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Abstract 

The delivery of quality cancer care to Indigenous Australians is critical to improving cancer 

outcomes. However, little is known about this in the primary health care (PHC) setting. This 

study, based on health professionals’ perspectives, aims to identify facilitators and barriers 

to the provision of quality cancer care for Indigenous patients in Queensland and identify 

mechanisms for improvement. It examines extant systems and processes to identify 

Indigenous cancer patients in the PHC setting and analyses factors and practices that 

promote quality care. At the PHC service–hospital interface, it explores communication, 

continuity and care coordination and strategies for improvement, and determines time-

points along cancer pathways when Indigenous patients may be most vulnerable to lack of 

continuity in  care. 

To identify Indigenous patients with a cancer diagnosis, a standardised telephone interview 

and medical chart audits were conducted in PHC centres (n = 10). Following this, semi-

structured, face-to-face interviews with health professionals from six Indigenous PHC 

services (n = 17) and one tertiary hospital (n = 9) were completed. The study found no 

standardised methods to identify Indigenous cancer patients in the PHC setting. Based on 

participants’ feedback, Indigenous staff significantly contributed to the provision of follow-

up cancer care by facilitating access to services and supporting patient needs. Timely 

communication, collaboration, streamlined processes, flexible care delivery and patient-

centred care were perceived as vital in improving continuity and coordination of care 

between services. Additionally, gaps along the cancer pathway related to insufficient access 

to culturally competent care, differences in approaches to care and travel and resource 

challenges were also identified. Culturally competent care, adequately skilled staff and active 

involvement of PHC services can help overcome barriers to care across the cancer trajectory 

for Indigenous patients. Appropriate resourcing and evidence-based tools to systematically 
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implement quality cancer care within PHC services are needed for sustained improvements 

in care pathways.  
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Introduction 

Cancer is the second leading cause of death in Australian Aboriginal and Torres Strait Islander 

peoples (hereafter, respectfully referred to as Indigenous Australians).1 Although cancer 

mortality rates are improving for non-Indigenous Australians, this is not the case for the 

Indigenous Australian population.2 Indigenous Australians are more likely to have a cancer 

diagnosis, a higher incidence of all cancers combined, a relatively high incidence of fatal 

cancer (e.g., lung and liver), which is often preventable, and a very low incidence of cancers 

with better survival rates (e.g., melanoma) compared with other Australians.2, 3 

Although research to understand disparities in cancer outcomes in the Indigenous Australian 

population is slowly advancing, there is little research and limited knowledge of cancer care 

at the primary health care (PHC) level in Queensland for Indigenous Australians. This PhD 

dissertation is part of a larger National Health and Medical Research Council (NHMRC) study: 

‘Improving systems and quality of cancer care in Aboriginal and Torres Strait Islander primary 

health car settings’, which aims to improve the continuity and coordination of cancer care by 

transferring knowledge to policy and practice. 

This dissertation focuses on health professionals’ perspectives on improving aspects of the 

health service system relating to the delivery of quality cancer care in the PHC setting for 

Indigenous Australians in Queensland. It examines the gaps in patient information systems 

relating to the identification of Indigenous Australians with a cancer diagnosis, identifies 

important aspects relating to the provision of culturally appropriate follow-up cancer care 

services, investigates levels of communication, continuity and coordination of care between 

PHC health services and treating hospitals in the provision of quality cancer care and provides 

an overview of cancer journey pathways of Indigenous Queenslanders through the health 
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system from the perspective of health professionals (see Appendices A and B for interview 

guides.) 

This chapter presents what is currently known in the literature about the impact of cancer 

on Indigenous Australians. It provides an overview of the Indigenous health context and the 

prevalence and incidence of cancer within this population. It describes the Australian 

healthcare system and the provision of cancer care and identifies barriers and enablers to 

the delivery of quality cancer care for Indigenous Australians. The chapter concludes by 

identifying gaps in the literature relating to the delivery of quality cancer care for Indigenous 

Australians. It presents the rationale, research aims and objectives of this PhD dissertation, 

which are addressed primarily through the four results papers that form the body of this 

thesis. An overview of my PhD study and its sub-studies that comprise the PhD is provided, 

followed by an outline of the remaining chapters. 

The Health Status of Indigenous Australians 

Indigenous Australians are recognised as having the oldest continuous civilisation in the 

world.4 The Indigenous Australian population consists of hundreds of different groups, each 

with a distinct set of languages, culture, traditions and histories.5 Indigenous Australians 

currently comprise 3.3% of the Australian population (798,365 people in 2016),6 with most 

living in New South Wales (281,107) and Queensland (235,962).7 In 2016, more than one-

third (37%) of Indigenous Australians lived in major cities, 44% in regional areas and 19% in 

remote or very remote areas (based on distance to cities).8 The Indigenous Australian 

population is generally younger than the non-Indigenous population, with a  median age of 

23 years compared with 38 years for non-Indigenous Australians.6 

Similar to the experience of other Indigenous populations across the world, colonisation and 

past policies disrupted Indigenous Australians’ culture, society and way of life. The 
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resettlement of Indigenous Australians on reserves and wide-scale practices of genocide, 

assimilation policies and control led to vast social and economic inequities and the 

disempowerment of Indigenous Australians.9 The effects of colonisation continue today (e.g., 

in the form of intergenerational trauma within families)10, 11 and conscious or unconscious 

racist attitudes that continue to exist within our society that reinforce inequities.12 The 

colonial era assimilation polices were only formally abolished in 1973 and national 

recognition of the rights of Indigenous land ownership only became effective in 1994, when 

the Native Title Act 1993 was enacted.13, 14 Constitutional recognition of Indigenous 

Australians is yet to be achieved.9 These experiences have adversely affected the lives of 

Indigenous Australians and resulted in financial, social, psychological and physiological 

stressors that have been shown to increase the risk of chronic diseases, such as cancer.15, 16 

The estimated life expectancy for Indigenous Australian males and females born between 

2015 and 2017 is 71.6 years and 75.6 years respectively, some 8.6 years and 7.8 years less 

than for non-Indigenous Australians.7 Indigenous Australians are 1.8 times more likely to 

experience disability and ill health.5 Psychological distress is also evident, with 31% of 

Aboriginal and 23% of Torres Strait Islander adults reporting high and very high levels of 

psychological distress.7 Indigenous Australians have a more holistic view of health than does 

the wider Australian population in general.6 In addition to the absence of disease and illness,  

health is perceived as encompassing physical, social, emotional, cultural, spiritual and 

ecological wellbeing for the individual and community and the inter-connectedness between 

these factors is emphasised.6 This perception also recognises the social and cultural 

determinants that affect health.6 
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Social Determinants of Health and Health Risk Factors for Indigenous 

Australians 

Social determinants of health, as described by the World Health Organization, include the 

conditions and environments in which people are born, live, work and grow; these factors 

can have a major impact on health and wellness.17 Social determinants of health are often 

the underlying contributing factors to health inequities.17 Therefore, discussions of factors 

that affect the health of Indigenous Australians must be addressed against the broader 

context of the social determinants of health.6 Income, employment and education are key 

social determinants of health. According to analyses by the Australian Institute of Health and 

Welfare (AIHW), socio-economic factors account for more than one-third (34%) of the health 

gap for Indigenous Australians. Household income was identified as the largest individual 

contributor (14%) of the overall gap.6 

Based on information from the 2016 Australian Census, over half (53%) of Indigenous 

Australians reported an equivalised weekly household income of between $150 and $799.18 

In comparison, 51% of non-Indigenous Australians reported an equivalised weekly household 

income of between $400 and $1,249.18 In 2016, less than half (47%) of Indigenous Australians 

between the ages of 15 and 64 years were employed, compared with 72% of non-Indigenous 

Australians.18 In relation to education, less than half (47%) of Indigenous Australians aged 

20–24 years reported completion of Year 12 or its equivalent, compared with 79% of non-

Indigenous Australians in the same age bracket.18 Indigenous Australians aged between 20 

and 24 years living in urban areas were more likely to have completed Year 12 or equivalent 

(50%) than were those living in rural areas (34%).18 A United States (US) study estimates that 

an increase in life expectancy may be achieved by improving education levels.19 
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Health risk factors account for 19% of the gap in life expectancy between Indigenous and 

non-Indigenous Australians, with smoking contributing (10%) to this gap.6 Any factor 

associated with an increased likelihood of developing a health condition and/or disorder is 

considered a risk factor. However, exposure to risk factors does not necessarily result in 

cancer development,20  and a health condition such as cancer can develop without exposure 

to associated risk factors.21 Health risk factors are either non-modifiable, such as biomedical 

factors, including age and genetics or modifiable, such as those related to social and 

environmental conditions.7 Examples of modifiable risk factors related to environmental and 

social conditions include environmental pollution, tobacco smoking, alcohol consumption 

and dietary intake.20 The impact of socio-determinants specifically relating to cancer and 

issues relating to access to care are discussed further in this chapter under ‘Barriers 

Indigenous Patients Face When Accessing Care’. 

Cancer 

In healthy cells, growth and division occur in a controlled manner, producing more cells that 

keep the body healthy until those cells become old or damaged, at which point cells are 

programmed to die and are replaced with new cells.22 Cancer results when the above process 

breaks down—cells do not die when they should but continue to produce new cells, even 

though the body does not need them.22 Cancer can originate from almost anywhere in the 

body and can be either benign (non-cancerous, generally can be removed, and does not recur 

or spread) or malignant (cancerous and can spread to other parts of the body through blood 

and lymphatic systems).22 The location of the body where cancer cells begin to form is known 

as the primary site and the cancer is classified by this: for example, breast cancer. When 

cancer cells spread to other parts of the body, it is described as metastasis.23 There are over 

200 types of known cancers.23 
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Indigenous Australians and Cancer 

Indigenous Australians have poorer cancer outcomes and survival rates compared with the 

non-Indigenous population.20 Inequity in social determinants contributes considerably to 

higher smoking rates, later diagnosis, higher comorbidities, language barriers and reduced 

access and poorer uptake of health services for Indigenous Australians.24–27 Cancer survival 

rates generally decrease with increasing remoteness. Therefore, survival rates are poorer for 

those living in rural and remote areas.20, 28 In Queensland, Australia, half of the Indigenous 

population live in regional areas (51%), one-third live in major cities (33%), 9% live in very 

remote areas and 7% live in remote areas.29 

Overview of Cancer Incidence, Prevalence and Survival Rates 

Incidence and prevalence 

Cancer is one of the leading causes of death in Australia.20 By the age of 85 years, one in two 

Australian men and women will be diagnosed with cancer.20 The number of new cancer cases 

diagnosed nearly doubled from 66,393 in 1991 to 114,137 in 2009, although this increase is 

partially attributable to available testing and screening programs for some cancers.30 

According to the 2018–19 National Aboriginal and Torres Strait Islander Health Survey, there 

has been a steady increase in the number of Indigenous people diagnosed with cancer over 

the last 18 years, from 0.7% in 2001 to 1.1% in 2018–19.31 Between 1998 and 2013, 

Indigenous Australians had a higher age-standardised incidence rate of diagnosed new 

cancers compared with the rest of the population (500 compared with 423 new cases per 

100,000).2 

The five most diagnosed cancers in 2019 in Australia were estimated to be breast, prostate, 

colorectal, melanoma of the skin and lung cancer.6 For Indigenous Australians, the most 
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commonly diagnosed cancers between 2010 and 2014 were lung, breast (in females),  

colorectal, prostate and head and neck cancer20 (see Table 1). In relation to Indigenous 

Australian cancer rates, non-remote locations had a higher cancer rate (1.3%) than did 

remote areas (0.7%).7 

Table 1: Incidence of all cancers combined and selected cancers for Indigenous 
Australians, by sex and state, 2010–2014 7, 20 

 

 

Survival 

Overall cancer survival rates for the Australian population are higher than the world average 

as a result of advancements in diagnostic methods, earlier detection and improvement in 

treatment methods.32, 33 Despite this development, there have been only sluggish 

improvements in Indigenous survival rates.20, 33 
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The latest data show that the five-year relative survival rate for all people living in Australia 

with a cancer diagnosis was 69% for all cancers combined, compared with 50% for Indigenous 

people living in New South Wales, Victoria, Queensland, Western Australia and the Northern 

Territory (where data are considered of sufficient completeness).7, 20 Cancer survival rates 

varied according to cancer type. For example, lower survival rates are evident for Indigenous 

Australians compared with non-Indigenous Australians for breast cancer (in females; 77% 

compared with 84%), prostate cancer (75% compared with 83%), cervical cancer (54% 

compared with 70%), head and neck  cancer (41% compared with 61%) and lung cancer (10% 

compared with 14%) (see Figure 1).20, 34 

 

Figure 1: Five-year observed survival of all cancers combined and selected cancers by 
Indigenous status, 2010–201420, 34 

Cancer Mortality 

Similarly, cancer mortality rates are decreasing for non-Indigenous Australians but not for 

Indigenous Australians.2 The age-standardised cancer mortality rates between 1998 and 

2015 for all cancers combined worsened from 195 to 246 per 100,000 for Indigenous 
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Australians but improved for non-Indigenous Australians, from 194 to 164 per 100,000.2 

These figures can be partially explained by improvements in cancer diagnosis, recording of 

cause of deaths and Indigenous identification.6 The top five causes of death from cancer 

varied according to Indigenous status. Many of the cancers Indigenous Australians 

experience are preventable (e.g., lung and liver) and can be partly explained by the higher 

level of risk factors, such as tobacco use and alcohol consumption.7, 35 For 2011–2015 for 

Indigenous Australians, the cancer mortality rates in descending order were lung, liver, head 

and neck cancer, cancer of unknown primary site and breast cancer (females).2 For non-

Indigenous Australians in the same period, the top five leading causes of death in descending 

order were lung, colorectal, prostate, breast (females) and cancer of unknown primary site.2 

Figure 2 shows the mortality ranks of selected cancers by Indigenous status and cancer type. 
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Figure 2: Mortality ranks of selected cancers in persons by Indigenous status and cancer 
type, 2011–20152 

Overview of Australia’s Health Care System 

Australia has a complex healthcare system with public and private funding and delivery, in 

which government departments play a central role in health policy and service planning.6 It 

comprises different components, such as public health and health promotion, primary health 

care (PHC), specialist services and hospitals.6 It is supported by multiple organisations, 

including research bodies, medical boards, surveillance authorities and consumer health 

groups.6 Australia has a universal national health insurance scheme (through the federal 
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government’s Medicare scheme) for permanent residents and citizens, offering medical 

benefits coverage for primary healthcare and specialist services, free treatment for public 

patients in public hospitals and subsidised pharmaceutical prescriptions under the 

Pharmaceutical Benefits Scheme.6 The public health system in Australia also provides public 

patients access to secondary services (e.g., diagnostic, specialist, treatment, pathology and 

radiology), and tertiary services offered on an outpatient and inpatient basis.  

Quality of health care can be measured by several indicators (as used by the Commonwealth 

Fund), which include the care process (preventative care measures, safe care, coordinated 

care, engagement and patient preferences), access (affordability and timeliness),  

administrative efficiency, equity and healthcare outcomes.36 Internationally, Australia’s 

healthcare system was ranked second in the world after the United Kingdom in a 2017 

Commonwealth Fund study.36 Australia ranked well in administrative efficiency and 

healthcare outcomes, care process and access, but low on equity.36 Australia’s health system 

continues to face many challenges, such as demand for health services, demographic 

changes, coordinated management of chronic diseases, greater availability and access to 

health data, advances in medical research, science and technology.6 

PHC in Australia 

PHC plays an important role in delivering health care in Australia, and is often the first point 

of contact with the healthcare system for many people.37 PHC centres commonly offer a 

broad range of services across the care continuum, including health promotion and disease 

prevention measures and acute and chronic disease management.6 PHC is designed to 

provide everyone with local access to health professionals and health services at a lower cost 

than that of specialist care.6, 38, 39 In addition, PHC aims to provide equitable and high-quality 

health care that is financially sustainable and universal.6, 38, 39 PHC is vital to delivering 
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comprehensive health care in Australia and effective delivery of PHC can assist in reducing 

preventable hospital admissions in over-stretched public hospitals.6, 40, 41 PHC has been widely 

acknowledged and recognised as an effective, efficient and inclusive approach for  promoting 

the health and wellbeing of all people, especially vulnerable populations within local 

communities.38, 39 Indigenous people are less likely to access private health care and often 

rely on PHC services for care as because it can be bulk-billed with no out-of-pocket-

expenses.1 PHC is also viewed as a long-term partnership between patient and families.38, 39 

Figure 3 provides an overview of PHC services in Australia and their interactions with the 

broader healthcare and community service sectors. 

 

Source: AIHW. Australia’s Health 2014 

Figure 3: An overview of PHC services in Australia 42 

Indigenous Australians and Access to PHC 

Indigenous Australians have the option to utilise mainstream health services or Indigenous-

specific PHC services (where available) in  the PHC setting.6 These service options are offered 

through hospitals, community clinics, Aboriginal and Torres Strait Islander Community 
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Controlled Health Services (ACCHS) and other healthcare facilities.6 Options to access care at 

various facilities aim to improve accessibility to healthcare services.6 Access to health care is 

intrinsically linked to preventative and treatment health outcomes, so it is crucial that 

Indigenous people  have adequate access to these services.1, 6, 43 However, measuring access 

to health care is complex because it involves consideration of multiple factors, such as 

physical proximity to services, affordability of services, cultural adequacy or acceptability of 

services and ideally, individual needs for care.6 

In relation to physical proximity to care, one Queensland study defined ‘unhindered’ access 

to health services as being within a 10-minute drive to health services that meet the specific 

needs of the target population. ‘No access’ is when travel time exceeds 60 minutes to the 

service location.42 Although most Indigenous Australians live in major cities and regional 

areas, where mainstream health services are most commonly located, such services may not 

always be readily accessible to all Indigenous Australians for various factors (e.g., social and 

cultural considerations).44 Thus, Indigenous-specific health services play an important role in 

providing comprehensive PHC services to Indigenous Australians. 

A Comprehensive PHC Model of Health 

ACCHS have been successful in delivering health care to Indigenous Australians utilising a 

comprehensive healthcare approach.45, 46 This approach has reduced barriers and improved 

health outcomes for Indigenous Australians.45, 46 The foundation of this care model is based 

on the provision of culturally appropriate care that is holistic, patient-centred, inclusive of 

family and community controlled.42 46 45 It has a collaborative team-based approach, which is 

often shared between general practitioners (GPs), allied health, mental health and 

community services.45 This holistic approach to health care has the added potential 
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advantage of managing more complex issues during a consultation compared with 

mainstream general practice.47  

ACCHS provide a range of services from a fixed location and often provide outreach and 

mobile services to the local community.46 Some research suggests that Indigenous people in 

Queensland prefer to and do use ACCHS over mainstream health services 48–50 and associate 

the use of ACCHS with positive healthcare experiences.51–53 ACCHS are also more likely to 

attract and retain Indigenous patients compared with mainstream providers54 and have been 

reported to be more effective in improving Indigenous health.46 In 2015–2016, Indigenous-

specific PHC services (ACCHS and government-operated services) were delivered at almost 

370 sites, of which 33% were located in very remote, 13% remote, 23% outer regional and 

31% urban areas across Australia.6 

PHC and Cancer Care 

PHC providers have been increasingly playing a significant role in the management of cancer 

care.55–57 PHC providers’ involvement in cancer care extends across the cancer continuum, 

from prevention, diagnosis, treatment, follow-up care and the management of comorbidities 

to palliative care.56, 58–61 The growing number of GPs managing cancer care in the PHC setting 

can be attributed to: advancements in cancer treatments, increasing pressure on public 

hospital systems, demands for cost-efficient care, increased cancer prevalence and improved 

patient survival rates.20, 56, 62, 63 Some research has shown that follow-up cancer care in the 

PHC setting can be just as effective as hospital-led care in regard to patient wellbeing, 

recurrence rates and survival and may also be less costly.64, 65 GP management and follow-up 

care for cancer care patients is even more evident in rural settings because of geographical 

barriers to accessing specialist cancer treatment and availability of specialised cancer care.66 

In a study on cancer follow-up care in the PHC setting in Queensland, it was reported that,  
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during the first 12 months after cancer diagnosis, most (over 80%) Indigenous cancer patients 

accessed PHC services for care related to cancer symptoms, wounds and emotional or social 

support and visited their ACCHS on average 5.95 times per year. Increased frequency rates 

was noted in remote areas.67 

However, many Indigenous peoples, especially those living outside major cities, still need to 

travel some distance to access specialised cancer treatment because comprehensive cancer 

treatment is not offered locally.68–71 Thus, many Indigenous cancer patients have reduced 

access to, and underutilise, health services.1, 72, 73 It is anticipated that as science and 

technology advances, strategies such as the use of telehealth (including tele-oncology) 

outreach models of care will become increasingly widespread and considered standard 

practice to overcome physical barriers to access healthcare services. Studies have shown that 

tele-oncology can be an acceptable model of care for Indigenous cancer patients.69, 74–76 

Cancer Treatment 

In Australia, cancer treatment is guided by clinical practice guidelines, which are based on 

the latest peer-reviewed empirical research. These guidelines are developed and 

disseminated by the Cancer Council Australia’s Clinical Guidelines Network (CGN) and 

provide clinicians with recommendations for prevention, diagnosis, treatment and 

management of cancer in patients; ultimately, they aim to improve cancer management in 

Australia. The CGN also provides evidence-based information for cancer survivors and the 

public.77 

Cancer treatment is often prescribed by medical specialists in oncology and may include 

other professional health teams. In general, cancer treatment may involve one or a 

combination of treatments, which may include: surgery to remove or reduce tumours, 

radiotherapy to destroy cancer cells or slow tumour growth, chemotherapy to destroy cancer 
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cells, shrink tumours or prolong life, and hormone therapy to control cancer growth (often 

by surgical removal of hormone producing glands, commonly for prostate, breast and uterine 

cancers).78 Other common cancer treatments include immunotherapy, which involves cancer 

drug treatments for the body’s immune system to attack cancer cells, clinical trials to access 

new cancer drugs and treatment not yet widely available, complementary and alternative 

therapies and palliative care for improving quality of life.78 However, factors such as the 

patient’s condition, general state of health, type and stage of cancer and history of 

comorbidities are considered carefully before prescribing individualised treatment plans. 

Although Australia generally offers high-quality cancer treatment to its population, 

Indigenous Australians are less likely to access and receive cancer treatment.72 

Quality of Cancer Data 

Cancer registration and Australian cancer registries 

In Australia, cancer registration is legally required in all states and territories (except for basal 

and squamous cell skin cancers).20 Information on newly diagnosed cancers is stored in a 

population-based cancer registry in individual states and territories in Australia, and is 

reported annually to the AIHW for the Australian Cancer Database (ACD).20  Historically, there 

have been limitations to the data on Indigenous Australians with cancer for several reasons. 

Datasets have lacked Indigenous identifiers, patients have not been asked about their 

Indigenous status, there have been inconsistencies in recording this information or 

Indigenous people have chosen not to identify.79 Further, more recent improvements in 

cancer diagnosis and accuracy in recordings of health conditions and causes of death may 

not be reflected in the captured data.6 However, improvements have been made and are 

continuing to be made to the integrity of Indigenous cancer data.79 
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All Australian state-based cancer registries collect Indigenous status. However, only five 

jurisdictions (New South Wales, Victoria, Western Australia, the Northern Territory and 

Queensland) have collected data of sufficient quality to report on new cancer incidences, 

accounting for 90% of the Indigenous population.20 Identification of the Indigenous status of 

patients is important for improving Indigenous health  and is often reliant on frontline staff.43 

However, Indigenous status in hospital and community health services in Australia continues 

to be under-reported.80 If services have access to data on Indigenous identification, this can 

facilitate the targeted delivery of services and/or health interventions as needed (if clinicians 

are unaware of a patient’s Indigenous status, they are unable to offer health interventions 

that may be beneficial to Indigenous Australians). It also enables accurate assessment of 

progress in improving Indigenous health outcomes.43 

Limited available PHC data 

Although the importance of accessing health services throughout the cancer journey is 

undisputed, there are limited PHC data on the reasons Australians (Indigenous and non-

Indigenous Australians) utilise PHC services.6, 44 This limited knowledge extends to Indigenous 

cancer patients’ access to cancer-related services in the PHC setting.81 Currently, limited PHC 

data are collected from organisations that provide services to Indigenous Australians through 

the Indigenous Australian’s Health Program (IAHP).82 However, with the exception of cervical 

screening status, data collected do not extend to cancer, cancer-related care and utilisation 

of cancer-related services. The above PHC data are mainly collected by the AIHW through the 

Online Services Report (OSR) and the National Key Performance Indicators (nKPIs).8, 2 In 

recent years (May 2018), the AIHW was funded to establish a National Primary Health Care 

Data Asset (Data Asset).20 Once completed, it is envisaged that this Data Asset will provide 

comprehensive PHC information that will, for example, provide a greater understanding of 
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the patient journey and experiences in accessing care at the PHC level and help identify gaps 

in PHC care, which will ultimately improve patient outcomes.20 

Barriers Indigenous Patients Face When Accessing Cancer Care 

Many Indigenous cancer patients in Australia continue to face multiple barriers in accessing 

cancer care, despite the additional support (e.g., transport and psychological support) 

provided by some PHC services. The main known reasons for cancer disparities for Indigenous 

Australians can be grouped into several categories (see Table 2): health behaviours and later 

cancer presentation;83–85 difficulties accessing cancer treatment; 72, 86–88 geographical location 

of cancer services;89, 90 cancer treatments;42, 51, 85, 90–92 family and community matters; 51, 90, 93 

cultural and spiritual values; 90, 92 socio-economic considerations;90 patient comorbidities;25, 

91, 94 racial discrimination and cultural safety95, 72, 84, 85, 88, 90 and health literacy.7, 68, 96 

Table 2: A summary of factors affecting Indigenous patients and cancer outcomes and 
survival 

Factors         Examples 
Health behaviours and 
later cancer presentation  

 high tolerance of discomfort/pain 
 symptom severity (can wait if pain is manageable) 
 attitudes (e.g., stoic and positive) 
 denial/failure to understand meaning of symptom 
 later presentation to services 
 failure to recognise symptoms 
 lower participation rates in population-screening 

programs 
 not prioritising own health over competing needs (e.g., 

family’s needs) 
 preference for traditional medicine 
 fear of multiple issues (e.g., leaving home, cancer, 

travel or system) 
Difficulties accessing 
cancer-treating service  

 late and advanced cancer diagnosis 
 poor access (e.g., cost, culturally inappropriate) 
 gender issues (e.g., clinicians’ gender, services geared 

to women’s health issues) 
 lengthy wait between detection and diagnosis in public 

system 
 later presentation to service 
 fear of consultation 
 language barriers 
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Geographical location of 
cancer service  

 mostly located in major cities 
 need to travel for treatment 
 lack of support (for travel-related matters) 
 unfamiliar surroundings 
 reduced uptake/underutilisation of treatment 
 high staff turnover in remote areas can affect 

relationship and trust, influencing presentation to clinic  
 overseas doctors in remote areas may not be familiar 

with Aboriginal history and culture, also affecting 
relationships and trust 

Cancer treatment   usually lengthy (radiation or chemo treatment) 
 no guarantee of success 
 treatment side effects 
 complicated regime/process 
 difficult to understand 
 communication difficulties/barriers 
 concerns regarding hospital environment 
 poor coordination of care 
 lack of support (for cancer treatment) 
 lower uptake and lower treatment completion rates  

Family and community 
matters 

 impact of diagnosis, treatment and post-discharge care 
on family 

 if travel for treatment—how will family cope? 
 if family come—family displacement and major 

disruption 
 maintenance of roles within family and community 

Cultural and spiritual 
beliefs 

 may have preference for traditional healing 
 lack of acknowledgement of traditional healing 

practices/traditional medicine 
 fear/shame/embarrassment 
 fear of death/fatalism 
 no formal welcome to country 
 hospital regime disempowering 
 invasion of privacy 
 hospital lacking flexibility to accommodate extended 

family 
Socio-economic 
considerations  

 financial cost related to cancer treatment (e.g., cost for 
transport, travel, accommodation and meals) 

 money used for treatment for self means family misses 
out on essential items such as food 

 over-represented in the lowest quintile of socio-
economic status—disadvantaged population 

 fear of loss of employment 
Patient comorbidities  higher number of comorbidities can result in 

potentially more complicated treatment 
 comorbidities can result in difficulties making a cancer 

diagnosis 
Racial discrimination and 
cultural safety  

 receipt of poor-quality treatment based on 
discrimination and bias 

 inadequate numbers of Aboriginal health professionals 
 lack of culturally safe environments 
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Health literacy  low levels of health literacy can result in poor health 
outcomes, often resulting from poor access and use of 
health care, less effective communication and reduced 
ability to self-manage conditions 

*The sources of information listed in this table are presented in the section below. 

Health behaviours and later cancer presentation in Indigenous Australians with cancer 

Delay in time to diagnosis has been associated with poorer cancer survival for some 

cancers.25, 86, 97, 98 A combination of factors, such as those related to the healthcare system 

(e.g., reduced access to services; private or public health sector, in which accessing care 

through the public system will result in longer wait times), environment (e.g., unfamiliar 

hospital surroundings), socio-economic, historical and political impacts (such as the impact 

of colonisation and racism) and clinician-related (e.g., clinician’s gender; Indigenous people 

may be reluctant to seek care from staff of the opposite sex for women’s and/or men’s 

conditions) and patient-related issues (e.g., fear, shame and associated factors related to a 

cancer diagnosis) contributes to diagnostic delay in cancer patients.98, 99 84, 85 

Other contributors to later cancer presentation in rural areas include symptom severity 

(patients with mild and intermittent symptoms presented later, whereas patients presented 

earlier if they experienced more severe symptoms such as pain) and had attitudes commonly 

associated with rural Australians because of which they may be less likely to seek help 

(positive attitude, stoicism and machoism).84 Other attitudes, such as denial and/or failure to 

understand the meaning of symptoms or a patient’s high tolerance of discomfort/pain, may 

also result in a delayed cancer diagnosis.85, 83 

Difficulties accessing cancer treating services 

In a colorectal cancer study, men reported that health services generally appeared to be 

better tailored toward women’s health issues and the need for treatment was not recognised 

as well for men.87 These types of perceptions can affect Indigenous patients’ access to cancer 
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care. Another study on colorectal cancer reported that individuals who already had access to 

a regular healthcare provider were more likely to seek medical attention earlier than those 

who did not have a regular healthcare provider.100 Later presentations, lengthy time to 

diagnosis 86, 97 and difficulty accessing health services have resulted in Indigenous Australians 

being more likely to receive advanced cancer diagnosis.27, 72, 101 

Impact of geographical location of cancer services 

The distance from the cancer-treating service to the usual residence of Indigenous 

Australians seeking treatment is known to have a significant impact on cancer survival and 

outcomes. People living in remote areas are often considered more disadvantaged because 

of the often limited opportunities to access PHC services, education, employment and 

income.20 They are also more likely to participate in risky health behaviours, such as tobacco 

smoking and alcohol use.20, 24 Between 2010 and 2014, people living in lower socio-economic 

areas (using the Index of Relative Socio-Economic Disadvantage [IRSD] to summarise 

population attributes to indicate socio-economic groups)20 had higher rates of cancers, such 

as cervical (6 cases per 100,000 females to 9.1 per 100,000 females), colorectal (53 per 

100,000 people to 63 per 100,000 people) and head and neck cancers (14 per 100,000 people 

to 22 per 100,000 people) compared with those living in higher socio-economic areas.20 

Cancer survival rates also decreased as socio-economic disadvantage increased.20 Between 

1991 and 2005, most Indigenous people in Australia diagnosed with cancer were from 

regional and remote locations (27.3% major cities, 41.1% regional areas and 31% remote 

areas), compared with non-Indigenous Australians diagnosed with cancer, of which most 

(65.9%) resided in major cities (32.3% from regional areas and 1.5% from remote areas).89 

Indigenous cancer patients living outside major cities need to travel to urban areas to access 

cancer treatment. This can make access to treatment more challenging.90 Compared with 

urban dwellers, people living in rural and remote locations have poorer access to cancer 
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detection, screening, treatment and support services. This is likely to be a primary 

contributory factor to the lower Indigenous cancer survival rates.102–104 

Cancer treatment 

When travelling to hospital to access treatment, many Indigenous patients find themselves 

in unfamiliar surroundings and may have difficulties navigating their way around the hospital 

independently (especially when there are language barriers).90 Particularly for older 

Indigenous people and those not used to leaving their community, the need to travel long 

distances, in addition to their reluctance to leave their community, can deter some 

Indigenous patients  from accessing cancer treatment.90 Further, the lack of coordination and 

issues with referrals between health centres and hospitals, and practical logistics such as the 

need to find accommodation close to the hospital, access grocery shops and feelings of 

isolation, can be very challenging.90 Although some Indigenous people access the Patient 

Assisted Travel Scheme (PATS) available for travel-related expenses, many patients find the 

scheme complicated and confusing.90 It has been reported that Indigenous people tend to 

abandon their treatment when accommodation plans fail.90 Also, separation from family and 

community and dislocation from cultural support systems51 while undergoing hospital 

treatment has been identified as a major factor in the lower uptake and completion rates of 

cancer treatment.90 

Cancer treatment schedules at the treating hospital, such as for chemotherapy and radiation, 

can often be lengthy and spread over weeks and months90 with no guarantee of a successful 

outcome. Many Indigenous patients withdraw in the early stages after their initial 

experience.72, 85, 105 Issues such as fear and failure to understand the array of treatment 

choices90 and possible language and communication barriers with health professionals27, 51, 83 

can be a great challenge for Indigenous cancer patients seeking treatment. 
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Family, community and cultural and spiritual beliefs 

Many Indigenous people have concerns around how the family will cope with the cancer 

diagnosis and treatment.93 There may also be concerns about the inability to maintain the 

necessary  role and meet family demands if they travel from the community to receive cancer 

treatment.90 Inclusion of family members and community members at appointments and use 

of modern technology68 to help patients connect with the families and communities while 

receiving cancer treatment may be beneficial to the patient and the families. 

Cultural and spiritual values may have a significant impact on Indigenous Australians’ access 

to comprehensive cancer treatment.90, 92 Cancer may be associated with death and a 

diagnosis is often feared.92 While seeking  treatment, some Indigenous cancer patients may 

have a preference for traditional healing methods92 or prefer to incorporate Indigenous 

traditional healing methods and treatments into their cancer regime. However, a lack of 

acknowledgement by health professionals of Indigenous traditional healing methods and 

other spiritual beliefs may serve as a barrier to the uptake and completion of cancer 

treatment.92 A study with 30 participants conducted across Western Australia reported that 

Indigenous people, older Indigenous men in particular, found it uncomfortable to travel to a 

different land with no formal welcome to country or invitation.90 The study also reported that 

Indigenous people found the hospital regime disempowering,90 felt their privacy had been 

invaded (e.g., by medical students),90 and felt limited when  the hospital was unable to 

accommodate their extended family who wished to provide patient support.90 The lack of 

culturally appropriate services has been identified as a reason that Indigenous Australians 

are less likely to access health services, which contributes to the health gap.1, 42 
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Socio-economic considerations 

Many Indigenous Australians experience financial and socio-economic disadvantages that 

can have a significant impact on access to cancer treatment.51, 68, 106, 107 The socio-economic 

disadvantage of many Indigenous patients creates a major barrier to private healthcare 

treatment and services, which in contrast to the public health system, usually has reduced 

waiting times, is of better quality and offers more advanced treatment and cancer services.87 

Referral to a private specialist has been shown to result in a shorter delay to cancer 

diagnosis.84 However, many patients find it too costly to venture outside the public health 

system.87 Most Indigenous Australians do not have private health insurance (20% of 

Indigenous Australians had private health insurance compared with 57% of all Australians in 

non-remote areas in 2012–2013). Thus, their access to health care mostly occurs through the 

public health system.108 The cost associated with cancer treatment, medication and other 

health-related costs (e.g., travel costs) has resulted in poorer access to cancer treatment and 

outcomes for Indigenous Australians.51, 90, 106, 107 

Impact of comorbidities on cancer 

Comorbidities may delay diagnosis, cause complications, influence cancer treatment choices 

and impede survival.109 The influence of comorbidities in survival disparities by Indigenous 

status is evident in Australia.110, 111 For example, Indigenous Australians with lung cancer and 

diabetes had 40% worse survival rates than did Indigenous people without diabetes.111 In 

contrast, diabetes in non-Indigenous people did not affect cancer survival.111 Indigenous 

people with any cancer in Queensland were more likely to have a higher number of 

comorbidities compared with non-Indigenous people.72 

The impact of comorbidities on cancer treatment and management has been also 

demonstrated in other studies. Lung cancer patients with comorbidities were less likely to 
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undergo surgery for their cancer than were patients with no comorbidities.112, 113 

Comorbidites were also reported to influence cancer treatment—patients who had higher 

levels of measured comorbidites were less likely to be offered chemotherapy as curative 

treatment.114, 115 Additionally, some comorbidities can lead to complications of cancer 

treatments, such as post-surgical complications for gynaecological cancer patients,112, 116 and 

may also impede cancer survival.117–119 Comorbidites in cancer patients can directly influence 

cancer treatment; therefore, it is important to understand and ensure good management of 

comorbidities to provide quality cancer care.114 Advanced cancer diagnosis and other 

comorbid conditions120 have been implicated as contributory reasons for poorer cancer 

survival for Indigenous Australians, especially for those living in rural and remote areas.72, 73 

Racial discrimination and cultural safety 

Disparities in cancer survival have been reported in minority groups in Australia and in other 

countries,72 where there is evidence that cultural and religious barriers exist between 

patients and health providers.121, 122, 71 Some studies suggest that Indigenous Australians also 

receive poorer quality or less cancer treatment.25, 72, 83 A Western Australian data linkage 

study found that Indigenous people were 36% less likely to receive lung cancer surgery, and 

Indigenous men were less likely to receive a radical prostatectomy.123 Similar findings were 

reported in overseas studies. A Canadian review on access to cancer treatment by 

racial/ethnic minority groups observed that those groups were less likely to receive cancer 

treatment for lung, colorectal and prostate cancers, and were consistently less likely to 

receive appropriate surgery (e.g., lung resection).95 That study also reported that ‘white 

patients’ were more likely to receive more aggressive therapy for lung, prostate and 

colorectal cancers, even when clinical benefit was not definite.95 Inequity in access to cancer 

treatment associated with racial and ethnic discrimination is evident, even though research 

evidence shows that equal access to systems of treatment will result in similar cancer 
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outcomes for similar disease, regardless of race.124–130 Further, and specifically in relation to 

cancer, a study demonstrated that comparable cancer outcomes could be achieved among 

patients that received similar treatment, regardless of their socio-economic status.131 

Health literacy 

Improved health literacy may enable Indigenous patients to take a more active role in their 

health,132 result in greater engagement with health services, achieve earlier cancer detection 

and thereby increase the likelihood of better outcomes and positive patient experiences.68 

People with low health literacy are less likely to have the ability to effectively self-manage133 

and engage in health promotion behaviours 134 and have lower participation rates in health 

screening.135 Further, they experience higher rates of hospital admission136, 137 and are more 

likely to experience poor overall health status.134 

The use of accessible and appropriate language, diagrams and drawings, and limiting the 

amount of information provided at one time may help increase patients’ understanding of 

their health condition.96 Further, the provision of information at appropriate times for the 

patient, and the need to repeat information several times over the patient’s cancer journey, 

may also be required.96 The use of sensitive and cross-cultural communication and culturally 

appropriate resources, and involvement of family and community members may assist 

Indigenous patients in having a greater understanding of their cancer condition.68 

Workforce Barriers in the Provision of Cancer Care 

Health professionals work within their organisational boundaries in the healthcare system 

and may also experience barriers to providing cancer care to Indigenous patients. Wider 

health-system challenges, such as the need for more culturally competent services,69 

workforce-related issues69 and the need for teamwork, improved collaboration, 

communication and integration of cancer services across settings have major effects on 
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Indigenous cancer outcomes.1, 69 These factors also affect health professionals’ ability to 

provide quality care to Indigenous cancer patients. 

Cultural competency 

Cultural competency within our healthcare system is key to delivering appropriate cancer 

care for Indigenous Australians, improving access,1, 50, 68 acceptability and effectiveness of 

care delivered138 and addressing disparities in health outcomes.138 68 Cultural competence 

can be defined as: 

a set of congruent behaviours, attitudes, and policies that come together in a 

system, agency, or amongst professionals and enables that system, agency, or 

those professionals to work effectively in cross-cultural situations. The word 

culture is used because it implies the integrated pattern of human behaviour that 

includes thoughts, communications, actions, customs, beliefs, values, and 

institutions of a racial, ethnic, religious, or social group. The word competence is 

used because it implies having the capacity to function effectively. A culturally 

competent system of care acknowledges and incorporates—at all levels—the 

importance of culture, the assessment of cross-cultural relations, vigilance towards 

the dynamics that result from cultural differences, the expansion of cultural 

knowledge, and the adaptation of services to meet culturally-unique needs.139 

A nationally representative social survey in 2014–2015 showed that 35% of Indigenous 

Australians aged 15 years and older reported being treated unfairly in the previous 12 

months as a result of Indigenous status.1 Around 14% of Indigenous Australians reported 

avoiding situations because of past experiences of unfair treatment.1 Another study, with 

755 Indigenous participants from rural and urban areas in Victoria, found that 30% of 

participants had experienced racism in the previous 12 months.140 The study reported that 

people experiencing racism in the health setting and non-health settings were more likely to 

experience very high psychological distress than those who did not experience racism.140 

Therefore, there is a significant need to reduce racism and biases through education and 
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training, which will help increase accessibility and responsiveness of services to enable earlier 

cancer diagnosis, treatment and supportive services that will ultimately improve Indigenous 

cancer care outcomes.66, 89 

Well-designed cultural competency programs may help build non-Indigenous professionals’  

knowledge of Indigenous culture and may result in a more skilled and culturally competent 

workforce.141 A more culturally skilled and competent workforce is more likely to be 

responsive to Indigenous patients’ needs and more effective in improving Indigenous health 

outcomes.1 

Workforce recruitment and retention issues 

The recruitment and retention of appropriately trained staff is essential to the provision of 

appropriate and sustainable health services.1 PHC centres outside major cities often face 

multiple challenges in providing quality health care to the local community. Identified 

challenges and barriers to the provision of health care in rural areas include funding and 

multiple demands on scarce resources,142, 143 staff retention;1, 144–146 limited numbers of 

specialist staff;147 availability of professional support146, 148, 149 and availability and accessibility 

of training opportunities for existing staff.149, 150 

The low availability and accessibility of staff training opportunities outside major cities was 

also an identified workforce challenge in the provision of cancer care to Indigenous 

Australians.69, 151, 152 Other examples of challenges specifically related to the provision of 

cancer care to Indigenous Australians include health professional education153 (including GP 

knowledge of cancer care),154, 155 ineffective communication levels96 and difficulties 

establishing and maintaining ongoing collaborative links with the Indigenous community.143 
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Collaboration, communication and integration of cancer services across settings 

Gaps in cancer service delivery are evident across the cancer journey and can lead to poor 

Indigenous cancer outcomes. Some patients may require hospitalisation for cancer 

treatment. Inaccurate or delayed communication between hospital-based oncologists and 

primary care doctors can have negative impacts on a patient’s follow-up care.156 Gaps in 

hospital discharge planning are evident in Australia as a result of no or inadequate follow-up 

care. One study reported that 20% of patients with complex care needs were discharged from 

hospital with no written medication instructions for post-discharge care.157 Gaps in hospital 

discharge planning were also evident for Indigenous cancer patients. A related study found 

that 40% of Indigenous patients attended their treating PHC service for cancer follow-up care 

before a hospital discharge summary was made available to the PHC service.158 

Further, there are considerable variations in the provision and quality of care provided to 

Indigenous patients in the PHC setting159 and in the delivery of cancer and cancer-related 

care.95, 160, 161 These variations in the provision and delivery of care may stem from 

inconsistencies in the how health care is provided, which can contribute to variations in 

cancer outcomes and results.95, 160, 161 Additionally, communication delays and inaccuracies 

or inconsistencies in communication between health professionals may compromise patient 

safety, continuity of care, patient/clinician satisfaction and the efficient use of resources.162–

166 

Improving the continuity and coordination of care across the cancer continuum has been 

identified as a significant step towards improving outcomes for Indigenous people with 

cancer.73, 90, 120 Effective coordination between health providers is a priority as patients move 

back and forth between services167, 168 and across the primary, secondary and tertiary sectors 

for cancer management and treatment. Central to effective care coordination is good 
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communication; therefore, effective communication between all health sectors is vital in 

planning and delivering appropriate cancer care.86 

Continuity of care, in which patient information from previous consultations is accessible and 

used for current health decisions, is associated with improved patient outcomes, reduced 

health service use and improved patient satisfaction.42, 169–174 In one study, colorectal cancer 

patients perceived continuity of care and good information transfer between health 

professionals as ‘good quality patient experience’ in relation to referrals for cancer diagnosis 

and beyond.87 Shared decision-making, choice of treatment options and effective 

information exchange between health professionals and patients were also identified as 

contributors to improved patient outcomes.87 Conversely, poor coordination between the 

primary and secondary sectors compromises the referral process,175 which affects quality of 

care. 

Enablers of Quality Cancer Care 

Identified strategies leading to positive cancer outcomes 

Indigenous patients diagnosed with chronic disease have identified positive influences for 

good health. These include drawing strength from being part of the Indigenous community; 

good connections and support from family networks; adequate psychosocial supports; 

assistance in navigating the healthcare system; encouragement to be actively involved in 

their health and regular and ongoing access to PHC services.51, 68, 90 

The provision of psychosocial support throughout the cancer journey has also been 

repeatedly identified as instrumental in the provision of quality care for Indigenous cancer 

patients.68, 90 This is critical because navigating  the health system can be difficult and 

challenging at the best of times,176 especially for Indigenous people who may not understand 

and utilise the Western health care system177 and may need to travel to unfamiliar 
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environments to access treatment.51 Patient navigators can help facilitate patients’ access to 

health services, provide cultural support to patients and help reduce cancer disparities in the 

Indigenous population.177–179 

Other successful strategies that improve cancer treatment and care for Indigenous patients 

include: 

• a multidisciplinary cancer team (MDT; which may include general surgeons, a 

medical oncologist, radiation oncologist, social worker, general physician, cancer 

coordinator, oncology nurse, palliative care coordinator, dietician, cancer council 

representative, breast cancer nurse, referring GPs and the MDT coordinator) 

• improved access and exploration of other models of care (such as telehealth options) 

to provide access to medical specialists 

• formal links with tertiary cancer centres 

• increased availability of cancer education for local health providers 

• increased levels of PHC involvement in cancer treatment and care.180 

Patients’ participation in decision-making about their own health and treatment has been 

associated with enhanced treatment compliance and improved outcomes.181 This also 

enables patients to have a sense of control over their health and promotes patient 

accountability. Many factors are associated with the capacity of patients to actively 

participate in their health care. These include the patient–physician relationship, allocation 

of time to enable patient participation, sharing of knowledge with patients (including 

adequate patient access to appropriate educational material), cognitive abilities and 

personal beliefs, values and experiences.181 

There is a strong need to broaden the focus of health care and move beyond the traditional 

biomedical model to ensure Indigenous patients’ health needs are met utilising holistic 
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approaches to care.90 It is important to establish and maintain links—for example, between 

cancer-treating hospitals and Indigenous health organisations in the community—and 

provide support to local communities, such as additional resources to promote positive 

outcomes for Indigenous patients diagnosed with cancer.90 

Government-led initiatives to improve Indigenous outcomes 

With the intention to address Indigenous cancer disparities and improve Indigenous 

outcomes, several initiatives were developed by the Australian government. The National 

Aboriginal and Torres Strait Islander Cancer Framework was developed69 in collaboration 

with Indigenous communities, expert health professionals and service providers to improve 

knowledge and attitudes on cancer, minimise cancer risk, increase access to and participation 

in screening and prevention programs, promote early diagnosis, provide culturally 

appropriate cancer treatment and strengthen the capacity of services to deliver quality,  

integrated and holistic care responsive to Indigenous patient needs.69 

The significance of culturally safe care to improving Indigenous health outcomes and the 

importance of a national approach has also been acknowledged. The Cultural Respect 

Framework 2016–2026 for Aboriginal and Torres Strait Islander Health was developed for the 

Australian Health Ministers’ Advisory Council (AHMAC) by the National Aboriginal and Torres 

Strait Islander Health Standing Committee (NATSIHSC).141 The framework provides guidance 

on embedding cultural respect principles throughout the healthcare system, from policy 

development to the service design and delivery.141 According to the framework, culturally 

respectful service delivery could be applied through several identified domains: whole-of-

organisation approach and commitment, communication, workforce development and 

training, consumer engagement and participation, stakeholder partnerships and 

collaboration and data, planning, research and evaluation.141 



34 

More recently The Optimal Care Pathway for Aboriginal and Torres Strait Islander People with 

Cancer was developed by Cancer Australia and the Australian government in partnership with 

Indigenous leaders to assist care providers to deliver culturally responsive care to meet the 

needs of Indigenous Australians across the cancer trajectory.68 The Optimal Care pathway 

document is intended to complement tumour-specific optimal care pathway guides with a 

focus on providing culturally competent cancer care that is responsive to the needs of 

Indigenous Australians.68 The guide was developed in recognition of the often complex 

pathways and barriers Indigenous people experience accessing health care and cancer 

treatment.68 

The Indigenous health workforce plays an important role in increasing Indigenous patients’  

access to health services by increasing health services’ abilities to provide culturally 

appropriate care.182, 183 In recognition of the significant under-representation of Indigenous 

staff in the health workforce, there have been several government-led initiatives to improve 

and support the participation of Indigenous people in tertiary education.1 This has also 

resulted in the significant improvement in university completion rates of Indigenous students 

between 2003 and 2014 (from 7.8 per 10,000 to 21.6 per 10,000), with the most common 

courses being public health and nursing courses.1 

Research Aims and Objectives 

The overarching aim of this PhD dissertation is to identify facilitators and barriers to the 

provision of quality cancer care for Indigenous patients in Queensland across PHC settings 

and a treating hospital setting, and to identify strategies to improve care for Indigenous 

cancer patients. Currently, there is limited information on the provision of cancer care and 

pathways for Indigenous people in Queensland in the PHC setting and at the interface with 

the treating hospital. 
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From the perspectives of health professionals in the PHC setting and in a cancer-treating 

hospital, this PhD thesis more specifically aims to: 

1. examine systems and processes currently in place to identify Indigenous patients 

with a cancer diagnosis accessing cancer-related care in the PHC setting (paper 1) 

2. identify factors and practices that promote and support the delivery of cancer care 

for Indigenous Australians diagnosed with cancer with a focus on the PHC setting 

(paper 2) 

3. explore current levels of communication, continuity and coordination of care 

practices between PHC and treating hospital services in relation to the provision and 

follow-up of cancer care to Indigenous Australians and recommend strategies for 

improvement (paper 3) 

4. investigate Indigenous patients’ cancer journey pathways in Queensland and 

highlight time-points at which patients may be most vulnerable to gaps in care (paper 

4). 

In addressing study aim one, Chapter Two investigates the ability of PHC services in 

Queensland to identify Indigenous patients with a cancer diagnosis and determine the 

systems and practices in place in health services to do so. The methods used in this 

investigation involved interviews with PHC health management staff and medical chart 

reviews at participating PHC sites. Little research in Australia has addressed how well and 

whether PHC systems record patient cancer diagnosis and Indigenous status. 

Research aims two, three and four are addressed by investigating health professionals’  

perspectives of the provision of cancer-related care and follow-up care to Indigenous 

patients across the PHC setting, PHC interface and in the hospital setting in Queensland 
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(reported in chapters 3, 4 and 5). The methods used for this investigation involved interviews 

with health professionals at the participating PHC and hospital sites. There is limited 

information on the follow-up of Indigenous cancer patients upon discharge from hospital and 

their use of cancer-related health services in the management of their care. More specifically,  

research aim two is addressed in Chapter Three, which identifies practices and factors that 

promote the delivery of quality cancer care to Indigenous Australians (through the included 

published paper). The major finding discussed is the importance of the role of Indigenous 

health professionals in meeting Indigenous patients’ needs and improving their access to 

health services for cancer care. Chapter Four, which addresses research objectives two and 

three, considers issues related to communication, continuity of care and care coordination 

between health services in relation to the provision of cancer care for Indigenous patients in 

Queensland (through the included published paper). The chapter addresses gaps in 

knowledge by examining the effectiveness and adequacy of communication between PHC 

services and the cancer-treating hospital, investigates gaps in the continuity and coordination 

of care between the services, identifies strategies for improvement and provides practical 

recommendations. 

There is increasing information available on the provision of cancer care in the hospital 

setting. However, there is still limited information on the Indigenous cancer pathway journey 

across settings. Chapter Five, which addresses study objective four, investigates and presents 

the cancer care pathway across the PHC and hospital settings from initial presentation to the 

PHC service, through to follow-up care, post-hospital treatment and discharge, with a focus 

on the PHC setting (through the included paper which is currently  under journal review). This 

chapter also highlights time-points along the pathway at which some Indigenous patients 

may be most vulnerable to a lack of continuity in cancer care along the cancer journey (based 

on the perceptions of health professionals). 
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It is anticipated that these PhD findings will contribute to addressing gaps in knowledge, 

assist in health policy processes and decision-making and improve clinical practices to 

enhance the provision of cancer care for Indigenous Australians and, ultimately, to improve 

Indigenous cancer outcomes. Indigenous patients’ perspectives on the provision of cancer 

care have been explored as part of the wider related NHMRC study and are not part of this 

dissertation. 

Overview of Study Design and Methods 

This PhD study was conducted during 2014–2020 and utilised a mixed-methods approach. 

Figure 4 provides an overview of the PhD sub-studies and their methodology and relationship 

to the objectives of the thesis. This study utilises a mixed method methodology to adequately 

respond to the research question. For the qualitative component, a general qualitative 

inquiry approach was utilised as the overall design framework, in which methods applied to 

the data analysis (of semi-structured interview data) included aspects of inductive grounded 

theory without the intention of generating new theory 184 and ethnography principles (such 

as field notes and data triangulation).185 Utilising selected grounded theory approaches, 

Interview data were coded systematically (line-by-line), data categories were created, and 

themes were generated based on key categories from the interview data. Grounded theory 

methods were utilised to obtain insights into the accumulated data. Aspects related to 

ethnography principles in this study included the use of field notes and participant 

observation to inform interpretation of study data. Field notes are necessary in qualitative 

research, so a personal journal was kept during the study, in addition to data collection 

methods described above, to record additional information, observations and descriptions 

of the interview setting, the people and anything of interest.186 The purpose of field notes is 

to generate further understanding of the interview context and setting and to enable the 

researcher to return to these observations during analysis.186 Reflective journal writing was 
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also utilised as a strategy to acknowledge, and be aware of my own personal values and 

interpretations of the world  .187 The World Health Organisation Integrated People-Centred 

Health Services Framework 188 was utilised as a framework to analyse the interview data in 

Chapter Four to assist with assessing study aspects relating to the integration and 

coordination of cancer care services. In addition in Chapter Five, the study retrospectively 

applied the Cancer Australia Optimal Care Pathway for Aboriginal and Torres Strait Islander 

People with Cancer Framework 68 as a lens to identify critical points in the Indigenous cancer 

care pathway, based on study participant perceptions captured in the interview data. For the 

quantitative component, data were collected over the telephone by a member of the 

research team using a standardised script and form. The next stage involved medical chart 

reviews at participating PHC sites. For this study, medical chart reviews were conducted as 

part of the investigation to determine the ability of PHC services to use their PCISs to identify 

Indigenous patients with a cancer diagnosis accessing the service (as reported in Chapter 

Two). Additional data were collected from medical chart reviews; however, this was for the 

wider NHMRC study and was not part of this dissertation. Further details on the research 

methods utilised in this thesis are provided in the results chapters in the associated papers. 

 

Figure 4: Overview of the PhD and sub-studies 
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Summary Dissertation Outline 

Chapter One has provided the background and overview of the current literature on the topic 

and an overview of the PhD study and methods utilised. The following four chapters present 

the results of the study. More specifically, Chapter Two discusses PHC services’ ability to 

identify Indigenous patients with a cancer diagnosis attending their service (addresses 

research objective one and is presented as a published paper); Chapter Three discusses the 

importance and contributions of Indigenous health professionals to cancer care provision in 

Queensland (addresses research objective two and is presented as a published paper); 

Chapter Four discusses the importance of communication, collaboration and coordination of 

care in the provision of cancer care for Indigenous Australians (addresses research objectives 

two and three and is presented as a published paper) and Chapter Five provides an overview 

of the Indigenous patients’ cancer-care pathways in Queensland (addresses research 

objective four and is presented as a paper that has been submitted to a journal). The final 

chapter discusses and interprets the overall findings of this study, outlining the strengths, 

limitations and conclusion. It also discusses the implications of the research findings for policy 

and practice and offers practical suggestions for implementing the study findings. 
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Preface 

This chapter addresses research objective one of my PhD dissertation and examines systems 

and processes currently in place to identify Indigenous patients with a cancer diagnosis 

accessing cancer-related care at the PHC setting. 

This is an important first step in the context of identifying facilitators and barriers to the 

provision of quality cancer care for Indigenous patients in Queensland, especially given that 

PHC services play a significant role in the health and wellbeing of Indigenous peoples. It is 

critical that services and organisations be able to easily identify Indigenous patients with a 

cancer diagnosis accessing care at their services for many reasons. These reasons include to: 

• ensure state and national datasets accurately reflect Indigenous people’s cancer 

status 

• determine areas for improvements 

• identify the types of cancer conditions affecting Indigenous people 

• assess the extent of cancer in a community or area 

• provide quality cancer care to Indigenous patients based on their identified needs 

• monitor patient progress and determine the effectiveness of treatment and care 

provided 

• improve health service quality. 

National health priorities are also often determined by information gleaned from analysing 

available datasets. I investigated the ability of PHC services to identify Indigenous patients 

with a cancer diagnosis by asking participants: (i) to identify the number of patients 
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diagnosed with cancer attending the service in the previous year; (ii) to identify the 

Indigenous status of these patients and if this information was available; and (iii) to advise 

how this information was obtained. On the basis of this information, I was able to determine 

eligible PHC services to be invited to participate in the qualitative component of the study, 

which investigated the facilitators and barriers to the provision of quality cancer care. The 

full publication in which I am the principal author is provided below. 

Publication 1: The manuscript, ‘Identification of Australian Aboriginal and Torres Strait 

Islander Cancer Patients in the Primary Health Care Setting’ was submitted to the Family 

Medicine and Primary Care section of Frontiers in Public Health and was published on 

7 August 2017. 

Statement of Authorship 

Contributions made by each author are listed below. All authors have provided written 

approvals regarding their contributions to the drafts and final manuscript and have 

consented to its inclusion in this thesis. 

Author Contributions 

Patricia Valery, Ross Bailie, Gail Garvey, Jennifer Martin, Euan Walpole, Jon Adams and Daniel 

Williamson designed the study. Audra de Witt, Brian Arley, Christina Bernardes and Judith 

Meiklejohn contributed to data acquisition. Audra de Witt, Frances Cunningham, Christina 

Bernardes, Veronica Matthews, Judith Meiklejohn and Brian Arley assisted with 

interpretation of data. Audra de Witt drafted the manuscript and all authors revised it 

critically, contributed to its editing and approved its final version. 

Published Article 
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Preface 

This chapter addresses research objective two of my PhD dissertation, which is to identify 

factors and practices that promote and support the delivery of cancer care for Indigenous 

Australians diagnosed with cancer, with a focus on the PHC setting. The chapter is presented 

in the format of a fully published journal article, of which I am the principal author. 

Chapter Two addressed the issue of the capacity of Indigenous PHC services to identify 

patients with a cancer diagnosis attending their service. This foundational work utilising a 

general qualitative inquiry approach as the design framework (as outlined in Chapter One, 

page 37) allowed me to identify services to be invited to participate in the qualitative study 

of barriers and facilitators to the delivery of quality cancer care to Indigenous patients. Data 

were collected using semi-structured interviews of health professionals in six ACCHS study 

sites and one cancer-treating hospital. In analysing the overall qualitative interview data, a 

strong and overarching theme emerged, highlighting the importance of Indigenous health 

professionals in the provision of culturally safe and responsive follow-up cancer care for 

Indigenous Australians. Indigenous health professionals were found to be a major facilitator 

to the provision of quality cancer care to Indigenous cancer patients. In this chapter, I 

investigated the ways Indigenous professionals contributed to the provision of quality cancer 

care in Queensland. Although it is widely recognised that Indigenous health staff play a 

significant role in improving Indigenous health outcomes, there are still gaps in the literature 

on exactly how and in what way this occurs in relation to the provision of cancer care. 

Further, there is limited information on whether healthcare services in the PHC setting 

adequately meet the needs of Indigenous patients with a cancer diagnosis. The research 

presented in this chapter addresses this knowledge gap by exploring PHC and hospital health 

professionals’ perspectives on the provision of cancer care to Indigenous Australians in 

relation to accessing health services and meeting the needs of Indigenous patients. 
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Publication 2: The manuscript, ‘It’s Just Presence,’ the Contributions of Aboriginal and Torres 

Strait Islander Health Professionals in Cancer Care in Queensland’, was submitted to the 

Public Health Policy section of Frontiers in Public Health was published on 18 December 2018. 

Statement of Authorship 

Contributions made by each author are listed below. All authors have provided written 

approvals regarding their contributions to the drafts and final manuscript and have 

consented to its inclusion in this thesis. 

Author Contributions 

Patricia Valery, Ross Bailie and Jon Adams contributed to the design of the larger NHMRC 

study. Audra de Witt, Patricia Valery, Ross Bailie and Frances Cunningham contributed to the 

design and methods of this study. Audra de Witt collected the data and conducted the data 

analysis. Audra de Witt interpreted the data with the support of Frances Cunningham and 

Ross Bailie. Audra de Witt drafted the manuscript and all authors revised it critically,  

contributed to its editing and approved its final version. 

Published Article 
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Preface 

This paper addresses research objectives two and three of my PhD dissertation: to identify 

factors and practices that promote and support the delivery of cancer care for Indigenous 

Australians diagnosed with cancer with a focus on the PHC setting (objective two), to explore 

current levels of communication, continuity and coordination of care practices between PHC 

and treating hospital services in relation to the provision and follow-up of cancer care to 

Indigenous Australians and recommend strategies for improvement (objective three). The 

results presented in this chapter are in the form of a published paper of which I am the 

principal author. 

This chapter builds upon the findings from the previous chapters. In the conduct of 

interviews, participants emphasised the importance of health services working together and 

the need for better communication. It is widely recognised that effective communication and 

appropriate continuity and coordination of care between health service providers are 

essential for the provision of quality cancer care and positive patient outcomes. However, 

there is currently limited knowledge of the effectiveness and adequacy of these domains in 

relation to the provision of cancer care for Indigenous patients. The results presented in this 

chapter help address these gaps in knowledge. The chapter examines the levels of 

communication, continuity and coordination of care between PHC services and treating 

hospitals, identifies critical factors and discusses the significance of study findings in relation 

to quality cancer care for Indigenous patients. The World Health Organisation Integrated 

People-Centred Health Services Framework was utilised as a framework to analyse the 

interview data in this chapter.  

Publication 3: The manuscript ‘Communication, collaboration and care coordination: The 

three-point guide to cancer care provision for Aboriginal and Torres Strait Islander 
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Australians’ was submitted to International Journal of Integrated Care and was published on 

8 June 2020. 
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Chapter Five: Results—Aboriginal and 

Torres Strait Islander Patients’ Cancer 

Care Pathways in Queensland: Insights 

from Health Professionals 
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Preface 

This paper addresses research objective four of my PhD dissertation, which aims to 

investigate Indigenous patients’ cancer journey pathways in Queensland and highlight time-

points at which patients may be most vulnerable to experiencing a lack of continuity in  

cancer care. This final results chapter is presented in a journal publication format. The paper 

has been submitted to the European Journal for Cancer Care for consideration. 

This chapter builds upon the previous results presented and provides an overall description 

of the Indigenous cancer patient’s journey from the perspective of health professionals.  

These results also highlight time points at which Indigenous patients may be most vulnerable 

to experiencing a lack of continuity in their cancer care along the cancer pathway. This 

research work is important because there is currently limited information available on 

Indigenous cancer journey experiences in Queensland.  There is a significant need to develop 

baseline knowledge in this area as a starting point to identify and evaluate current strategies 

and practices in the provision of cancer care for Indigenous Australians and for quality 

improvement purposes. The results in this chapter provide new information and insights into 

the provision of cancer care to Indigenous Australians and highlight points-in-care at which 

patients may be most vulnerable to experiencing a lack of continuity in their cancer care, 

thereby providing areas of focus for strategic interventions. The Optimal Care Pathway for 

Aboriginal and Torres Strait Islander People with Cancer Framework was utilised as a 

framework to analyse the interview data in this chapter.  

Paper 4: The manuscript ‘Aboriginal and Torres Strait Islander Australians’ Cancer Pathways 

in Queensland: Insights from Health Professionals’ was submitted to the European Journal of 

Cancer Care for consideration on 30th June 2020. 
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Abstract 

Objective: To identify points for improvements within the health system where Indigenous 

cancer patients may be most vulnerable to experiencing a lack of continuity in their cancer 

care by applying the optimal care pathway (OCP) for Aboriginal and Torres Strait Islander 

people with cancer framework as a tool. 

Methods: Semi-structured interviews were conducted with health professionals at the 

primary health care (PHC) and hospital setting. Data was categorised into six steps using the 

OCP framework. 

Results: Participants were recruited from an urban hospital (n=9) and from six Aboriginal 

Community Controlled Health services (n=17) across geographical locations in Queensland. 

The provision of culturally competent care, effective communication, coordination and 

collaboration between services along the cancer pathway were highlighted as important to 

enhancing care continuity along the cancer care pathway for Indigenous Australians.  

Conclusion: Indigenous cancer care pathways can be complex and difficult to navigate. In 

addition to the above identified approaches, the provision of person-centred care, and with 

adequate education provided to patients and health professionals, can help minimise the 

likelihood of patients experiencing a lack of continuity in their cancer care. The 

implementation of recommendations outlined in the OCP framework may also improve 

cancer care continuity for patients.  
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Introduction 

Aboriginal and Torres Strait Islander peoples in Australia (hereafter respectfully referred to 

as Indigenous Australians) in general experience poorer cancer outcomes compared to other 

Australians (Australian Health Ministers' Advisory Council, 2017). These poorer cancer 

outcomes are due to complex, interconnected factors including social determinants of 

health, reduced access to health services, previous negative experiences from engaging with 

the health system and geographical barriers (Australian Bureau of Statistics, 2018; Australian 

Government Cancer Australia, 2018). Indigenous Australians health and wellbeing are 

intrinsically connected to country and culture (Ganesharajah, 2009) and extend beyond the 

individual to include the social, emotional and cultural wellbeing of the whole community 

(National Aboriginal and Torres Strait Islander Health Council, 2003).  

Indigenous Australians may experience varied and more complex care pathways when 

accessing cancer care compared to non-Indigenous people. They often experience high 

incidences of co-morbidities (Randall, Lujic, Havard, Eades, & Jorm, 2018) which may 

influence their cancer care, treatment and survival (Hall, 2006). Indigenous Australians often 

need to travel long distances to access treatment as most cancer treatment is provided in 

major cities (Kelly, Dwyer, Mackean, O'Donnell, & Willis, 2017). For example, in Queensland, 

over half of the Indigenous population live in regional areas (51%) and 16% live in very remote 

and remote areas (Australian Bureau of Statistics, 2016). Language barriers especially when 

English may not be the first language spoken can add to this complexity (Kelly et al., 2017). 

One chronic disease pathways study tracked that an Indigenous person travelling from 

outside cities may interact with 50 or more health professionals in their travels to access 

health care in locations where access to interpreters may be limited (Kelly et al., 2017). 

Practical and socio-economic considerations (Shahid, Finn, Bessarab, & Thompson, 2011) 

such as transport, financial circumstances and availability of support, are other recognised 
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challenges by Indigenous Australians when accessing cancer care (Shahid et al., 2011). At the 

hospital, factors such as cultural safety and racial discrimination (Condon, Cunningham, 

Barnes, Armstrong, & Selva-Nayagam, 2006; Moore et al., 2014; Valery, Coory, Stirling, & 

Green, 2006), exacerbated by being separated from family and community can impact access 

to care  (Aspin, Brown, Jowsey, Yen, & Leeder, 2012) and comprehensive cancer treatment 

(Shahid et al., 2011; Shahid, Finn, Bessarab, & Thompson, 2009). Difficulties understanding 

treatment choices and the often lengthy and complicated cancer treatment schedules 

(Shahid et al., 2011), also give rise to complex cancer journeys for Indigenous Australians.  

Primary Health Care (PHC) services have an important role in the delivery of healthcare 

(Australian Institute of Health and Welfare, 2018a) and  increasingly play a significant role in 

the management of cancer care (Emery et al., 2014; Rubin et al., 2015). In Australia,  

Indigenous patients have the option of presenting to either mainstream PHC services or to 

Aboriginal Community Controlled Health Services (ACCHS) which provide culturally 

competent care specifically designed for Indigenous Australians. The National Aboriginal and 

Torres Strait Islander Health Plan 2013-2023 emphasises the importance of culturally 

competent and coordinated health care to improve Indigenous health outcomes 

(Commonwealth of Australia & Department of Health and Aging, 2013). Indigenous 

Australians with cancer often base their treatment decisions around their cumulative 

experiences with the health care system, therefore ensuring access to culturally competent 

cancer services is critical to improving cancer outcomes (Shahid et al., 2011). In recognition 

of the Indigenous holistic view of health and to improve cancer outcomes, the Optimal care 

pathway for Aboriginal and Torres Strait Islander people with cancer (OCP) was developed by 

Cancer Australia in consultation with stakeholders (Australian Government Cancer Australia,  

2018). The OCP document provides guidance on culturally competent and responsive care 

for each step of the cancer care pathway (Australian Government Cancer Australia, 2018). 

See Table 1. Previous  studies in Australia have mapped Indigenous patients’ chronic disease 
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pathways and have highlighted the complexities and significance of culturally competent 

care throughout their journey (Kelly et al., 2017). However, there is limited information on 

Indigenous people’s cancer care pathways across care settings in Queensland. The aim of this 

study is to draw on health professionals’ observations of points for improvements within the 

health system in Indigenous cancer care, and to apply the OCP as a tool to identify time-

points when patients may be at highest risk of experiencing a lack of continuity in their cancer 

care in Queensland. 

Methods  

Details of study methods can be found in a previous publication (de Witt et al., 2018). A 

purposive sampling strategy was used to recruit participants from Queensland ACCHSs in 

urban, regional and remote geographical locations, and from an urban cancer treating 

hospital (Patton M, 2002). Indigenous and non-Indigenous health professionals experienced 

in providing care for Indigenous cancer patients were interviewed using a semi-structured 

interview format. Interviews took place from May 2015 to August 2016. All interviews except 

for one telephone interview were conducted face-to-face and were audio-recorded with 

participants’ consent. Data collection ceased when data saturation was achieved [16] and all 

participants were invited to review their interview transcript. Interview recordings were de-

identified and professionally transcribed. NVivo software (version 10) was used to manage 

the data and to assist with the analysis. For this study, data were categorised into steps 

utilising the ‘Optimal Care Pathway (OCP) for Aboriginal and Torres Strait Islander people 

with cancer’ framework as a guide (Australian Government Cancer Australia, 2018).  For the 

analysis, OCP step five (care after initial treatment and recovery) and step six (managing 

recurrent, residual and metastatic disease) were combined as step five and named ‘post 

initial treatment follow-up, recovery and management of recurrences, residual and 

metastatic diseases.’ It was at times unclear as to whether data should be categorised under 
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treatment planning, treatment or follow-up post-treatment. In these cases, transcripts were 

revisited again for statement context, discussed with another member of the research team 

(FCC) and researcher intuition was used to categorise the data into the most appropriate 

categories. The consolidated criteria for reporting qualitative research (COREQ), a checklist 

to report on important aspects of a qualitative study, was used to guide the reporting of our 

findings (Tong, Sainsbury, & Graig, 2007). The interviewer (AdW) was unknown to all 

participants prior to the interviews. 

Ethics statement 

This research was approved by the Human Research Ethics Committees of the Darling Downs 

Hospital and Health Service (HREC/14/QTDD/32), Northern Territory Department of Health 

and Menzies School of Health Research (HREC/2014-2222), QIMR Berghofer Medical 

Research Institute (HREC/P2127) and relevant Aboriginal community boards of participating 

services.  

Results 

A total of 26 health professionals participated in this study. Interviews were on a voluntary 

basis. Not all health professionals at participating sites chose to participate in the interviews. 

Nine health professionals were recruited from a tertiary cancer-treating hospital, and 

seventeen were recruited from six ACCHSs across Queensland. Participating ACCHSs were 

from urban (n=1), regional (n=4) and remote (n=1) geographical locations. See Table 2. All 

participating PHC services were ACCHSs which aim to provide culturally competent care to 

patients throughout their cancer journey. The ACCHSs’ service model facilitated access to 

cancer services through: telephone calls to remind patients of upcoming  appointments; 

accompanying patients to appointments; ensuring patients had an understanding of their 

condition; advocating for patients; following-up with hospitals/services about the patient’s 
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care and providing transport to attend appointments. All PHC participants highlighted the 

importance of culturally appropriate care. Most study participants highlighted the 

importance of communication between treating services throughout the pathway. 

Participants from both PHC and hospital services emphasised the need for coordination, 

collaboration, and timely information exchange between services. Figure 1 depicts 

Indigenous patients overall cancer journeys as described by health professionals included in 

the study. Table 3 provides samples of participants’ quotes listed according to pathway steps. 

Step 1: Prevention and early detection and step 2: Presentation, initial investigations and 

referrals 

Participants reported that all patients were screened upon presentation to the PHC service 

to identify reasons for their visit and to identify additional issues. The health screening 

typically included:  enquiring about the patient’s general health and wellbeing, providing 

opportunities for patients to discuss any concerns, and the conduct of baseline monitoring 

such as blood pressure and heart rate measures.  This information was passed on to the 

general practitioner (GP) and concerns and issues identified were addressed during the 

patient-GP consultation. PHC participants spoke of the importance of accessible health 

promotion, education and screening programs. However, several participants advised that 

health services had limited capacity to provide these community-based programs. Patients 

may present to services in various ways, such as for unresolved symptoms and/or persistent 

pain. Several participants informed that patients sometimes delayed presenting to services, 

for example due to busy lifestyles and waiting to see particular Indigenous staff. Health-

system related complexities such as services operating in silos and mix-ups in referrals also 

impacted on presentation to service. For patients new to the PHC service, copies of patients’  

medical records from previous services are obtained. However, participants advised that, in 

the interim, PHC services often relied on patients to provide their medical history. A GP 
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referral to a cancer treating hospital for specialist input typically included the patient’s 

medical history and test results. Several PHC participants spoke of patients experiencing a 

lack of continuity in their cancer care, such as when travelling to access investigative services. 

To prevent potential miscommunications and delays in care, one participant indicated that 

their service revised their policy to telephone call the treating hospital to confirm hospital 

receipt of patient referrals. PHC participants also highlighted the importance of following-up 

with the treating hospital for hospital appointment details to provide logistical support and 

to encourage patients’ hospital attendance.  

Step 3: Diagnosis, staging and treatment planning and step 4: Treatment 

Hospital specialists reported that when patients travelled distances to attend hospital,  

hospital staff attempted to complete as many investigations as possible during that visit.  

However, several PHC participants explained that if patient hospitalisation was required for 

planning and treatment, PHC services often lost contact with the patient and were unaware 

of the patient’s condition and progress. PHC participants stated that following hospital 

specialist consultation, patients commonly returned to the PHC service to seek an 

understanding of their diagnosis or treatment plan, however the PHC services often had not 

yet received that information from the hospital. Several hospital specialists informed that 

letters were regularly sent to the patient’s treating GP informing them of the patients’  

treatment plan, but they acknowledged there were often delays in letters being received by 

PHC services. As a result, PHC services regularly followed up with the hospital to obtain 

details of care provided at hospital, although this was time consuming. PHC services regularly 

provided transport and support for patients to attend their hospital treatment, however 

several participants informed that some Indigenous patients were still reluctant to access 

cancer treatment.  
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PHC and hospital services advised there were care coordinators in both PHC and hospital 

settings who could aid Indigenous patients. Hospital cancer care coordinators were able to 

coordinate a patient’s multiple cancer treatments (e.g., radiotherapy and chemotherapy),  

help patients navigate the hospital system, follow-up patients who do not attend their 

hospital treatment and liaise with PHC professionals as required. However, not all Indigenous 

patients choose to follow the western medical pathway for cancer treatment. Participants 

from the hospital and PHC sites informed that Indigenous patients living further away from 

cancer treating hospitals were less likely to access hospital-based cancer treatment. Some 

hospital participants acknowledged the usefulness of tele-oncology services for increased 

access to cancer care for rural and remote patients. Several PHC participants informed that 

patient care at this stage was typically provided by the hospital, and that patients only 

accessed the PHC service in between hospital treatment if experiencing concerns such as 

treatment side-effects and for further clarification of their condition as described above.  

Step 5: Post initial treatment follow-up and management of recurrences, residual and 

metastatic diseases 

The transition from active to post-treatment care often involves a shift in care provider from 

hospital to primary-based care. PHC follow-up may include treatment side effects, 

management of surgical wounds, psychological support, helping patients transition back into 

the community, monitoring and cancer surveillance activities and support for patient to 

attend hospital follow-up appointments. Beyond the post-discharge period, patients 

continue to attend follow-up appointments at the treating hospital, but less frequently and 

intensely. According to PHC participants, there was often a delay in receiving hospital 

discharge summaries. There were variations in opinion amongst PHC participants on the 

adequacy of discharge summaries with several participants informing it often lacked 

information and/or clarity which could impact on care. This included a need for more details 
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from the hospital around timing and responsibility of surveillance and screening for cancer 

recurrence. One participant identified the need for more clarity, particularly regarding 

specification of clinical responsibilities in discharge summaries. If recurrence was suspected 

or identified, patients were referred back to the treating hospital for further investigation 

and care management.  

Step 6: End-of-life care 

A number of PHC participants explained how they perceived hospital palliative care 

management to be more coordinated compared to other stages of the cancer pathway, as 

they were consistently provided with patient management plans, teleconferences were 

often initiated from the hospital, and, overall, the PHC service received increased 

communication from the hospital. Several PHC participants noted that Indigenous patients 

at palliative stage often want to go home to country to die, however it was not always 

possible as it commonly depended on the resource capacity of treating PHC services (e.g. 

availability of staff to do home visits to support patients in their homes and visiting palliative 

specialists) rather than simply the geographical location of health services. Several 

participants noted the limited access to palliative care specialists outside urban areas and the 

need to provide better palliative care to their patients. Overall, PHC participants agreed that 

it was important to provide the best care for patients and their families especially towards 

the end of their cancer journey.  

Discussion 

Indigenous patients journey through the cancer care pathways in unique and diverse ways. 

The cancer stage at diagnosis, individual treatment preferences, and geographical location 

can all influence patients’ experience of care. Generally, once patients present, PHC services 

provide support and ensure follow-up with patients, however gaps still continue to exist in 
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the provision of cancer care to Indigenous Australians. Figure 1 depicts Indigenous patients’  

cancer journey as described by study participants and as categorised using OCP steps. The 

figure also highlights time-points when Indigenous patients may be vulnerable to 

experiencing a lack of continuity in their cancer care (yellow diamonds). Regardless of cancer 

stage, PHC services spend considerable amounts of time obtaining updated patient 

information from the treating hospital to provide adequate follow-up care in the PHC setting.  

Several PHC participants identified concerns with both the lack of proximity to, and lack of 

access to screening, diagnostic (e.g. mammograms) and treatment services, especially in 

areas outside major cities, despite the transport assistance provided by PHC services. 

Populations living in remote and very remote areas generally experience poorer access to 

health services compared to those living in major cities (Australian Institute of Health and 

Welfare, 2019). Indigenous Australians also have lower participation rates in breast, bowel 

(Australian Institute of Health and Welfare, 2018b) and cervical (Whop et al., 2016) 

population screening programs compared to non-Indigenous Australians. Therefore, 

increasing participation in screening initiatives is crucial to achieving earlier disease 

detection. Strategies that may increase Indigenous participation in screening programs 

include developing partnerships with local communities and having discussions with patients 

on the value of such programs as outlined in the OCP document (Australian Government 

Cancer Australia, 2018). Several PHC participants informed that GP referrals to hospital were 

sometimes lost in transit and emphasised the importance of improved communication and 

coordination between services. At time-points when care is transferred (e.g. referral) or 

where input from other services is required (e.g. investigative tests), care coordination is 

critical to ensure adequate information transfer occurs between providers and across 

settings to deliver consistent and cohesive care (Australian Institute of Health and Welfare, 

2018a). Follow-up on the status of the referral by a culturally competent PHC staff member 
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is crucial as is updating and keeping in contact with the patient (Australian Government 

Cancer Australia, 2018). 

PHC participants reported minimum contact between the hospital and PHC service during 

diagnosis, staging, planning and treatment stage and may also lose contact with patients 

during this time, making it difficult to support patient and family. A more coordinated and 

collaborative approach could help PHC services support patients and thus improve cancer 

outcomes. The inclusion of the GP during the investigative stage could improve coordination 

of care and minimise the risks of patients experiencing a lack of continuity in their care 

(Australian Government Cancer Australia, 2018). Indigenous patients may need support 

during this critical time, especially if away from their usual support networks and in 

unfamiliar environments (Shahid et al., 2009). Participants stated that Indigenous patients 

regularly returned to their PHC services to seek further clarity on their cancer, however PHC 

professionals reported it a major challenge to provide explanations to the patient without 

receipt of updated hospital information This often caused delays in follow-up care. A recent 

study found a high proportion of Indigenous PHC medical records were missing cancer 

staging information which might be due to poor communication between hospitals and PHC 

services (PC Valery et al., 2019).   

It is crucial for hospital staff to provide culturally competent care and ensure they 

communicate a patient’s cancer care effectively in a way that patients understand (Australian 

Government Cancer Australia, 2018). Participants reported not all Indigenous patients 

choose mainstream pathways for cancer treatment. Indigenous people view health as a 

holistic concept, therefore traditional and complementary medicine may be seen by 

Indigenous peoples to play an important role in the health of Indigenous cancer patients 

(Gall, Anderson, Adams, Matthews, & Garvey, 2019). Participants reported that patients 

were often reluctant to attend hospital for cancer treatment, especially if travel was 
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required. These findings are consistent with other literature stating Indigenous peoples with 

cancer have lower treatment (and survival) rates (Australian Health Ministers' Advisory 

Council, 2017), and have less access to specialised services (Ware, 2013). Culturally 

competent treatment delivery may influence patient’s treatment choice (Australian 

Government Cancer Australia, 2018). Treatment intent (curative or palliative) must be clearly 

documented in the patient’s records and treatment wishes must be respected (Australian 

Government Cancer Australia, 2018). The patient’s preferred place of treatment, cultural and 

family obligations, engagement of Indigenous health professionals and involvement of 

spiritual advisors and traditional healers also need to be considered (Australian Government 

Cancer Australia, 2018).  The use of cancer care coordinators and provision of emotional and 

practical support and culturally appropriate care can help overcome barriers to cancer 

treatment (de Witt et al., 2018; Reilly et al., 2018). Effective care coordination is critical as it 

can significantly improve health outcomes and quality of life (Swerissen, Duckett, & Moran, 

2018). Other innovative approaches to deliver cancer care such as telemedicine may be 

considered as appropriate to minimise the need for travel (Cancer Australia, 2015; 

Meiklejohn JA et al., 2017). 

Participants informed that patients regularly presented to their PHC service after receiving 

hospital cancer treatment and before PHC receipt of hospital information for follow-up care. 

A related study found 40% of Indigenous Australian cancer patients presented to PHC 

services for their first cancer-related visit before hospital discharge summaries were available 

to PHC services ( Valery et al., 2019). This breakdown in communication with delays and 

inaccurate information transfer between hospital cancer specialists and primary care 

physicians was also reported in other studies, and identified as a core challenge in providing 

quality cancer care (Grunfeld, 2005; Kripalani et al., 2007; Lawn, Delany, Sweet, Battersby, & 

Skinner, 2015). Hospital treatment summaries including details of treatments received, 

supportive care provided, and key contacts must be provided to treating GPs (Australian 
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Government Cancer Australia, 2018). Detailed follow-up plans including management of side 

effects, follow-up required, ongoing surveillance, and rapid re-entry to medical services for 

suspected recurrence must be provided to ensure a coordinated approach to care (Australian 

Government Cancer Australia, 2018).  Additional recommendations include: providing 

culturally appropriate care; supporting patients to live healthy lifestyles; and explaining to 

patients their treatment summary and follow-up plan in a way they understand (Australian 

Government Cancer Australia, 2018).  

Indigenous peoples often lack access to appropriate palliative care services (Cottle, Hughes, 

& Gremillion, 2013; World Health Organisation, 2018). PHC participants outside urban 

locations advised that Indigenous patients wanted to die at home however this was not 

always possible. (Australian Government Cancer Australia, 2018). Some Indigenous peoples 

may prioritise returning to their homelands to be with family over receiving palliative care 

treatment due to the spiritual and cultural significance of end-of-life (State of Queensland 

(Queensland Health), December 2015). It is important for health providers to work in 

partnership with patients’ families, communities and their PHC service (State of Queensland 

(Queensland Health), December 2015). In situations where no access to specialist palliative 

care services is available, quality of care provided is often dependent on the skills of GPs and 

the capacity of health service teams in those local communities. It is recommended that 

health services support requests from patients and families for cultural practices which may 

include spiritual advisors and traditional healers (Australian Government Cancer Australia,  

2018). 

Strengths and limitations of study 

This study provides insights into Indigenous cancer patients’ experiences through the cancer 

pathways in Queensland based on health professionals’ perspectives. It highlights time-

points along the pathway when patients may be most vulnerable to experiencing gaps in their 
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cancer care and provides insights into Indigenous patients’ journey along of the cancer 

pathways across settings in Queensland. However, the study was conducted with a small 

sample and represents one set of perspectives only (health professionals’), thus further 

investigation into other stakeholders’ perspectives (e.g. patients’) are needed. Therefore, 

care may need to be exercised in generalising the study results to the wider population.  

Implications for policy, practice and further research   

Culturally competent and coordinated cancer care throughout the cancer pathways is critical 

to the provision of quality cancer care for Indigenous Australians. This has been emphasised 

by health professional participants working from within the health system who recognise the 

system flaws that can lead to poorer patient outcomes generally, but also specifically for 

some groups. These findings concur with patient experiences from other documented 

studies (such as the patient mapping studies conducted in the Northern Territory and South 

Australia (Kelly et al., 2015). Improved coordination may also address issues related to time 

delays at critical junctures of care. Adequate patient and health provider education are 

essential to improve Indigenous cancer outcomes. For patients, this includes understanding 

the impact of cancer on health, treatment options and potential outcomes. For health 

providers, adequate education on culturally competent care, and on the OCP guidelines, 

including understanding the Indigenous holistic view of health and the socio-economic 

impacts on health, may be beneficial. It may also be beneficial to implement appropriate 

policies and organisational protocols that are aligned with the OCP recommendations and 

developed in partnership with Indigenous communities and key stakeholders, and to use 

journey mapping tools as a guide to outline patient cancer experiences. Initiatives that 

encourage collaborative and coordinated care approaches within and across health settings 

can improve the provision of timely and quality care. Further research on larger population 
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samples including Indigenous cancer care in mainstream services, and the inclusion of 

feedback from Indigenous cancer patients across geographical settings, is recommended.  

Conclusion 

The Indigenous cancer pathways can be complex and difficult to navigate. The provision of 

culturally competent care, enhanced coordination of care, person-centred care and 

adequate education for patients and health professionals in relation to cancer specific 

knowledge and for health professionals to determine effective ways to implement 

improvements along the cancer pathways may help minimise the likelihood of patients 

experiencing a lack of continuity in their cancer care. Additionally, the implementation of 

recommendations outlined in the OCP framework may also improve cancer care continuity 

for patients. However, for these issues to be adequately addressed within and between 

services and settings, a whole-of-systems approach is needed for long-term and sustainable 

results to improve Indigenous peoples’ cancer outcomes.   

Table 1: Summary of the Optimal Care Pathway (OCP) for Aboriginal and Torres 
Strait Islander people with cancer (Australian Government Cancer Australia, 2018) 

Steps Step 
description 

Summary of OCP steps and factors to consider in providing 
culturally appropriate care for Indigenous Australians 
diagnosed with cancer  

1 Prevention and 
early detection  

Provides general recommendations in relation to risk 
reduction (e.g. addressing smoking), screening, immunisation 
and early detection measures to enable timely diagnosis by 
addressing concerns, increasing patient awareness and 
ensuring access to affordable, convenient quality health 
services in remote and regional areas. 

2 Presentation, 
initial 
investigation 
and referrals 

Types of investigations undertaken may vary depending on 
several factors including access to diagnostic tests and medical 
specialists and patient preferences. Patients may avoid 
discussing gender-specific matters with opposite gender, feel 
culturally unsafe and may have comorbidities masking cancer 
symptoms. 

3 Diagnosis, 
staging and 
treatment 
planning  

Considers process for confirming diagnosis and planning 
subsequent treatment. Need for multidisciplinary team 
member discussion and input into treatment plan in 
consideration of patient’s cultural and holistic view of health. 
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4 Treatment Considers optimal treatment pathway addressing key aspects 
of care that should be kept in mind when providing treatment 
for Indigenous people with cancer (e.g. travel, 
accommodation, cultural obligations, provision of culturally 
appropriate resources, engagement of hospital liaison officers, 
interpreters etc) 

5† Post-initial 
treatment 
follow-up, 
recovery and 
management of 
recurrences, 
residual and 
metastatic 
cancer  

Transition from active to post-treatment care is critical to 
long-term health. After initial treatment, patients should be 
provided with a treatment summary and follow-up care plan 
including a detailed list of issues identified by all members of 
multidisciplinary team (MDT). The longer-term management 
of care relates to the management of cancer recurrence, 
progression and/or metastatic disease. Transition from acute 
to primary care can vary between individuals and is also based 
on cancer stage/type and needs to be planned.  

6 End-of-life care Concerned with maintaining the person’s quality of life and 
addressing their health, supportive and spiritual care needs as 
they approach end-of-life as well as the needs of their family. 
Principles of the palliative care approach need to be shared by 
MDT when decisions need to be made with the patient, family 
and carers.  

NOTE: †step 5 (care after initial treatment and recovery) and step 6 (managing recurrent,  

residual and metastatic disease) from the original OCP document have been combined for 

the purposes of this paper. 

Table 2: Participant Characteristics 

 Total number of participants 
in settings  

Self-identified Indigenous 
participants 

                        PHC Treating 
hospital 

 

Sex    
Male 6 3  
Female 11 6  
Profession    
Receptionist/admin officer 1  1 
Aboriginal Health 
Workers/Professionals 

2  2 

Aboriginal Liaison Officer  2 2 
Allied Health Coordinator 1  1 
Maternal and Child Health 
Manager 

1  1 

Enrolled Nurse 2  1 
Registered Nurse 4 1   3‡ 
Nutritionist  1 - 
Social Worker  1 - 
General Practitioner 6  - 
Medical Oncologist   1 - 
Radiation Oncologist  2 - 
Hematologist  1 - 
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Total number of health facilities and geographical location 
Urban  1 1  
Inner regional 1   
Outer regional 3   
Remote  1   

‡ denotes participants are from a PHC service 
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Table 3: Sample of Participant Quotations 

Steps Participant quotations  

Step 1: 
Prevention 
and early 
detection 

“All of our doctors here can run over with their appointment times with the 
patient... we look at what they need and get them to tell us…. We try and get it 
all done for them then and there….” PHC 8 
“No, only screened.  No, you can't actually get a mammogram in [regional town].  
Anyone who needs a mammogram needs to go to [a regional hospital], as does 
anyone who needs to have a biopsy of any suspicious lump or anything like that.“ 
PHC 16 

 “I would love to see more health promotion and health prevention kind of thing … 
which we don’t always have enough resources in terms of staff time to deal with 
all of those issues, and there are large sections of the patient population that 
don’t necessarily appreciate … like we have a massive smoking problem for 
example, and it would be fantastic if we could somehow do more.“ PHC 11 

Step 2: 
Presentation, 
initial 
investigations 
and referrals 

“Occasionally the GP centre referral will say, 'I think they have a recurrence of 
breast cancer.' The GP themselves might not have very much information about 
their original cancer diagnosis or treatment (as patient has moved), so we'll often 
have to contact the treating hospital directly to get that background as part of 
the initial consultation.” Hospital 6 
“The doctors had sent somebody for an assessment or x-ray, and the results from 
the x-rays didn't come back to our doctor... the doctor had thought this person 
had cancer and wanted to make sure they were on the right track....  there was a 
communication breakdown…. and in the meantime, this patient presented at the 
hospital and passed away (with cancer).” PHC 10 

Step 3: 
Diagnosis, 
staging and 
treatment 
planning 

“I don't think there's a lot of interaction during the acute treatment phases. It's 
more that we do general practice and if the cancer is identified then the hospital 
takes over and do their thing, and then when they're finished the patient comes 
back to primary care... that is how the patient sees it, it's how we see it and it's 
how the hospital sees it.”. PHC 11 
“I think they (hospital) need to make immediate contact once the patient [has] 
been newly diagnosed with cancer because of continuity of care (especially out in 
the community), because if we don't know and the patient comes and is very ill 
we've not received anything... then it sometimes becomes quite difficult to get a 
lot of information in regards to that individual”. PHC 10 
“the most common thing is if someone is receiving care for a cancer … they often 
see their consultant or the treating Doctor, and they either don’t fully understand 
the situation of what’s explained to them … so, then they come back to me to ask 
me about it. It’s then fairly frequent that we don’t have access to the notes 
because either they’ve come back shortly after the consult and the notes haven’t 
been sent ..so frequently the patient might be quite worried, so we’ll end up 
contacting the treating Doctor at the hospital to obtain the notes.” PHC 7 

Step 4: 
Treatment 

“…so, we do have a patient bus where we take people regularly (to the PHC clinic 
and/or hospital appointments) … it goes a couple of times a day. The only 
problem is for a variety of reasons people sometimes don’t always manage to get 
on that transport … the biggest issue for Indigenous cancer clients is the difficulty 
of accessing on a regular and routine basis their follow-up clinic appointments … 
all sorts of other things that get in the way such as social issues. They’ll prioritise 
over their own health to the point where there have been tragic outcomes 
relating to that, and that’s the biggest issue, and … that is Australia-wide which 
we have no solution to …” PHC 15 
“…there have been a couple of patients who have elected not to follow the 
Western pathway and so we had a fair bit of input there.” PHC 16 
“I think definitely if patients live a long way away they're less likely to want to 
come in for treatment and be away from home. So, people may choose either not 
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to proceed with therapy if it means they're going to be away from their home and 
community.” Hospital 1  

 “The problem with specialist services … are centralised and we are a distance 
from some of our patients and they travel a very long way to come to us … a lot 
of our patients are now finding that cancer for them is a chronic illness (because 
of improved treatments) … more and more patients don’t succumb, but their 
illness is not cured and they need ongoing treatment or at least ongoing 
surveillance and that can be provided by tele-medicine.” Hospital 2 

Step 5: Post 
initial 
treatment 
follow-up 
and 
management 
of 
recurrences, 
residual and 
metastatic 
diseases 

“Frequently if something [discharge summary] has been delayed for a month then 
it can be fairly irrelevant at that stage... particularly if a patient has been 
discharged and we haven't had information about what medications they had on 
discharge, and what medications have been ceased or changed.” PHC 7 
“So, basically it (clarity in discharge summary) means who is referring the patient, 
when is the appointment date likely to be, and how is that likely to happen? How 
[in] meaning... so basically are they sending the patient into another sub-
specialist clinic... and when, and how is that going to happen with the logistics. A 
lot of third-party letters are not good. We need to find out who is doing it... is it 
you or me or someone else?  It needs to be very clear “. PHC 4 

Step 6: End-
of-life care 

“When she became palliative it was better because there was more 
communication, but it had to get to the palliative stage before they were a bit 
more open … they being the hospital. They kept us up to date more, and I don’t 
know if that was because we were more involved or vice versa but it felt like 
when she was transferred to palliative care there was more input”. PHC 2 
“…You can keep people home as long as you can, but then towards the end 
there's usually not the capacity to have enough people to go and see them 
regularly enough, and so they go into hospital then.” PHC 16 
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Figure 1: Indigenous patients’ cancer journey categorised using Optimal Cancer pathway document steps, and warnings of potential gaps in care at 
various time points 
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Figure 1 legend: 
1 = Low level of culturally competent care and differing approaches to health (ie clash of biomedical model vs Indigenous holistic view of health 
2 = Low levels of communication between services and  
3 = Travel and transport gaps 
4 = Time delays at critical junctures of care  
5 = Lack of coordination between services  
6 = Subject to available resources  
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Introduction 

This chapter considers the contribution of this research to our understanding of facilitators 

and barriers to the provision of quality cancer care for Indigenous cancer patients in 

Queensland. First, the overall contribution of the thesis is discussed and key research findings 

from the four results papers are provided in relation to the study objectives. In this thesis,  

the relevant chapters examine the findings of individual papers in relation to the existing 

literature. In this chapter, the research findings are synthesised and integrated, and I consider 

their implications, including how they confirm and add to current understandings. Next, 

recommendations for policy and practice are proposed from analysis of this thesis. Strengths 

and limitations of this research work are suggested and opportunities for further work in light 

of the study findings are considered, along with concluding remarks. 

Prior to discussing the overall contributions of this thesis, it is important to be clear on what 

constitutes quality cancer care for Indigenous Australians. The National Aboriginal and Torres 

Strait Islander Cancer Framework defines quality cancer care as evidence-based, person-

centred (incorporating family and cultural roles),1, 2 timely, equitable and delivered as close 

to home, and as safely as possible.1, 3, 4 It is multidisciplinary, integrated across the health 

sector and embedded within the community1, 5 with strong community involvement and 

leadership.1, 6 

Thesis Overview: Summary of Key Findings in Relation to Study 

Objectives and Literature 

Similar to other chronic disease patient journeys, the cancer pathway is complex and difficult 

to navigate. For Indigenous patients, there may be an added layer of complexity in accessing 

cancer care because they may be required to access care based on a Western model of health 
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care, rather than through approaches that are more in line with Indigenous people’s ideal of 

holistic approaches.7 Although non-Indigenous Australians may also face barriers to 

accessing cancer care, socio-economic impacts, such as financial costs associated with 

accessing cancer care and treatment, may be a greater challenge for Indigenous populations 

because of the generally lower household incomes many Indigenous Australians receive.8 

Further challenges, such as those relating to culture, language and previous negative 

experiences when navigating health services, may add to this complexity when accessing the 

health care system.7 

Prior to this work, there was limited information relating to the provision and follow-up of 

care in the PHC setting for Indigenous patients with cancer in Queensland. To reiterate, my 

PhD dissertation as presented here is part of a larger NHMRC study that aims to improve the 

continuity and coordination of cancer care for Indigenous Australians by transferring 

knowledge to policy and practice. This study focuses on health professionals’ perspectives on 

understanding cancer care provision focusing on the PHC setting, and its interface with the 

hospital setting, and determining strategies to improve cancer care provision within and 

across settings. The patient arm of the study, which is considered in the wider NHMRC study, 

was not part of my PhD work. However, references to the patient arm of the study are made 

throughout this thesis as appropriate. Studies in this thesis presented as results chapters 

provide insights from PHC and hospital health professionals. The research identified multiple 

weak points in the health system, across both settings, in which the health and support needs 

of Indigenous people with cancer may remain unmet. I will provide an overview of the 

findings of the thesis in relation to the study objectives below. 

Chapter Two reported the results of research that addressed study objective one, which was 

to examine systems and processes currently in place to identify patients with a cancer 

diagnosis accessing cancer-related care in the PHC setting. In the PHC setting, this study 
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identified no standardised practice in place across participating PHC services (n = 10) to 

systematically identify Indigenous patients diagnosed with cancer. Although all services were 

able to identify Indigenous patients through their PCIS, only eight of the ten services were 

able to identify both Indigeneity of patients and the cancer status of patients using their PCIS. 

Manual searching of paper records (n = 1) and a combination of PCIS and PHC staff recall 

(n = 1) was relied upon to identify Indigenous cancer patients attending the PHC service for 

two of the ten participating services. Further, several PHC services (ACCHS and government-

operated) declined to participate in this study because of their inabilities or difficulties 

identifying Indigenous patients accessing cancer care at their service using their PCIS systems. 

This was despite the research team reassuring services that alternative methods for 

identifying patients with a cancer diagnosis could be used and that other services reported 

similar concerns. 

Although this topic had not been investigated before in Queensland, the difficulties several 

services encountered in identifying Indigenous patients with a cancer diagnosis accessing 

care at the service was an unexpected finding in my research. It was unexpected to find that 

Indigenous status was easily identifiable by participating PHC services using PCIS systems and 

that several services found it challenging to easily identify Indigenous patients with a cancer 

diagnosis using their PCIS systems. I also had the opportunity to experience these difficulties 

firsthand when I conducted electronic chart reviews at several participating sites for my 

dissertation and as part of the research team for the wider NHMRC study (PHC services 

provided brief training on using their PCIS beforehand). Our published paper concluded that 

a standardised approach to easily identify Indigenous cancer patients (e.g., PCIS software 

systems, search functions and capacities and staff knowledge to be able to navigate and 

extract data from PCIS systems) is necessary to enable services to accurately identify 

patients, monitor progress, evaluate against best practice and implement improvements to 

enhance quality of cancer care and accuracy of reporting. 
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Chapter Three addressed research objective two of this PhD, which was to identify factors 

and practices that promote and support the delivery of cancer care for Indigenous Australians 

diagnosed with cancer with a focus on the PHC setting. It presented the results of the 

research in the published paper on the contributions of Indigenous health professionals to 

cancer care for Indigenous patients in Queensland. A core component of delivery of quality 

cancer care to Indigenous Australians throughout the cancer pathway is the provision of 

culturally competent and responsive care. In this study, participants highlighted that 

Indigenous health professionals significantly contribute to the provision of culturally 

competent cancer care by increasing the accessibility of these services and providing 

supportive care responsive to patients’ needs. In particular, Indigenous health professionals 

were viewed as key to enabling quality care through their role in culturally responsive care; 

psychological support; determination of patient needs; provision of practical assistance (e.g., 

transport, accommodation, flexibility with hospital appointments) and advocation for 

Indigenous health. Indigenous health staff were able to draw upon their knowledge and 

deeper understanding that spirituality, wellbeing and culture were intrinsically interwoven 

and central to Indigenous perceptions of health and wellbeing. Indigenous health staff were 

also reported to be able to sustain better connections, trust and rapport with Indigenous 

patients. However, this paper also suggests that all professionals, regardless of Indigenous or 

non-Indigenous status, need to be sufficiently skilled to work together to effectively provide 

culturally competent care to Indigenous cancer patients. As ACCHS participants reported 

higher satisfaction rates of supporting Indigenous cancer patients needs compared with 

hospital staff (although limited hospital staff were interviewed), it was also suggested that 

hospitals may wish to apply suitable components of ACCHS models to hospital settings to 

enhance delivery of culturally competent care (e.g., increasing the number of Indigenous 

health staff and staff working together to provide culturally safe care). 
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Chapter Four presented results that addressed study objectives two and three. Objective two 

was to identify factors and practices that promote and support the delivery of cancer care 

for Indigenous Australians diagnosed with cancer, focusing on the PHC setting. Objective 

three was to explore current levels of communication, continuity and coordination of care 

practices between PHC services and treating hospital services in relation to the provision and 

follow-up of cancer care for Indigenous Australians and recommend strategies for 

improvement. From health professional participants’ feedback in this study, other critical 

factors in the provision of quality cancer and follow-up care for Indigenous patients 

diagnosed with cancer included timely communication and information exchange, 

collaborative approaches, streamlined processes, flexible care delivery and patient-centred 

care and support. Key themes from interviews based on factors related to communication, 

continuity and coordination of care between PHC and hospital services were analysed and 

categorised with the application of the World Health Organization people-centred health 

services (IPCHS) framework.9 Strategies identified from this research to improve 

communication and continuity and coordination of care between the PHC service and the 

cancer-treating hospital included the need for streamlined services and processes (e.g., for 

the release of information from patient records from the hospital to the PHC service); 

collaborative practices (e.g., use of teleconferences between specialists and GPs to discuss 

joint approaches to patient care as appropriate); use of technology to share patient medical 

records between providers (to enable timely and quality follow-up care); flexibility in care 

delivery (to accommodate patient circumstances, such as for patients who travel distances 

to attend appointments and rely on others for transport to return home on the same day); 

health professional education to increase knowledge and skills in cancer and culturally safe 

care; patient navigators and/or other similar types of roles to provide patient support and 

continuity of care; and the need to actively follow up Indigenous patients who do not present 

at scheduled appointments (to minimise the risk of patients being lost-to-follow-up). It was 
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also proposed that policy relating to healthcare financing and delivery could be designed to 

promote higher levels of communication and collaborative practices across services (e.g., 

incentives and rewards for collaborative practices resulting in improved patient outcomes) 

and settings as a strategy to improve Indigenous cancer outcomes. Several additions to the 

implementation of the IPCHS framework were suggested to specifically tailor the framework 

to ensure cancer care is delivered in a culturally competent manner and to address the needs 

of Indigenous Australians:  

(1) adding a desired outcome that care is delivered in a culturally competent manner 

(2) adding the key drivers identified in this study: communication and timely information 

exchange, collaborative approaches to care, streamlined processes, flexible care 

delivery and person-centred care and support 

(3) underpinning all steps is the need for well-developed communication pathways and 

good collaborative relationships between services and a multilevel approach to 

increase the likelihood of long-term success. 

Chapter Five addressed research objective four of this PhD, which was to investigate 

Indigenous patients’ cancer journey pathways in Queensland and highlight time-points at 

which patients may be most vulnerable to experiencing a lack of continuity in their cancer 

care. The Optimal Care Pathway for Aboriginal and Torres Strait Islander people with cancer 

framework was utilised as a guide in presenting these study results. Indigenous patient 

cancer pathways can be complex, difficult to navigate and diverse, as previously described. 

As part of my thesis, I presented a generic form of the Indigenous patients’ cancer pathways, 

from their presentation to the PHC service through to the end-of-life stage based on health 

professionals’ perspectives. Time-points at which patients may be most vulnerable to 

experiencing a lack of continuity in their cancer care are also systematically identified along 

the pathway journey based on health professionals’ perspectives. This research discovered 

that these gaps tended to centre around low levels of culturally competent care and the 
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incompatibility of the biomedical model of care with Indigenous people’s perception of a 

holistic view of health. Other key gaps identified included: inadequate communication, such 

as lack of clarity on whether the PHC service or treating hospital had responsibility for 

referring the patient for follow-up testing post-hospital discharge; lack of coordination of 

care between service providers; time delays at critical junctures in care (e.g., it can 

sometimes take several months from the time the GP referral to the cancer-treating hospital 

is made to when the patient hears from the hospital to schedule their appointment); and 

transport and resource-related factors, such as PHC services’ ability to offer cancer patients 

in-home care towards patients’ end stages, was dependent on available resources. 

To effectively address these gaps, and ultimately improve Indigenous people’s cancer 

outcomes, it is recommended that a culturally competent, coordinated and person-centred 

approach to care should be adopted. Health policies and organisational protocols developed 

in partnership with Indigenous leaders, communities and key stakeholders and are aligned 

with the Optimal Care Pathway for Indigenous cancer patients could improve the continuity 

and coordination of cancer care within and across service settings and promote culturally 

safe care. Funding initiatives to encourage collaborative approaches to care across 

healthcare settings could improve the provision of timely and quality care. Additionally, the 

upskilling of health professionals and patient education are needed to address knowledge-

gaps and the use of journey-mapping tools as a guide to outline patient cancer experiences 

may be beneficial. 

Implications of Study Findings for Health Services and Policy 

There is an urgent need to address cancer rates that have been steadily increasing in the 

Indigenous population over the past 18 years.10 The work in this thesis provides practical 

strategies that health services and policymakers can utilise to address gaps in the provision 
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of cancer-related care for Indigenous patients across care settings. Underlying these points 

is the urgent need to address system fragmentation to improve the quality of cancer care 

provided to Indigenous patients. To overcome siloed practices, approaches addressing all 

levels of the health system are needed and are discussed below, including the need for 

supportive state and federal policies. Strategies such as the employment of Indigenous 

cancer navigators, community-embedded approaches to cancer care and assurance that 

treating hospitals maintain strong links with Indigenous communities are discussed. Flexible 

models of cancer care delivered within the community setting that extend beyond 

‘traditional’ practices, such as visiting cancer specialists services supported by ACCHS, are 

proposed. The sharing and use of electronic medical records between service providers 

across settings and the expanded use of tele-oncology services to improve access to care are 

also considered. Last, health workforce-related strategies are suggested. These include 

providing adequate education and training opportunities for all health staff, ensuring that 

the Indigenous health workforce is well supported and implementing recruitment and 

retention policies in place to ensure a sustainable Indigenous workforce. 

A complex and fragmented health system 

In the results presented in Chapters Four and Five, the fragmentation of cancer care services 

across PHC and hospital settings is discussed because it poses a major barrier to the provision 

of quality cancer care for Indigenous Australians. Fragmentation results in poor and untimely 

communication between PHC services and the cancer-treating hospital. Examples are 

provided here. Referrals to hospital are sometimes ‘lost’ in transition (e.g., the hospital not 

receiving the patient referral, written referrals not being entered into hospital electronic 

system) and it can sometimes take several months before discovering this, unless the PHC 

service actively initiates follow-up with the hospital to confirm receipt of the referral. Only 

one PHC service reported confirming hospital receipt of referrals sent by GPs during 
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interviews. However, this issue emerged in that particular interview and it is unknown 

whether all PHC services have the capacity and standard procedures for their service to 

follow up on patient hospital referrals for cancer care. Further, PHC services were not 

automatically notified when referred patients were sent letters of offer for hospital 

appointments for diagnosis, treatment and follow-up care. This often meant that patients 

were charged with the responsibility to inform the PHC service of these appointment details.  

Without knowledge of these details, PHC services were unable to offer transport assistance 

and support to accompany patients to hospital as needed. Additionally, participants 

consistently reported time delays in PHC services receiving hospital information, such as for 

patients’ post-discharge follow-up requirements. In these situations, PHC staff often relied 

on patients to provide this information while initiating hospital follow-up to obtain copies of 

patient hospital records. 

Issues stemming from siloed practices resulting in a lack of timely and sufficient 

communication, collaboration and the organisation of care were clearly evident in this study 

especially from the hospital end. This is despite the genuine intentions of many health 

professionals in PHC and hospital settings, who individually aim to provide quality cancer care 

within the boundaries of their organisation and the wider policy context. This finding is 

supported by other research, such as an Australian study that reported that fragmentation 

in communication between health professionals and service providers was a key barrier to 

the provision of quality care and collaboration between health providers.11 Similar findings 

were reported from the wider and related NHMRC study and other studies, which considered 

Indigenous cancer patients’ perspectives on the provision of cancer care. For example, one 

study included 21 Indigenous cancer survivors who received care from rural PHC services and 

a major tertiary hospital. Among other issues, patients spoke of poor communication and 

coordination of hospital appointments and reported having to be the ‘go-between’ because 

GPs had not received information from the hospital relating to their care.12 Conversely,  
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patients reported being unaware if their GP had sent the treating hospital their relevant 

medical history, and therefore, felt it was their responsibility to convey this information on 

to the hospital.12 Key issues patients identified in relation to the provision of cancer care 

centred around the importance of timely communication and discharge information transfer,  

continuity of care, ‘good’ communication between the PHC and hospital services and strong 

therapeutic relationships.12 Similar findings were reported in another study, in which 

Indigenous cancer patients discussed the lack of coordination of care with patients,  

highlighting the importance of coordination of care, especially when patients were 

transitioning from hospital to PHC care upon completion of cancer treatment.13 Patients also 

voiced their need for assistance to navigate their way through the often complex cancer 

treatment regimes and the healthcare system.13 

Fragmented and siloed practices in health care are not unique to the Australian environment 

and present challenges for health systems worldwide. For example, in the US, doctors, 

laboratories and pharmacies often work as independent entities, creating fragmented care.14 

Similarly, in Canada, system-level challenges around poor communication between family 

doctors and cancer specialists result in fragmentation of care.15 According to Valentijn,  

fragmentation of care stems from the way health care is designed to provide specialised care 

around diseases16 and results from a lack of engagement of all levels of the health system, 

leading to undesirable patient journeys.17 Fragmentation can be worsened by clinical practice 

and is often a reflection of organisational policy.17 Therefore, organisational policies 

incorporating increased communication and collaborative practices with other services, such 

as the routine practice of PHC staff telephoning hospitals to confirm receipt of patients’  

cancer referral, could become a standard practice if incorporated into organisational policy. 

It was clear throughout the conduct of this research that no amount of commitment, 

dedication and creativity practised by individual health professionals in the PHC or hospital 
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setting would be sufficient to overcome siloed practices embedded within the healthcare 

system. For example, our health system funding is currently based on the provision of 

episodic care and does not provide incentives for services to work collaboratively. In addition, 

hospitals tend to focus on treating diseases, while ACCHS focus on the provision of 

comprehensive care. There are also variations in organisational policies and priorities 

between services, along with competing demands for limited resources and professional role 

responsibility descriptions that may not stipulate the need for collaborative practices outside 

the organisation. Organisational strategies implemented by some PHC services (such as 

weekly face-to-face meetings with the hospital to discuss Indigenous patient care follow-up 

needs) to improve communication and system processes resulted in some improvements to 

coordinated services at the local level. However, they were unlikely to produce sustainable 

and long-term results and address the larger challenge of system fragmentation and siloed 

practices in the healthcare system. This finding is supported by others, who state that 

achieving high-quality care is complex, requiring engagement of all levels of the healthcare 

system to be effective and successful.17, 18 Globally, many healthcare initiatives have been 

reported to be unsuccessful because of a narrowed focus on single-level strategies and 

minimal involvement of all levels of the healthcare system.17, 19, 20 

A whole-of-systems approach is needed 

A more unified, collaborative and system-level approach across services and settings is 

needed to provide quality cancer care to Indigenous Australians. This systems approach to 

addressing gaps in care requires engaging and implementing changes to all levels of the 

health system to increase the likelihood of long-term success. These system levels are the 

individual; the care team; the organisation; and the wider environment (e.g., state and 

federal policies, funding and delivery mechanisms and their appropriate implementation). 

They must all be effective to maximise the opportunities for success.21 Examples of 
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recommendations from this study for each level of the health system are as follows. At the 

individual or patient level, it is vital to ensure an enabling social, economic and physical 

environment in which Indigenous patients are provided opportunities and have access to 

quality care and information. This includes adequate information and education on cancer 

prevention and screening, cancer symptoms for early presentation, cancer treatment 

options, anticipated treatment outcomes and awareness of supports available. Healthcare 

professional teams (care-team level) need to be able to work effectively together as teams 

and in partnerships, promote and engage in positive work cultures, in which all members of 

the healthcare team are mutually respectful of any differences, such as in culture, and have 

access to ongoing educational opportunities to strengthen their capacity to provide high-

standard cancer and culturally competent care to all patients and across care settings. A high-

level of communication and cancer-care coordination within and between health teams is 

critical to ensure all staff are providing patient-centred quality care. 

PHC services and treating hospitals at an organisational level need to demonstrate 

commitment towards improving cancer outcomes for Indigenous Australians by ensuring 

supportive healthcare policies, processes and resources within the organisation (e.g., 

ensuring all patient referrals to hospital are followed up with a telephone call for 

confirmation of hospital receipt of GP referrals). Organisational values should include: 

learning, teamwork and patient-centredness, the building blocks to quality improvement.21 

At the wider health-system level, health policies and government funding incentives that 

encourage and reward collaborative partnerships and approaches to cancer care provision, 

focusing on patient outcomes rather that episodic care, across settings and sectors must be 

developed and implemented for long-term and sustainable improvements to Indigenous 

cancer outcomes. The National Aboriginal and Torres Strait Islander Cancer Framework 

(2015)1 and the Optimal Care Cancer Pathway for Aboriginal and Torres Strait Islander people 

with Cancer (2018) were developed as resource tools for health professionals to evaluate 
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cancer programs with the aim of improving the quality of cancer care offered to Indigenous 

cancer patients and in recognition of the need for improved coordination and continuity of 

care.7 The focus now must be collaborative action and the strategic implementation of 

culturally competent and effective cancer-care strategies for Indigenous Australians at the 

national and state level. Wider system-based and supportive policies are critical to address 

gaps in care and provide coordinated and continuous cancer care for the greater likelihood 

of long-term and sustainable success to improve cancer outcomes of Indigenous people. Such 

policies should effectively address poor communication and untimely information exchange 

between services across settings. The development of collaborative practices to address 

fragmentation of care is supported by others, such as Valentijn, who stated that not only is 

the integration of primary and specialist care critical to offset the fragmentation of care in 

the provision of comprehensive care,16 it also needs to be addressed at all levels, including 

clinical, organisational and policy levels.16, 22 

The development and stable funding of identified Indigenous and cancer-specific patient 

navigator roles to help Indigenous patients with all aspects of their cancer treatment and 

management (including navigation of the healthcare system within and across settings) 

would support the continuity and coordination of care for Indigenous cancer patients. The 

need for patient navigators to assist Indigenous cancer patients was identified in the wider 

NHMRC study, which included feedback from Indigenous patients. In that study, patients 

discussed the importance of a cancer-specific primary healthcare worker and a hospital-

based Indigenous patient navigator in the context of cancer survivorship measures.12 There 

have been some encouraging results overseas in relation to the use of patient navigators in 

addressing inequities and improving access to cancer care for Indigenous peoples and 

underserved and socio-economically disadvantaged populations by overcoming barriers to 

care, including health-system issues. Examples of the ways patient navigators have assisted 

these populations include: accessing multiple providers across settings and assisting with 
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coordination of appointments and reducing treatment delays;23–30 providing cultural and 

emotional support;23, 24, 27, 29 addressing financial and logistical challenges, such as transport 

considerations;23, 24, 29 and providing patient education.24 29, 31 

The US Native Women’s Wellness through Awareness (NAWWA) project is an example of an 

approach that could be modified to suit Australian Indigenous patients accessing cancer 

treatment. The project involves navigators known as ‘Native Sisters’—Native American 

women trained to provide emotional support to other Native American women for early 

breast cancer screening to achieve a potentially earlier cancer diagnosis (as opposed to a 

later cancer diagnosis).24 The most successful strategy utilised, according to patient feedback, 

was the personal approach to encourage women for breast screening.24 Examples of 

strategies utilised included: identifying, recruiting and accompanying eligible Native 

American women to attend mammography screening; providing breast cancer education; 

coordinating diagnostic testing, follow-up care; and providing referral services as appropriate 

and social and emotional support, including arrangement of child-care services and transport 

as needed during follow-up procedures.24 Given the ‘exceptionally high’ compliance rate with 

breast screening reported in the study, it is likely that such a program could reduce cancer 

mortality rates. 

A program sharing similar components to the NAWWA program was established at an ACCHS 

in a PHC setting in New South Wales.32 However, instead of patient navigators, a cancer-care 

team was established to improve Indigenous patients’ access to cancer care (2015). The team 

included an Aboriginal health worker, a counsellor, an enrolled nurse and a GP. Support was 

provided to cancer patients (and their carers) across the cancer continuum from investigative 

and diagnosis stages through to treatment (e.g., surgery, chemotherapy and radiation),  

follow-up and palliative care stages. The coordination of cancer screening programs, such as 

mammography programs (including patient recalls and reminders) and other early cancer 
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detection initiatives (such as for bowel, prostate and liver cancer), were also conducted by 

this cancer-care team.32 All patients diagnosed with cancer were provided with in-home 

support, at the PHC service and in hospital (and in nursing homes for palliative care patients); 

care was provided for pre-existing medical conditions (e.g., unstable chronic diseases AND 

mental health conditions) and to address social circumstances (e.g., lack of housing). Patients 

could also access regular yarning circle support groups and traditional healers if interested. 

A qualitative evaluation of the program, which included feedback from 8 of the 79 patients 

and 8 stakeholders, found that the program provided culturally safe care and improved 

accessibility to cancer care services by including home visits, transport and a support person 

to accompany patients for hospital appointments.32 

In the context of Queensland, Queensland Hospital and Health Services currently offers a 

nurse navigation program (commenced in 2016) to patients with complex needs, focusing on 

coordination of care, to create partnerships between primary and tertiary services to 

facilitate better communication, improve patient outcomes and facilitate system 

improvements (e.g., reduce time delays to care).33 However, as far as I am aware, currently 

there is no cancer-specific patient navigator dedicated to help the Indigenous population in 

Queensland. A pilot study of an Indigenous patient navigator intervention for cancer patients 

was conducted in Queensland in 2013–2014, with a sample of 26 patients at a major cancer-

treating hospital.34 The Indigenous patient navigator role included the provision of emotional 

and social support, informal counselling, logistical support for patients (e.g., transport 

challenges to attend hospital for treatment), help with booking patient appointments and 

referrals to other services.34 Upon completion of the program, six of the seven patient 

participants who responded to the follow-up survey reported that the greatest contribution 

of the navigator program was to have a compassionate person with whom they could talk.34 
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Several considerations may be useful in establishing an ongoing and sustainable navigator 

program for use in Queensland, Australia. First, there is a need for a cancer-specific navigator 

role for Indigenous Australians to offer a personal approach to care (as described in the 

NAWWA and New South Wales projects) and provide culturally competent and responsive 

care to address patients’ needs. Second, roles and responsibilities and education/training 

standards of Indigenous cancer navigators need to be clearly established and standardised—

studies have reported a range of patient navigator backgrounds, such registered nurses24, 35, 

36 and community leaders (lay people).37 38 Third, there is a need to ensure navigators are not 

limited to one particular setting or institution (e.g., hospital). This will enable navigators to 

provide support and care across settings as required, based on patients’ needs. ACCHS 

provide person-centred comprehensive and culturally competent care to Indigenous 

Australians in the PHC setting,39 so are well placed to provide responsive follow-up cancer 

care to local communities. Further, they are ideally suited to play a central role in the 

management and coordination of Indigenous patients’ cancer care, as observed in the New 

South Wales example of a cancer-care team established within an ACCHS. 

Harnessing the power of community and flexible delivery of care 

Community-based strategies that are supported by a systems approach can address some of 

the identified gaps presented in this research and could ultimately contribute towards 

improving Indigenous cancer outcomes. Platforms such as the National Indigenous Cancer 

Network also play an important role in improving cancer outcomes in Indigenous people in 

several ways, such as translating the latest available research and knowledge into plain 

language for patients, carers, their families and communities.40 It also serves as a platform 

from which to form collaborative links between health professionals, health services, 

policymakers, researchers and interested parties to improve Indigenous cancer outcomes 

and offers an array of resources for professionals.40 It is critical to ensure strong links with 
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Indigenous communities are established and maintained.7 Partnerships with Indigenous 

communities to ensure the co-design of services, programs and strategies to improve cancer 

outcomes within local communities provide one of the foundations for success, along with 

actions to empower Indigenous communities. 

As part of the wider NHMRC study, the research team conducted focus groups with 

Indigenous cancer patients, their support people and healthcare workers (total participants 

n = 22, Indigenous participants n = 19) to develop recommendations for cancer survivorship 

for Indigenous patients in Queensland. The key recommendations included the need for a 

community cancer advocate (to raise cancer awareness in the wider community), a peer-

support program (e.g., for patients to share their cancer journey experiences and as an 

informal support network), a cancer-specific Indigenous health worker in the PHC and 

hospital settings, a hospital-based patient navigator (as discussed previously), cancer 

survivorship care plans (designed by treating oncologists and shared with patients and GPs) 

and a prompt list of sample questions to ask health professionals relating to cancer care and 

treatment as a guide for patients.41 

Access to prevention and early detection educational and screening programs and strategies 

to address the underlying social determinants (e.g., racism, poverty and education) that 

affect health are vital for the Indigenous population. Many Indigenous Australians experience 

a high incidence of preventable cancers that are more likely to be fatal and are related to 

higher level of risk factors, such as smoking and alcohol consumption.7, 42, 43 Thus, it is vital to 

ensure the effectiveness of cancer prevention, screening and early detection programs for 

Indigenous Australians. One strategy to increase participation is to embed such programs 

within community settings, such as at local PHC services, schools, workplace environments 

and local community and family events. Indigenous communities’ access to community 

health promotion and education programs, especially targeting smoking prevention and 
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breast health, designed for Indigenous communities is critical given that lung and breast 

cancer were identified as the most common cancers diagnosed in Indigenous people in 

Australia.43 44 

An example of an effective program embedded within the community to address cancer-

related matters with Indigenous patients can be observed in one regional Queensland 

community’s response to create a community quilt to facilitate community discussion on 

cancer, raise awareness and reduce stigma (it was revealed that there was community silence 

around the topic on cancer).44 Quilt squares represented community perceptions of cancer 

and activities included the development of a community calendar, promotion of cancer 

screening and development of health promotion messages.44 The community gathering 

provided a safe space for community members to discuss and share stories around a subject 

that had been previously identified by the community as taboo, and to seek support from 

each other. It had the potential to increase participation in cancer screening and earlier 

presentation to services.44 The utilisation of similar programs across Indigenous communities 

could be beneficial in addressing cancer-related matters that are based on community needs. 

During the research interviews, several health staff noted that their ACCHS had regular 

visiting specialists, such as psychiatrists, pathology services and mobile breast screening 

visits. As an expansion of this, mobile clinics and/or regular visiting cancer specialists (e.g., 

oncologists) to ACCHS and mainstream PHC services, could increase accessibility of cancer-

care services for Indigenous patients. This could be significant in increasing accessibility given 

that Indigenous peoples highly value ACCHS that are designed to focus on the needs of 

Indigenous peoples.45 In countries such as the US, mobile health clinics have been reported 

to be successful in delivering care to vulnerable populations within local communities and 

have the flexibility to adapt to changing community needs.46 Visiting specialists to PHC 

services promote person-focused care; care is provided in a familiar and safe environment, 
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delivered in the patients’ local community at services that deliver culturally competent care. 

Further, such care is provided in a setting in which PHC staff are familiar with the patient and 

can offer support to the patient (including attending the patient–specialist consultation if 

desired by the patient). One study in Queensland reported that Indigenous patients were 

more likely to attend a specialist appointment at an ACCHS than at a mainstream service.47 

Visiting specialists to PHC services also ensure that PHC staff are up-to-date with the patient’s 

condition and treatment plan, provide opportunities for face-to-face discussions between 

PHC health professionals and treating specialists, enhance care continuity, promote 

collaborative partnerships between health professionals and services and provide informal 

learning opportunities for the patient, PHC staff and treating specialists. 

ACCHS in this study provided comprehensive and holistic care to patients that highlighted 

connectedness and community strength and spirit, which also appeared to promote positive 

culture among healthcare staff. Adaptation of some of these approaches and models (such 

as the wider involvement and engagement of Aboriginal liaison officers (ALOs) in Indigenous 

patients’ hospital care, increases in the number of Indigenous health staff and the provision 

of culturally competent care within the hospital) might be considered at the treating cancer 

hospital setting to improve Indigenous patients’ accessibility to hospital treatment and to 

improve Indigenous cancer outcomes. It might also increase the responsiveness of treating 

hospitals to become culturally safe places for Indigenous Australians. 

Optimising the use of technology 

Many participants in this study supported the use of electronic systems for information 

transfer (e.g., the hospital providing discharge summary information to PHC services or PHC 

services accessing hospital electronic records to provide adequate care at the PHC setting).  

A patient’s cancer journey involves accessing multiple service providers across multiple 

settings, so it is important that treating health professionals have point-of-care access to 
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patient records to provide continuous, best-practice, coordinated care to increase the 

likelihood of improved patient outcomes. Reported benefits of utilising electronic medical 

records include: availability of up-to-date patient information at point of care;48 safer and 

more reliable care;48, 49 improved efficiency;48, 49 greater time with patients;48 and increased 

adherence to immunisation guidelines (assisted by computerised reminders).50 However, 

data security measures and patient confidentiality factors must be adequately addressed and 

implemented prior to the sharing of records and the use of technology across service 

settings.49 The inclusion of a procedure for the referring GP be copied in and automatically 

informed of the patient’s pathology and radiology reports electronically with patient consent 

would enable GPs to be kept informed of patients’ investigative results, increase care 

coordination and continuity and improve communication between service settings. 

Advances in technology, such as the use of tele-oncology, have increased the accessibility of 

health care for many Indigenous people without the need to leave their local communities. 

Tele-oncology services, although not suitable in all situations, have been shown to be an 

acceptable model of care delivery to Indigenous patients, their families and health 

professionals in Queensland.51 The use of such innovative approaches has granted many 

Indigenous cancer patients access to quality cancer care.1, 12, 52 More specifically, telehealth 

has improved clinical outcomes and social and emotional wellbeing,53 increased screening 

rates, reduced patients’ need to travel52 and promoted the provision of culturally appropriate 

care by allowing patients to receive care locally from an ACCHS and be supported within their 

local community.54 The use of telehealth may also mean that Indigenous cancer patients may 

not be faced with out-of-pocket expenses related to travel, which can present barriers in 

some cases. The expansion of tele-oncology services beyond rural and remote areas could 

be explored to increase access to treatment and improve cancer outcomes for Indigenous 

patients living in urban and regional areas. 
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Education, training and the Indigenous workforce 

Appropriate education and training opportunities for all health professionals are crucial 

because all health staff, regardless of cultural background, must be proficiently skilled to 

provide culturally competent care. In this study, several PHC participants expressed a need 

for further education on cancer types and treatment options, and most hospital staff 

expressed the need for more knowledge on Indigenous patients’ cancer needs to improve 

their understanding of these topics. According to one senior hospital specialist in this study, 

the younger generation of doctors were more likely to be aware of Indigenous health matters 

because it was often incorporated in their undergraduate degree syllabus and training. 

However, the older generation of doctors, or doctors who completed their training overseas, 

might not be aware of Indigenous matters. Thus, Indigenous health and relevant courses 

should be part of continuing professional development of all health staff working within 

hospitals, the PHC sector and the community to increase knowledge and understanding of 

health staff. The adoption of a learning culture has been emphasised as essential to the 

provision of quality care, to ensure that teams work effectively to meet Indigenous patients’  

needs.8, 21 In this context, embedding a learning culture should be a critical element in the 

provision of culturally safe cancer care for Indigenous Australians.  

As reported in Chapter Three, the study found that Indigenous health professionals in both 

PHC and hospital settings significantly contributed to the care of Indigenous cancer patients 

by increasing the accessibility of services the cultural competency of workplaces. Further, 

given the cancer pathway for Indigenous people is often complex (as described in Chapter 

Five), to be effective, it must be delivered in a culturally safe and responsive manner.7 Other 

research states that actively discussing cultural diversity can result in greater cultural 

inclusivity.55, 56 Studies with Indigenous cancer participants have also reinforced the 

importance of Indigenous health professionals, with some patients reporting that they were 
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more comfortable seeking assistance from Indigenous staff, and considered Indigenous staff 

well placed to address their unmet needs13 and help them navigate the healthcare system.41 

Organisations need to ensure that Indigenous staff are provided with adequate support and 

that care is taken to prevent excessive workloads. Non-Indigenous staff may seek advice and 

guidance from Indigenous health staff in the provision of culturally appropriate care to 

patients; this may affect Indigenous staff workloads. The significance of Indigenous health 

staff in the delivery of culturally competent cancer-care services has been acknowledged and 

appropriate mentorship, education and training opportunities and clear career pathways 

need to be provided. Staff retention incentives are essential.57 

In recognition of the importance of Indigenous health professionals in improving Indigenous 

health outcomes, a national strategic framework was developed to increase the Indigenous 

health workforce in Australia.58 The aims of the National Aboriginal and Torres Strait Islander 

Health Workforce Strategic Framework include: improving the recruitment and retention of 

Indigenous health staff, improving their skills and capacity, providing culturally safe and 

responsive workspaces, increasing the numbers of Indigenous students studying and 

completing courses that would result in health qualifications and increasing the number of 

Indigenous people employed in the health sector in Australia.58 Policies supportive of a health 

workforce that is culturally and clinically skilled are crucial, and may help ensure culturally 

safe healthcare environments that, in turn, increase the accessibility of cancer services to 

Indigenous Australians. These policies also need to ensure adequate and regular mandatory 

training of all health staff in culturally competent care, ensure that sufficient and quality 

training and development opportunities are accessible to staff at all workplaces and ensure 

that rostering allocates sufficient time for training within formal work hours. To achieve a 

culturally safe environments, organisations must be responsive to Indigenous peoples’ needs 

and commit to improving health outcomes of Indigenous peoples.57 
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Strengths and Limitations 

This dissertation provides new information on the barriers and enablers of quality Indigenous 

cancer care in PHC and hospital settings from health professionals’ perspective. It also 

presents new knowledge by increasing the understanding of the Indigenous cancer pathway 

across PHC and hospital settings. This research identifies time-points in care at which 

Indigenous patients travelling along the cancer pathway may be most vulnerable to 

experiencing a lack of continuity in their cancer care and offers strategies and 

recommendations to address identified gaps. However, the study sample size was small.  

Interviewed participants (n = 26) were from a sample of six Queensland ACCHS (nine ACCHS 

services were invited) because the two invited government-operated Indigenous PHC 

services declined to participate. Further, the focus of this thesis was the public health sector 

and hospital recruitment was from one major urban hospital only. Therefore, the study does 

not include Indigenous patients accessing cancer care and treatment utilising private health 

services and the private hospital system, or other public hospitals. In consideration of these 

limitations, care needs to be exercised in generalising the study results. However, this is an 

important study for improving the quality of cancer care provision to Indigenous patients in 

Queensland. Although this study considered the perspectives of health professionals only,  

the wider NHMRC study investigated Indigenous patients’ perspectives on cancer care 

provision. Together, these studies provide a more rounded view on cancer care provision in 

Queensland, with some overlapping similarities in findings, which included the need for more 

continuity, coordination and timely communication between PHC and hospital services, the 

significance of culturally competent cancer care and support for Indigenous patients 

throughout their cancer journey across settings and the important role of PHC services in 

providing cancer care. 



149 

Future Work 

Recommendations for future work based on my dissertation research relating to improving 

the provision of cancer care for Indigenous Australians in PHC and hospital settings are 

presented here. In brief, these recommendations include: 

• determining effective methods to standardise the identification of Indigenous and 

cancer patients in the PHC setting 

• improving collaborative and partnership approaches in cancer-care delivery to 

improve continuity and coordination of cancer care 

• determining ways to enhance the effectiveness and delivery of quality cancer care 

and culturally competent care for Indigenous Australians, which includes 

recommendations to address identified gaps along the cancer pathway. 

These recommendations may be useful to health professionals, healthcare service teams and 

healthcare service providers across settings, and researchers and policymakers. 

Identification of Indigenous patients with a cancer diagnosis is of vital importance to monitor 

progress and outcomes. Therefore, further work expanding on effective methods to 

standardise practices across the PHC setting and PCIS systems and capacities is essential,  

especially with the development of digitalisation across some health services in Queensland. 

Determining effective methods for standardised collection of such information and other 

important data to feed into larger and relevant databases, such as cancer registries, may be 

important areas for future research. Further investigation into the role of Indigenous and 

cancer-specific navigators to support Indigenous Australians is highly recommended to 

address gaps in care along the cancer pathway and meet Indigenous patients’ identified 

needs. Further, exploring the navigator role and professional responsibilities, scope and 

viability of such roles across all major cancer-treating hospitals and PHC settings in 
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Queensland should be considered to deliver cancer care continuity and assist patients to 

navigate services across healthcare settings. 

To promote collaborative and integrated cancer-care approaches across settings, future 

work exploring new or complementary models of health care and funding incentives are 

recommended. The delivery of ongoing specialist cancer-care treatment and follow-up care 

at the patient’s local PHC service as appropriate, with support from culturally competent PHC 

services, is likely to overcome barriers to accessing cancer care and treatment. Therefore, 

investigating models of care supportive of this and further research to determine 

effectiveness and viability of future cancer care and treatment options in the PHC setting for 

the Indigenous population as appropriate is also recommended. Technology also has 

significant potential to help overcome patient barriers to accessing care and help increase 

collaborative practices between services. The increased and wider use of technology-related 

models of cancer care to deliver flexible services should also be explored, and not be limited 

to Indigenous patients living in regional, rural and remote communities and locations. This 

should also be in the context of the current movement to expand and build upon the 

digitalisation of health systems in Queensland. 

To enhance the effectiveness of the quality of cancer care and delivery of culturally 

competent care, a greater understanding of Indigenous patient cancer journeys throughout 

the cancer trajectory and across settings will be valuable. Further, it would be useful to 

determine the impact and compare the effectiveness of ACCHS and government-operated 

PHC providers on the Indigenous patient cancer journey with the view to identifying 

variations and improving care. More specifically, this could involve consideration of issues 

related to cancer treatment and care accessibility, support systems, ability of services to 

identify and meet Indigenous patients’ cancer needs and patient satisfaction levels at ACCHS 

and mainstream PHC services. The establishment of cancer-specific care teams in the PHC 
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setting is an area of important future work to be conducted in the development and 

implementation of such models of care. 

The development and refinement of educational programs and tools for non-Indigenous 

healthcare staff to provide culturally competent care to Indigenous cancer patients is 

essential. This should be based on the latest available knowledge and be developed in 

partnership with service providers, Indigenous leaders, community members and cancer 

survivors. The evaluation of such programs and tools implemented in the provision of 

culturally competent care will also be important in identifying approaches that are most 

effective in addressing cultural competency levels of healthcare staff. Similarly, identifying 

PHC staff education needs on cancer-related issues and care should also be explored and 

suitable educational programs should be implemented and evaluated. 

Concluding Remarks 

The key findings identified in relation to the major aims of my dissertation research are that 

not all PHC services were able to identify Indigenous patients with a cancer diagnosis 

accessing their service using their PCIS. Further, there was no standardised approach to easily 

identify Indigenous patients with a cancer diagnosis in the PHC setting. Indigenous health 

professionals significantly contribute to the provision of follow-up cancer care by increasing 

the accessibility of these services and providing care supportive of patients’ needs. Other 

crucial factors that promote and support the delivery of quality cancer care in relation to 

communication, continuity and coordination of care for Indigenous patients include timely 

communication and information exchange; collaboration and streamlined processes; flexible 

care delivery; and patient-centred care and support. Indigenous cancer pathways are unique 

and complex, and time-points along the journey at which patients may be vulnerable to 

experiencing a lack of continuity in their cancer care could be minimised with the provision 
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of culturally competent care, higher levels of cancer care coordination between services and 

the provision of education for patients and health professionals. 

Indigenous Australians are more likely to access cancer care services that offer culturally 

competent and responsive care that is holistic and aligned to their beliefs and views of health 

and wellbeing. An environment and space in which Indigenous people feel culturally safe and 

understood, and in which services have the resources, capacity and ability to provide genuine 

quality care and support in a non-judgemental manner, is the key to providing accessible and 

quality cancer care for Indigenous Australians. PHC services play an important role in 

improving Indigenous health and wellbeing, so it is vital for specialty services, such as hospital 

cancer-care services, to involve the patients’ PHC service as a partner in the planning, 

treatment and management of care to maximise improvements in patient outcomes. To 

ensure long-term sustainability, the provision of quality cancer care to Indigenous patients’  

needs to be addressed utilising a system-wide approach. 

This PhD research identified barriers and enablers in the provision of cancer care to 

Indigenous Australians and care practices in the provision of cancer care at the PHC and 

hospital settings across several sites in Queensland. It identified strategies that health 

services have found helpful at the local level. It is hoped that the knowledge obtained from 

this study and the information presented here may be useful to healthcare staff, healthcare 

teams, health service providers, researchers and policymakers as we strive to improve cancer 

care outcomes for Indigenous Australians and contribute to closing the healthcare gaps. 

Genuine commitment and investment to address the inequities that currently exist and 

collaboration from all parties involved (patients, health professionals, organisations, leaders,  

government and policymakers) is critical to improve the cancer outcomes of the oldest 

known civilisation in the world, the First Nations people of Australia. 
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Appendix A: Semi-structured Interview Guide—for PHC Participants 
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Appendix B: Semi-structured Interview Guide—Hospital Participants 
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Appendix C: PhD Related Activities 

Community Engagement Activities 

• Assisted with one report to a PHC service based on chart review audit findings 

• Conducted /attended several meetings engagements with PHC services (face-to-face and 

via teleconference) as part of a team to discuss the wider NHMRC study and my PhD 

study  

• Invited to present my PhD research with PHC community members at one PHC service 

• Assisted in breast cancer yarning circles at several PHC services and discussed PhD 

research work with PHC service management (recruiting) 

Presentations of My PhD Work 

• Poster presentation: ‘Identification of Indigenous cancer patients in the PHC setting’ at 

World Indigenous Cancer Conference (Brisbane) [2016]  

• Poster presentation: ‘Identification of Indigenous cancer patients in the PHC setting’ at 

the Indigenous Health Conference (Canada) [2016] 

• Oral Presentation on my PhD topic at the Centre for Research Excellence in Integrated 

Quality Improvement biannual meeting (Cairns) [2015] 
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