcare operated was the COVID-19 pandemic. The COVID-19 pandemic triggered
government leaders to change how they delivered healthcare services. The American Medical
Association encouraged the use of telehealth and health technology (283), and Cancer Australia
recommended that hospitals minimise outpatient visits and find alternative methods to deliver care in

order to protect vulnerable cancer patients (284). This prompted two changes that influenced this thesis.

First, the COVID-19 pandemic caused changes to the structure of cancer follow-up care in that neither
the oncologist-led nor the shared care model was available to all patients due to restrictions on face-to-
face medical consultations. This highlighted the need for and presented the opportunity to explore
alternative follow-up models of care. The hospitals involved in this research supported the use of patient
self-reported data as an option for follow-up care. However, due to the lower-than-ideal response rate
and fair to moderate patient-clinician agreement reported in Chapter 5, the findings could not be used
to support a standalone patient-reported follow-up model of care. Although patient self-reporting may
be beneficial for monitoring patient outcomes and side effects, it loses the agent-to-agent relationship

and does little to provide the psychological reassurance patients need.
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Secondly, the telehealth structures introduced during the COVID-19 pandemic negatively impacted
acceptance for shared care for prostate cancer patients. The availability of telehealth consultations with
oncologists meant that access to the RO was improved for some patients. This is demonstrated in the
qualitative paper (Chapter 8), where a patient with prostate cancer stated that their telehealth
consultation with their RO was easier for them than going to see their GP. Additionally, two ROs stated
that they preferred patients with prostate cancer to remain in the oncologist-led telehealth model as
opposed to the shared care model. This was because no physical examination was required for prostate
cancer patients' long-term follow-up, but rather only monitoring of blood results for prostate-specific
antigen, and this could be done by telehealth. However, because breast cancer patients required a
physical examination, the shared care model, where the GP performed the physical examination and

then transferred the results to the oncologist, was preferable.

The current healthcare funding model is a potential barrier for patients to participate in shared cancer
care. Patients eligible for Medicare are not charged to see publicly funded ROs, medical oncologists
and oncology surgeons. The oncologists in this thesis were publicly funded, and patients were not
charged to see their RO. However, the majority of oncology surgeons review patients in the private
system, which often requires a copayment from patients. Patients in this study were also not charged a
copayment when they saw their GP, however, more and more GPs are charging patients copayments
(9). Therefore, whilst this model of shared care promotes follow-up access by reducing travel distances,
it also means that some patients may incur additional healthcare expenses in the form of GP copayments.
In addition to GP and private oncologist consultation fees, patients might incur additional costs such as

imaging and pathology costs, if they do not access these services through public hospitals.

There is no Medicare rebate to support GPs undertaking shared cancer follow-up care. Furthermore,
funding for ROs in a shared care model also needs to be considered because reviewing patients remotely
is not a reportable activity, meaning that the hospital is not remunerated for the time spent reviewing
shared care patients. An economic analysis of projected activity for shared care, new consultations, GP
consultations and National Weighted Unit Activity is suggested in the Implications, recommendations

and conclusion.

The cancer hospital clinics were often described as busy places, with more parking issues and longer
appointment waiting times compared to GP clinics. Although improved access was viewed as a benefit
and formed a part of patient acceptance of shared care, it was not the primary factor. Some patients
expressed that the benefit of accessing trusted expert care and advice from their oncologist outweighed
the cost of travel, and the endorsement of shared care by the oncologist was critical to most patients'
acceptance. The patient's need for endorsement from the oncologist is intertwined with the social
context of the current oncologist-led (specialist-led) medical model and trust. Cancer patients' trust in

their oncologist differs from that of their GP (347). When a person is diagnosed with cancer, trust in an
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oncologist becomes essential to grasp complex information and make medical decisions (348,349). The
foundation of the doctor-patient relationship is trust, and patients who have that trust are more likely to
adhere to the treatment plan recommended to them (337). In the intervention, the ROs supported and
advocated for shared care; hence, their patients were also supportive. Interestingly, the agent-agent
relationship between the patient and the GP forms part of the acceptance but does not determine it.
Acceptance was, instead, strongly influenced by the agent-structure relationship — that is, patients’ trust

in the oncologists' advice.

Some GPs and ROs highlighted their concern about legal liability in the shared care model. There is
little research on shared care models in the Australian context regarding legal parameters. In this model,
while the RO retains overall responsibility for the care and has legal responsibilities, the GP will also
have a legal obligation to the patient to exercise reasonable medical care. Although GPs know the legal
responsibilities, hesitancy to participate in a shared care model like this may be a barrier for some GPs.

9.2 Research contributions

This thesis explored shared cancer care from a critical realism perspective to understand the interplay
of the agents and the structures that produce them. This paradigm explained why, how, and under what
circumstances the intervention was or was not acceptable and feasible to the agents (patients, GPs and

oncologists).

This thesis contributes original research providing solutions that address some of the barriers to
implementing shared cancer follow-up care into clinical practice. The research in this thesis has made
a significant contribution to the field of shared cancer care with five published or in-press manuscripts
(see Chapters 3, 4, 5, 6 and 7) in high-impact journals (BMJ Open, Journal of Medical Internet Research,
BMC Primary Care, Journal of Radiation Oncology Informatics, and the International Journal of
Environmental Research and Public Health), and another manuscript (Chapter 8) submitted to a Q1
journal. Studies from this thesis have been presented at three international and national conferences and

at local ISLHD and Research Groups.
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9.3 Strengths and Limitations
The strengths and limitations of each study within this thesis have been discussed in Chapters 3-8. The

following section describes those of the thesis more broadly.

Strengths

Research into shared cancer follow-up care has occurred since the late 1990s; however, there have been
barriers to implementing the model into practice. This thesis contributes to the gap in existing literature
to address some barriers to implementing shared cancer care into practice by providing a clinical
assessment protocol for GPs to follow and allowing the RO to check the results in real-time, thereby
implementing true shared care. Furthermore, given the international interest in shared cancer follow-up
care, the results of this thesis are likely to be of interest to researchers, health professionals and health

organisations nationally and internationally.

This thesis included several novel contributions, which were:

e To explore the feasibility of a remote cancer follow-up model of care by determining the
concordance between patient self-reporting and RO assessment

e To implement a follow-up clinical assessment protocol for GPs to use for a cancer-specific
follow-up consultation

e To find the concordance between GPs and oncologists completing the clinical follow-up
review

e To establish and implement health technology to allow the oncologist to oversee care within
the hospitals' oncology information system and collect clinical outcome data

o To apply the Theoretical Framework of Acceptability to healthcare interventions

guantitatively (previous research has been qualitative).

A strength of this thesis is that it examined the views of patients, GPs and ROs and therefore gathered
different perspectives of this shared cancer follow-up model of care. This meant that their views of
shared cancer follow-up care considered the interpersonal dynamics of the empirical, actual and real
relationships. Using both qualitative and quantitative research methods meant a more rounded view was
obtained. The research was supported by extensive clinical and academic knowledge, communication,

and collaboration with different health professionals to ensure all perspectives were included.

Limitations

All patients in the recruited sample had regular GPs. According to the population survey, 97% of
respondents had a regular GP; however, it is acknowledged that this percentage varies nationally and
internationally, and this study has not analysed acceptance for shared cancer care for people who do not

have a regular GP.
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While this thesis involved the evaluation of participants' viewpoints, they were not involved in the
development of the model. Therefore, consideration should be given to incorporating a participant

reference group in future studies.

Although this thesis highlights that there may be additional costs to some patients who see a public
oncologist to transition to a shared care model, this thesis has not considered oncologists in the private

setting nor the additional expenses patients pay during the follow-up phase.

This thesis has not analysed other cancer follow-up models of care, such as hospital-based survivorship
clinics, oncology nurse-led clinics, GP-led or telehealth models. While one study in this thesis
investigated the feasibility of a novel patient self-report model by measuring concordance between
patients’ self-report and ROs, further research could be undertaken to see if better response rates alter
the outcomes.

9.4 Implications, recommendations and conclusion

This thesis found that a shared cancer follow-up model of care was acceptable to patients, GPs and ROs
and feasible in practice. However, several barriers still exist in the Australian context before considering
large-scale implementation. It should be noted that “realist researchers do not offer specific advice about
action: instead, they provide practitioners with knowledge of structures, their mechanisms and
tendencies that practitioners can apply to their specific contexts” (350 p.322). Therefore, readers must
consider their specific internal national and external international contexts when deciding on

transferability.

Oncologists are the trained professionals for oncology follow-up care and are key to advocating for
shared care. However, patients need to have a regular GP who is willing to participate in shared care.
The earlier the GP is introduced into a patient’s cancer care, the more normalised shared cancer care
will become, and this could help increase acceptability for GPs who might not yet be willing to
undertake shared care. Engagement between GPs and oncologists could be facilitated through shared
care information sessions, or simply engaging the GP earlier in the treatment phase or including the GP

in multidisciplinary meetings.

It is important for the oncologist to discuss and present shared care to their patients as an option early
in the cancer care continuum. Patients trust their oncologist to guide them to the most appropriate
follow-up model of care for their situation. This guidance can be further supported by updating patient
information resources to promote and communicate the benefits of shared care, thus empowering
patients to play an active role in choosing their follow-up care. These resources can assist in normalising
shared care. For example, cancer information resources can explain that when patients start active

treatment, their main contact will be their oncologists, but their GP will be kept in the loop. However,
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once patients finish active treatment and become more stable over time, some may transition to shared

follow-up care with the GP becoming the main contact.

Several factors need to be addressed to transition from the oncologist-led model to the shared care
model. When patients are transitioned to the shared care model, oncologists must provide
documentation to the GP in line with national and international guidelines specifying the expected
duration for the shared care model to be in place. In addition, this thesis recommends including
information on how to access the clinical assessment protocols and what to do should recurrence be
suspected. Although the clinical assessment has the option for a rapid referral, it is important to highlight
that emergency referrals can still be made by phone or via the emergency department (for example, in
emergency situations such as spinal metastasis causing cauda equina). Furthermore, there needs to be
an option where all agents review the continuation of the shared care model or have the ability to cease
shared care at any other time. Therefore, this thesis recommends that the clinical assessment protocol
be adapted to include adding new items that the GP or oncologist can select: '‘Continue shared care',
'Cease shared care and revert to oncologist-led care', and 'Cease shared care and transfer to GP care'.

Whilst the shared care model in this thesis included a rapid referral option, it did not produce a referral
in the form required for Medicare billing. Future iterations of the model should incorporate an electronic
referral that fulfils the Medicare billing requirements. An alternative solution could be an indefinite
referral. While GPs can provide an annual referral, including updated clinical information, in the case
of shared care, the provision of an indefinite referral should be considered as the patient transitions from

the oncologist-led model to the shared care model.

Although this thesis has successfully implemented and evaluated the two-way transfer of information
to create a truly shared care model, further support and investment in health technology are required.
Consideration should be given for a dedicated shared care coordinator to help establish roles, explain
the clinical assessment protocols, assist with health technology training, and facilitate communication
between patients, GPs and oncologists if needed. Additionally, the PROsaiq platform (or any alternative
platform) will require ongoing investment to ensure its ongoing stability and the security of data being
transferred between the GP and the oncology information system. Furthermore, it is also suggested to
embed patient identifiers within the clinical assessment protocols to reduce the burden of entering
patient identifiers. Long-term, there is a need for better integration of the results not just being
transferred from the GP to hospital systems but one that automatically uploads the clinical assessment
data into the GP system. This requires that any platform be compatible with the various GP medical

information systems utilised.

GP practices would benefit from increased use of electronic health records and electronic recall systems
to facilitate shared care. In the case of shared care, there is a need for the GP practice to have a reliable

system to recall patients when they are due for their shared care follow-up appointment. It is
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recommended that general practices with electronic recall systems modify and create a 'Shared cancer
follow-up' appointment and set the timeframe for recall as per the oncologist's consultant letter that
prescribes the frequency for follow-up care. In addition, the public oncology service could create a
monthly audit to identify patients who may have missed their shared care appointment to act as a safety

net.

Advocating for a sustainable funding mechanism to remunerate GPs and oncologists for shared care is
necessary. Consideration should be given to establishing a Medicare item code for GPs to use for shared
cancer follow-up care. Additionally, there is a need for the activity of the oncologists reviewing the
clinical assessment to be captured in the oncology information system to attract a National Weighted
Unit Activity. Consideration should be given to ensure that the rebate provided to GPs and oncologists
is sufficient to cover their costs so that the cost burden of follow-up care is not transferred to the patient.

Whilst GPs and oncologists are aware of their medico-legal liabilities, clearer information should be
provided about shared care to ensure all providers have a clear understanding. Once this information
has been established, the shared care coordinator could incorporate sharing said information as part of

their role.

Recommendations for future research that will further support the translation of evidence for shared

cancer follow-up care into clinical practice include:

¢ To implement and evaluate this shared cancer intervention on a larger scale in metropolitan,
regional and rural areas
e Evaluate this shared care model in medical oncology, surgical and haematology disciplines
o Establish the clinical parameters and circumstances that describe patients eligible for shared
care and create adaptable clinical assessments
e To develop areliable and valid screening tool based on the Theoretical Framework of
Acceptability, to support GPs and oncologists in determining patients' acceptance for shared
cancer follow-up care
e To conduct economic analyses for shared cancer care exploring:
o The cost differences between the oncologist-led model and the shared care model,
including public and private providers
oGP and oncologist workforce requirements against the expected number of patients
for shared cancer care
e Long term analysis of shared care model clinical outcomes, including cancer recurrence,
mortality, morbidity (admissions, presentations to emergency), patient satisfaction and

patient-reported outcomes.
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The original research from this thesis has contributed to the body of knowledge on the acceptability and
feasibility for shared cancer follow-up care. The thesis included a systematic review that identified key
barriers and enablers for shared cancer follow-up care, and the development, implementation and
evaluation of a novel shared cancer follow-up model of care. This was done through a population survey
on cancer patients' acceptance for shared care, two concordance studies (one between patients and ROs,

the other between GPs and ROs), and a qualitative study using semi-structured interviews.

This thesis has shown a novel shared cancer follow-up model of care is acceptable to patients, GPs and
ROs, and feasible in practice. This acceptability and feasibility rely on the oncologists' endorsement of
the model and on the mechanisms that allow the oncologist to oversee the care and act as a safety net.
To support implementing this shared cancer follow-up model of care into practice, there is a need to
review funding models, have continued support for health technology interfaces, support to ensure GPs
have adequate recall systems in place, initial and ongoing support for GPs and oncologists in the form
of a shared care coordinator, and support normalising the model into practice for all agents.
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Appendix A. PRISMA Checklist

It Location
Section and Topic €M Checklist item where item
is reported
Title
Title | 1 | Identify the report as a systemtic 34
ABSTRACT
Abstract I 2 I See the PRISMA 2020 for Abstracts checklist.
INTRODUCTION
Rationale Describe the rationale for the review in the context of existing knowledge. 35
Objectives 4 | Provide an explicit statement of the objective(s) or question(s) the review addresses. 35
METHODS
Eligibility criteria Specify the inclusion and exclusion criteria for the review and how studies were grouped for the syntheses. 36
Information sources 6 | Specify all databases, registers, websites, organisations, reference lists and other sources searched or consulted to identify studies. Specify the date 36
when each source was last searched or consulted.
Search strategy 7 | Present the full search strategies for all databases, registers and websites, including any filters and limits used. 37
Table 5
Appendix B.
Selection process 8 | Specify the methods used to decide whether a study met the inclusion criteria of the review, including how many reviewers screened each record and 37
each report retrieved, whether they worked independently. and if applicable, details of automation tools used in the process.
Data collection 9 | Specify the methods used to collect data from reports, including how many reviewers collected data from each report, whether they worked 37
process independently, any processes for obtaining or confirming data from study investigators, and if applicable, details of automation tools used in the
process.
Data items 10a | List and define all outcomes for which data were sought. Specify whether all results that were compatible with each outcome domain in each study were | 37
sought (e.g. for all measures, time points, analyses). and if not, the methods used to decide which results to collect.
10b | List and define all other variables for which data were sought (e.g. participant and intervention characteristics, funding sources). Describe any 37
assumptions made about any missing or unclear information.
Study risk of bias 11 | Specify the methods used to assess risk of bias in the included studies, including details of the tool(s) used. how many reviewers assessed each study 37
assessment and whether they worked independently, and if applicable, details of automation tools used in the process.
Effect measures 12 | Specify for each outcome the effect measure(s) (e.g. risk ratio, mean difference) used in the synthesis or presentation of results. 38(Narrative)
Synthesis methods 13a | Describe the processes used to decide which studies were eligible for each synthesis (e.g. tabulating the study intervention characteristics and 40-41
comparing against the planned groups for each synthesis (item #5)).
13b | Describe any methods required to prepare the data for presentation or synthesis, such as handling of missing summary statistics, or data conversions. NA
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Section and Topic

Item

Checklist item

Location
where item

is reported

13c | Desribe any methods used to tabulate or visually display results of individual studies and syntheses. Table 5
13d | Describe any methods used to synthesize results and provide a rationale for the choice(s). If meta-analysis was performed, describe the model(s), 40-41
method(s) to identify the presence and extent of statistical heterogeneity, and software package(s) used.
13e | Describe any methods used to explore possible causes of heterogeneity among study results (e.g. subgroup analysis, meta-regression). NA
13f | Describe any sensitivity analyses conducted to assess robustness of the synthesized results. NA
Reporting bias 14 | Describe any methods used to assess risk of bias due to missing results in a synthesis (arising from reporting biases). 40
assessment
Certainty 15 | Describe any methods used to assess certainty (or confidence) in the body of evidence for an outcome.
assessment
RESULTS
Study selection 16a | Describe the results of the search and selection process, from the number of records identified in the search to the number of studies included in the 38
review, ideally using a flow diagram. Figure 7
16b | Cite studies that might appear to meet the inclusion criteria, but which were excluded, and explain why they were excluded. NA
Study 17 | Cite each included study and present its characteristics. 40-42
characteristics Table 6
Risk of bias in 18 | Present assessments of risk of bias for each included study.
studies
Results of 19 | For all outcomes, present, for each study: (a) summary statistics for each group (where appropriate) and (b) an effect estimate and its precision (e.g. Table 6
individual studies confidence/credible interval), ideally using structured tables or plots.
Results of 20a | For each synthesis, briefly summarise the characteristics and risk of bias among contributing studies. Table 6
syntheses 20b | Present results of all statistical syntheses conducted. If meta-analysis was done, present for each the summary estimate and its precision (e.g. NA
confidence/credible interval) and measures of statistical heterogeneity. If comparing groups, describe the direction of the effect.
20c | Present results of all investigations of possible causes of heterogeneity among study results. NA
20d | Present results of all sensitivity analyses conducted to assess the robustness of the synthesized results. NA
Reporting biases 21 | Present assessments of risk of bias due to missing results (arising from reporting biases) for each synthesis assessed. NA
Certainty of 22 | Present assessments of certainty (or confidence) in the body of evidence for each outcome assessed. Table 6
evidence
DISCUSSION
Discussion 23a I Provide a general interpretation of the results in the context of other evidence. 47-49
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Location

Section and Topic ;tem Checklist item where item
is reported
23b | Discuss any limitations of the evidence included in the review. 47-49
23c¢ | Discuss any limitations of the review processes used. 47-49
23d | Discuss implications of the results for practice, policy, and future research. 47-49
OTHER INFORMATION
Registration and 24a | Provide registration information for the review, including register name and registration number, or state that the review was not registered. 34
protocol 24b | Indicate where the review protocol can be accessed, or state that a protocol was not prepared. 34

24c | Describe and explain any amendments to information provided at registration or in the protocol.

Support 25 | Describe sources of financial or non-financial support for the review, and the role of the funders or sponsors in the review. In journal
article
Competing interests 26 | Declare any competing interests of review authors. In journal
article
Awvailability of data, 27 | Report which of the following are publicly available and where they can be found: template data collection forms; data extracted from included studies; | In journal
code and other data used for all analyses: analytic code; any other materials used in the review. article
materials
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Appendix B. Systematic review search string

Databases: MEDLINE, Science Citation Index, Academic Search Complete, CINAHL,
APA Psycinfo, Health Source: Nursing/Academic Edition, and Psychology and Behavioural
Sciences Collection

Search String:

("general practitioner” OR "primary care physician” OR "family physician” OR "family
practitioner” OR GP OR doctor OR specialist OR oncologist) AND ("model of care” OR
"shared-care™ OR "shared care" OR "follow-up care™ OR "follow up care") AND (Cancer
OR oncolog* OR neoplasm)

Limits:
Date range: 01/01/1999 - 31/12/2021
Language: English

Available: online, full-text, peer-reviewed
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Appendix C. Shared Care Acceptability Survey
Acceptability of radiotherapy shared follow-up care survey

You can either complete this survey by using this paper form and
returning in the reply paid envelope.

Or you can complete online:

https://uow.aul.qualtrics.com/jfe/form/SV_QuBLs9bCNU7I9vT

Or scan the OR code:

Demographics

1. Your date of birth:
2. Sex: LJFemale [IMale [Prefer not to say
3. Postcode:
4. Country of birth:
5. Primary language spoken at home:
6. Do you identify as Aboriginal or Torres Strait Islander? [L1Yes [INo [JPrefer notto say
7. Relationship status: (IMarried [JSingle [IDe-facto [1Divorced [IWidow [IPrefer not to say
8. Highest level of education:[]Year 10 [Year 12 [ITAFE/Certificate
(dUndergraduate  [1Postgraduate  [1Prefer not to say
9. Housing:[1Rent [1Own/Mortgage [1Other CIPrefer not to say

10. Employment: [JCasual [JPart-time [JFull-time [JUnable to work [JRetired [Prefer not to say

11. Gross income: 1 Under $15,000 (1 $15,000 to $29,999 [1$30,000 to $49,999
[ $50,000 to $74,999 [0 $75,000 to $99,999 [IOver $100,000 [IPrefer not to say

Health-related

12. Cancer location: [1 Breast [1 Colorectal [1Head/Neck [1Lung [Prostate [ Pelvis
[1Other

13. Stage at diagnosis (if known): [1Stage 1 [1Stage 2 [IStage 3 [IStage 4

14. Primary hospital for treatment: [Illlawarra Cancer Care Centre 1 Shoalhaven Cancer Care Centre

15. Treatments:[JChemotherapy [JOral chemotherapy [ISurgery [JHormone therapy [ Radiotherapy

16. Years since radiotherapy treatment finished: [lLessthan 1year [J1to2years [J2to 3 years
[13to4years [J4to5years [15to10years [IMore than 10 years

17. In general, would you say your health is: [1Excellent [1Very good [1Good [IFair [Poor

18. Please list any other health related issues (diabetes, blood pressure etc):
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Access to healthcare

19. Do you have a regular general practitioner that you visit?: [0 Yes [ No

20. Number of visits for cancer-related issues in the last 12 months:
- General practitioner:
- Surgeon:
- Medical oncologist:
- Radiation oncologist:
- Other cancer related health professionals:

21. Number of visits for non-cancer-related issues in the last 12 months:
- General practitioner:
- Other health professionals

22. How many minutes does it take to get from your home to:
- General practitioner:
- Radiation oncologist:

23. Main mode of transport for health appointments: (JWalk [JOwn car [JFamily help [JBus

OTrain [CJCommunity transport  Other:

24. How often would you like to be seen for radiotherapy follow-up?

[JOnce a month [JEvery second month [JEvery 3 months [JEvery 6 months

[OOnce ayear [ No more follow-up appointments wanted

25. Standard follow-up is around five-years (this varies). How many years would you like routine radiotherapy follow-up?

(ONone [J1 year [J3years [J5years [J110years [JLifetime

Please circle your preference, S strongly agree to 1 strongly disagree:

Strongly | Agree Neither Disagree | Strongly
agree agree disagree
disagree
26. Iwould be satisfied for my radiotherapy follow-up care to be shared with my 5 4 3 2 1
general practitioner, so long as the radiation oncologist is still involved
27. Tt is easier for me to get to my general practitioner, compared to the hospital 5 4 3 ’ 1
(In regards to transport, time, parking, accessibility)
28. I would value my radiation oncologist and general practitioner working 5 4 3 2 1
together to share my follow-up care
29. I understand that shared radiotherapy follow-up care will benefit me, my 5 4 3 2 1
doctors and the health system
30. I believe that shared radiotherapy follow-up care will benefit me, my doctors 5 4 3 2 1
and the health system
31. Iorder to have shared follow-up care, I would need to give up some of my 5 4 3 2 1
time or my values on shared-care
32. IfIhad the choice:
a. Iwould choose to have my follow-up care with only my 5 4 3 2 1
radiation oncologist
b. Iwould choose to have shared follow-up care with my
general practitioner, so long as my radiation oncologist is 5 4 3 2 1
involved
c. Ihave confidence in my choice above. 5 4 3 2 1
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Appendix D. The Checklist Reporting of Survey Studies
Checklist for Reporting Of Survey Studies (CROSS)

Reported

Section/topic Item Item description
page #

on

Title and abstract

State the word “survey” along with a commonly used term in title 50

la or abstract to introduce the study’s design.
Title and abstract Provide an informative summary in the abstract, covering 51
1b  background, objectives, methods, findings/results,
interpretation/discussion, and conclusions.
Introduction
Provide a background about the rationale of study, what has been 52-53
Background 2 ; - .
previously done, and why this survey is needed.
Purpose/aim 3 Identify specific purposes, aims, goals, or objectives of the study. 53
Methods
i ian i i i 53
Study design 4 Specify the study design in the methO(_js sgctlon with a commonly
used term (e.g., cross-sectional or longitudinal).
5a Describe the questionnaire (e.g., number of sections, number of 53-54
questions, number and names of instruments used).
Describe all questionnaire instruments that were used in the survey 53-54
5h to measure particular concepts. Report target population, reported

validity and reliability information, scoring/classification
procedure, and reference links (if any).

Provide information on pretesting of the questionnaire, if performed NA
(in the article or in an online supplement). Report the method of

Data collection methods_  hretesting, number of times questionnaire was pre-tested, number

5¢ and demographics of participants used for pretesting, and the level
of similarity of demographics between pre-testing participants and
sample population.
54 Questionnaire if possible, should be fully provided (in the article, or Appendix C

as appendices or as an online supplement).

Describe the study population (i.e., background, locations, 53
6a eligibility criteria for participant inclusion in survey, exclusion
criteria).

Describe the sampling techniques used (e.g., single stage or 93-94
multistage sampling, simple random sampling, stratified sampling,

cluster sampling, convenience sampling). Specify the locations of
sample participants whenever clustered sampling was applied.

Sample characteristics 1
6

Provide information on sample size, along with details of sample 53-54
size calculation.

Provide information on modes of questionnaire administration, 53-54
including the type and number of contacts, the location where the

survey was conducted (e.g., outpatient room or by use of online

tools, such as SurveyMonkey).

Provide information of survey’s time frame, such as periods of 93
recruitment, exposure, and follow-up days.

Provide information on the entry process:

—>For non-web-based surveys, provide approaches to minimize

7c  human error in data entry.

—>For web-based surveys, provide approaches to prevent “multiple
participation” of participants.

Describe any preparation process before conducting the survey

(e.g., interviewers’ training process, advertising the survey).

6C

Ta

Survey 7b
administration

Study preparation 8
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Ethical considerations

9a

9b

10a

10b

10c

10d

10e

10f

10g

Provide information on ethical approval for the survey if obtained,
including informed consent, institutional review board [IRB]
approval, Helsinki declaration, and good clinical practice [GCP]
declaration (as appropriate).

Provide information about survey anonymity and confidentiality
and describe what mechanisms were used to protect unauthorized
access.

Describe statistical methods and analytical approach. Report the
statistical software that was used for data analysis.

Report any modification of variables used in the analysis, along with
reference (if available).

Report details about how missing data was handled. Include rate of
missing items, missing data mechanism (i.e., missing completely at
random [MCAR], missing at random [MAR] or missing not at
random [MNAR]) and methods used to deal with missing data (e.g.,
multiple imputation).

State how non-response error was addressed.

For longitudinal surveys, state how loss to follow-up was addressed.

Indicate whether any methods such as weighting of items or
propensity scores have been used to adjust for non-
representativeness of the sample.

Describe any sensitivity analysis conducted.

56

55-56

56

56

NA

56

Results

Respondent
characteristics

Descriptive
results

Main findings

1la

11b

1lc

11d

12

13a

13b

13c

Report numbers of individuals at each stage of the study. Consider
using a flow diagram, if possible.

Provide reasons for non-participation at each stage, if possible.

Report response rate, present the definition of response rate or the
formula used to calculate response rate.

Provide information to define how unique visitors are determined.
Report number of unique visitors along with relevant proportions
(e.g., view proportion, participation proportion, completion
proportion).

Provide characteristics of study participants, as well as information
on potential confounders and assessed outcomes.

Give unadjusted estimates and, if applicable, confounder-adjusted
estimates along with 95% confidence intervals and p-values.

For multivariable analysis, provide information on the model
building process, model fit statistics, and model assumptions (as
appropriate).

Provide details about any sensitivity analysis performed. If there are
considerable amount of missing data, report sensitivity analyses
comparing the results of complete cases with that of the imputed
dataset (if possible).

57

57

58
Table 8
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Discussion

Limitations 14

Interpretations 15

Generalizability 16

Discuss the limitations of the study, considering sources of potential 64
biases and imprecisions, such as non-representativeness of sample,
study design, important uncontrolled confounders.

Give a cautious overall interpretation of results, based on potential 64
biases and imprecisions and suggest areas for future research.

Discuss the external validity of the results. 64

Other sections

Role of funding source 17
Conflict of interest 18

Acknowledgements 19

State whether any funding organization has had any roles in theln journal
survey’s design, implementation, and analysis.

Declare any potential conflict of interest. In journal

Provide names of organizations/persons that are acknowledgedIn journal
along with their contribution to the research.
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Appendix E. Discordance in patient-clinician variables

APPETITE - LEVEL OF AGREEMENT
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Appendix F. Semi-structured interview guide

PRE IMPLEMENTATION INTERVIEW GUIDE

Introductory script

Thank participant for agreeing to take part in this research.

Introduce the research and briefly discuss its purpose.

Discuss the role of the interviewer: to raise topics for discussion and then to listen as the
participant shares their views and experiences.

Reassure the participant that they are free to talk about any aspect of their experience or attitudes.
There are no right or wrong or even typical answers to any of the questions that we will discuss.
Remind the participant that, with their permission, the interview will be audio-taped.

Reassure confidentiality and the participant’s right to stop the interview at any time.

Clarify that the interview will take approximately 30 minutes.

Ask whether the participant has any questions before beginning.

General practitioner/Radiation Oncologist

e 6 o o o o W

5

. Role of cancer follow-up/perceived goals
How would you describe the concept behind radiation oncology cancer follow up?
In your view, what are the aims of radiation oncology cancer follow up?
In your view, what do patients want from radiation oncology cancer (radiation oncology) follow up?

. Experience of current follow up strategy
Please describe your current role, (for GPs if any), in the cancer follow up care of (Patient X)
o How do you feel about your current role?
o Are there any aspects of this role that you feel uncomfortable with?
o Would you like to change anything about this role/your input?
o What aspects of follow up care, if any, do you feel responsible for?

. Views on hospital, specialist-led follow up
What are views on the current hospital-led cancer follow up model for this patient?
Are there any particular strengths of the hospital-led follow-up?
Are there any problems with hospital-led follow up?
Would you change anything about the current follow up?
What impact does cancer follow up have on your clinical workload?
Do you experience any challenges when providing cancer follow-up?

. Follow up provider
Who do you believe is best placed to provide cancer follow up?
o Why do you think this provider is best placed?
o Are there any situations where another provider would be best places to provide follow
up?
o Are there any patient factors that in your mind would make someone require a different
follow-up provider?

. Views on primary care led follow-up

Participants would then be presented with information about cancer follow-up including the evidence
base for the effectiveness of follow-up and existing guidance and evidence that general practitioners
can play a significant role in cancer follow up and achieve similar health outcomes. They will also be

p

resented with the shared-care model.

How would you feel about a GP taking a greater and/or sharing the role in cancer (radiation
oncology) follow-up?
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o What would you see as the potential advantages in this model?

o What would you see as the potential disadvantages in this model?

(Think about issues such as costs, convenience, confidence in treating cancer patients amongst the
health care professionals, ability for the follow up to detect important recurrences etc.)

e Inyour view, what would patients think about this proposed shared-care model?

6. Acceptability of participating in shared-care

Finally the general practitioners/radiation oncologists will be asked about their views on the
proposed shared-care model and if they could choose between the current model, or the shared-care
model, what would they choose.

7. Conclude Interview
e Asthis is a new area of research, we may have missed something important in this interview. Is
there anything else that you would like to comment on?

Interview debriefing and closure
e Thank the participant for sharing their views.

Patient

Additional introductory script to patients:

o Reassure that their radiation oncologist and general practitioner will not have access to what the
patient says in the interview — everything will be completely confidential.

Clarify that the interview will take approximately 30 minutes.

1. Role of cancer follow up/perceived goals
What do you believe to be the purpose of follow-up appointments following radiotherapy treatment
for your cancer?
What do expect from your cancer follow-up?
o Have you discussed your follow-up plan with a doctor or nurse?

N

. Experience of current follow up strategy
Please can you describe the current follow-up care you are receiving?
o Where are you receiving this follow-up?
o What individuals or groups are providing this follow-up?
o How frequent are these appointments?

Views on hospital, specialist-led follow up
What do you think of the current follow-up plan?
Does this current plan meet your expectations of follow-up?
Are there any particular strengths of your current follow-up?
Are there any problems with your current follow-up?
Would you change anything about your current follow-up?
What role does your GP currently play in your cancer follow-up?

e & o o o o W

4. Follow up provider
Who do you believe is best placed to provide this follow-up?
o Why do you think this provider/these providers is/are best placed?
o Are there any situations where this may change and the hospital/GP may be best placed
to provide follow up?
o In which situations is the hospital/specialist best placed to provide follow-up
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o Inwhich situations is your GP best placed to provide follow-up.

5. Views on primary care led follow up

Participants would then be presented with information about cancer follow up including the evidence
base for the effectiveness of follow up and existing guidance and evidence that general practitioners
can play a significant role in cancer follow-up and achieve similar health outcomes. They will also be
presented with a shared-care model highlighting the radiation oncologist is overseeing the care in real-
time.

¢ How would you feel about your GP taking a greater role and sharing in your cancer follow up?

¢ What would you see as the potential advantages in this approach?

¢ What would you see as the potential disadvantages in this approach?

(Think about issues such as costs, convenience, time, confidence in health care professionals, ability
for the follow up to detect important recurrences etc.)

6. Acceptability of shared-care model
If they knew their radiation oncologist could oversee their care, in real-time (with the transfer of
medical information), would they choose usual care, or shared-care.

~

. Conclude Interview
As this is a new area of research, we may have missed something important in this interview. Is
there anything else that you would like to comment on?

Interview debriefing and closure
o Thank the participant for sharing their experiences.

POST-IMPLEMENTATION SEMI-STRUCTURED INTERVIEW GUIDE
Introductory script

e Thank participant for taking part in this research.

o Briefly reiterate its purpose.

e Clarify that the interview will be shorter than the first, around 20 minutes.

o Ask whether the participant has any questions before we begin.

General practitioner/Radiation Oncologist
1. Experience of shared-care follow-up strategy
Please can you describe your experience of shared-care for (Patient X)
o How do you feel about your shared-care role?
o Are there any aspects of this shared-care role that you felt uncomfortable with?
o Would you like to change anything about this role/your input?
o Now that you have been involved with shared-care, what aspects of follow-up care, if
any, do you feel responsible for?

. Views on shared-are
Are there any particular strengths/advantages of shared-care follow-up?
Avre there any problems/disadvantages with shared-care follow-up?
Would you change anything about the shared-care follow-up?
What impact did shared-care follow-up have on your clinical workload?
Did you experience any challenges when providing shared-care follow-up?
In your view, what would patients think about their experience with this shared-care model?

e o o o o o
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. Acceptability of participating in shared-care
Finally the general practitioners/radiation oncologists will be asked if they could choose between
the current model, or the shared-care model, what would they choose.

. Conclude Interview

As this is a new area of research, we may have missed something important in this interview. Is
there anything else that you would like to comment on?

Interview debriefing and closure

Thank the participant for sharing their views.

Patient
Additional introductory script to patients:

w

I

Reassure that their specialist and general practitioner will not have access to what patient says in
interview — everything will be completely confidential.
Clarify that the interview will be shorter than the first, approximately 30 minutes.

. Experience of shared-care follow-up strategy

Please can you describe your experience of shared-care between your GP and radiation oncologist.
o How do you feel about shared-care?
o Are there any aspects of shared-care that you felt uncomfortable with?

Are there any particular strengths of shared-care follow-up?

Avre there any problems with shared-care follow-up?

Would you change anything about the shared-care follow-up?

What impact did shared-care follow-up have on your daily life?

How did you feel knowing your radiation oncologist could see the results of your follow-up

appointment immediately?

. Acceptability of participating in shared-care
If they could choose between the current hospital-based model, or the shared-care model, what
would they choose.

. Conclude Interview

As this is a new area of research, we may have missed something important in this interview. Is
there anything else that you would like to comment on?

Interview debriefing and closure

Thank the participant for sharing their views.
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