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ABSTRACT 

 

Cancer is a major cause of morbidity and mortality for Aboriginal and Torres Strait 

Islander people (hereafter respectfully referred to as Indigenous Australians). There 

is a significant disparity in the overall cancer burden between Indigenous Australians 

and their non-Indigenous counterparts. While it is known that inequitable access to 

cancer services contributes to this disparity in cancer outcomes, little is known about 

the experiences of and challenges facing Indigenous people in accessing cancer care. 

To identify the challenges facing Indigenous Australians access to cancer care, this 

thesis examined this in two contexts: first, Indigenous cancer patients’ experience of 

gynaecological cancer care; and second, the challenges faced by Indigenous 

Australian adults with cancer in accessing and engaging with a major cancer service 

in the Northern Territory. The body of research conducted across these studies aimed 

to understand Indigenous cancer patients’ experiences of accessing and engaging 

with cancer services and to identify the key challenges they faced and suggest 

potential solutions. Understanding the experiences of Indigenous cancer patients is 

critical in reshaping cancer policy and practice to achieve equitable access to cancer 

care for Indigenous people and decrease the current disparity in the burden of cancer 

between Indigenous and non-Indigenous Australians. 

Taken together, the findings presented in this thesis identify a number of significant 

challenges facing Indigenous patients accessing cancer care, including: 

miscommunication and unsatisfactory relationships with cancer care providers; the 

intractability in the healthcare system; interpersonal and financial pressures 

associated with cancer and cancer care; a dearth of welcoming and culturally safe 
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cancer care environments; and a pervasive historically-based wariness of state-

controlled systems.  

Immediate attention is required to adapt existing cancer services to advance equitable 

access for Indigenous Australians, especially in regional and remote areas. Adapting 

services must be guided by the views and experiences of Indigenous Australians with 

cancer, in conjunction with best-practice guidelines, such as the Optimal Care 

Pathways for Aboriginal and Torres Strait Islander people, the Northern Territory’s 

Aboriginal Cultural Security Framework and the National Aboriginal and Torres 

Strait Islander Framework. 
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CHAPTER 1 INTRODUCTION 
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1.1. Overview 

Cancer is a major health priority for Aboriginal and Torres Strait Islander people (hereafter 

respectfully referred to as (Indigenous Australians) and is a leading cause of death for 

Indigenous Australians.1 Furthermore, there is a disparity in the pattern and burden of cancer 

between Indigenous and non-Indigenous Australians. For example, Indigenous Australians 

have a higher overall incidence of cancer, with poorer outcomes.1 

The overall reported cancer-related mortality rate of Indigenous Australians is higher than that 

for non-Indigenous Australians (231 deaths per 100,000 versus 166 deaths per 100,000, 

respectively). Five-year cancer survival rates are also lower for Indigenous Australians when 

compared to other Australians (48% versus 59%, respectively).2  

There are many inter-related factors that contribute to these poorer cancer outcomes for 

Indigenous Australians. For example, Indigenous Australians are more likely to experience 

poorer cancer outcomes due to having a higher number of comorbidities, such as diabetes and 

cardiovascular disease.2-4 The higher rates of certain lifestyle risk factors in Indigenous 

Australians can explain some of the cancer incidence and mortality patterns.5 However, other 

factors, such as reduced access to health care; diagnosis at later stages of cancer; limited 

knowledge of the early signs and symptoms of cancer, it’s causes and treatment options; 

financial and geographical constraints; doctor-patient miscommunication; and 

institutionalised racism in the health care system all play a role in the worse cancer outcomes 

for Indigenous Australians.4,6-9  

This introductory chapter provides a brief description of Australia’s Indigenous population, 

their health and wellbeing, and an overview of the existing evidence-base relating to the 

cancer disparities experienced by Indigenous Australians.  
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The original research presented in this thesis explores the cancer care-related experiences of 

Indigenous adults in two contextual settings: (i) a Queensland hospital-based gynaecological 

cancer service and (ii) a Regional Cancer Centre in the Northern Territory. These two 

contextual settings have been selected to enable a broad and varied exploration of aspects of 

cancer care that are likely to impact on experiences of Indigenous people with cancer. As 

such, this introductory chapter provides some background descriptions of gynaecological 

cancers and geographical issues, as well as the existing evidence-base relevant to these two 

contextual settings. This section concludes with a summary of the research aims addressed in 

this thesis. 

1.2. Indigenous Australian population 

Indigenous Australians are Australia’s First Peoples and make up approximately 2.8% of the 

total Australian population.10 Indigenous Australians comprise of two distinct culturally 

diverse groups: Aboriginal peoples and Torres Strait Islander peoples, with different cultural 

lores.11 The Indigenous population is relatively young, with a median age of 23 years, which 

contrasts to the 38 year median age of the non-Indigenous population.10 While both 

Indigenous and non-Indigenous Australians live on Australia’s eastern seaboard, Indigenous 

Australians are ten times more likely to live in remote areas than their non-Indigenous 

counterparts (Figure 1).12  
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Figure 1.1: Indigenous population clusters, 2011. Adapted from Australian Institute of Health and Welfare. The 

Health and Welfare of Australia’s Aboriginal and Torres Strait Islander people. In: Australian Institute of 

Health and Welfare, ed. Canberra Australian Government; 2015. 

Many of Australia’s Indigenous people face significant social disadvantage as a result of an 

enduring legacy of colonisation. Through historical and ongoing colonialism, the health of 

Indigenous peoples is adversely affected by marginalisation, loss of autonomy, and poorer 

access to health, education, and other services.8 Indigenous Australians are also more likely to 

live in households with multiple families living in the one dwelling (5.1% of Indigenous 

families live together versus 1.8% of non-Indigenous families) and have lower employment 

rates compared to non-Indigenous Australians; both of which are indicators of social 

disadvantage.13,14  

1.3. Aboriginal and Torres Strait Islander Health 

The overall gap in life expectancy between Indigenous and non-Indigenous Australians 

continues at unacceptable levels. The United Nations have expressed concern regarding the  

continuing wide gap in health status between Indigenous and non-Indigenous Australians.15 

Between 2015-2017, the life expectancy estimates for Indigenous Australians were lower than 
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their non-Indigenous counterparts, with males 8.6 years lower (71.6 years compared with 

80.2, respectively) and females 7.8 years lower (75.6 compared with 83.4, respectively).16 

Furthermore, Indigenous people living in remote regions have a lower life expectancy than 

those who live in major cities.1 The life expectancy of Indigenous males living in remote 

regions is 65.9 years, 6.2 years less than those living in major cities (72.1 years). Similarly, 

the life expectancy of Indigenous women living in remote regions is 69.6 years, 6.9 years less 

than those living in major cities (76.5 years).17 Closing this gap in life expectancy has been a 

longstanding human rights challenge for Australian governments.7,18 

Factors that are thought to contribute to this disparity in life expectancy include; behavioural, 

psychological, socioeconomic, and environmental factors. Indigenous Australians aged 15 

years and over are 2.6 time more likely to smoke tobacco than other Australians.19,20 

Indigenous Australian adults are 2.7 times more likely than their non-Indigenous counterparts 

to have levels of psychological stress.19 Almost one third (30%) of Indigenous Australian 

adults have been assessed as having high or very high levels of psychological stress.19 

Ongoing, transgenerational psychological and emotional harm has resulted from the forced 

removal of children from families and communities, which may have led to substance abuse 

and antisocial and risk-taking behaviours.21 

These underlying causes of poor health need to be considered in the historical context of 

government policies and attitudes that set out to exclude and disempower Indigenous 

Australians from their land, culture, and rights as Australians.22 Given this context, there has 

been a reluctance by many Indigenous Australians to access health care, which has often led 

to later diagnosis and poorer outcomes for Indigenous people.19,23 
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1.3.1. Indigenous Australians views of health. 

Indigenous Australians’ notions of health are different than those of Western biomedicine. 

Health for Indigenous Australians, as defined by the National Aboriginal Health Strategy 

(NAHS), is concerned with more than just the physical wellbeing of a person; it encompasses 

the social, emotional, and cultural wellbeing of the entire community. This is a whole-of-life 

view, and it also includes the cyclical concept of life-death-life.24 

1.3.2. Cancer and Indigenous Australians. 

Cancer is a significant cause of illness in Australia: current estimates are that 145,000 people 

will be diagnosed in 2019, with a projection of 50,000 deaths from cancer.25,26 

Australian cancer patients have one of the highest survival rates in the world.27 New vaccines, 

early detection programs and advances in treatments will continue to drive further 

improvements in Australia.27 While  Australia’s non-Indigenous population is benefiting from 

these advances, Indigenous Australians have not benefitted in the same way. In 2010-2014, 

Indigenous cancer patient chances for surviving at least 5 years was at 48% compared to 59% 

for non-Indigenous Australians.28 

Cancer is the second leading cause of death among Indigenous Australians.29There is a 

growing disparity in the burden of cancer between Indigenous Australians and non-

Indigenous Australians.27,30,31 While the cancer mortality rate for non-Indigenous Australians 

has decreased by more than 13% from 1998 to 2015, this rate for Indigenous Australians 

increased by 21% over the same period.32 These diverging trajectories in the cancer mortality 

between Indigenous and non-Indigenous Australians are concerning and are driven by a 

variety of disparities.3,33 
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As mentioned in Section 1, the pattern of cancer incidence for Indigenous Australians differs 

from non-Indigenous Australians, with cancers that are both largely preventable (e.g. cervical) 

and cancers that have substantially worse outcomes (e.g. lung, liver) being more prevalent 

among Indigenous Australians.34 The ten most common cancers among Indigenous 

Australians are lung; breast; colorectal; prostate; head and neck; liver; lymphoma; uterine; 

leukemia; and cancers from an unknown primary.34  

1.3.2.1. Gynaecological cancer in Indigenous Australian women. 

In Australia, between 2004 and 2008, 332 Indigenous Australian women annually were 

diagnosed with gynaecological cancers, which include cervical, ovarian, uterine, vaginal, 

vulval, fallopian tube and placenta cancers.2,24,33 Cervical and uterine cancers are amongst the 

ten most commonly diagnosed cancers among Indigenous women.33 Indigenous Australian 

women are more likely to be diagnosed at a younger age with a gynaecological cancer type 

than non-Indigenous women.35 One of the challenges of gynaecological cancers is their vague 

and mild symptoms; one factor associated with late diagnosis of gynaecological cancers, 

especially ovarian cancer.36  

Indigenous females are 2.5 times more likely to develop cervical cancer and 1.6 times more 

likely to develop uterine cancer than their non-Indigenous counterparts.37 Indigenous women 

also have higher mortality and are 3.8 times more likely to die from cervical cancer than non-

Indigenous women and have a lower 5-year survival rate (51%) when compared to non-

Indigenous women (67%); and have twice the risk of dying from ovarian cancer.3,29  

Disparities in survival have also been reported in a matched cohort study in Queensland, 

providing evidence that Indigenous women have a lower chance of survival at one year after 

diagnosis of gynaecological cancer [HR], 1.89; 95% [CI], 1.06-3.38).38 This study revealed 

that of the 51 women who died in that first year after diagnosis, 34 (67%) were Indigenous 
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women and 17 (33%) were non-Indigenous women.38 The reasons for the lower survival rate 

of Indigenous Australian gynaecological cancer patients is likely to be multifactorial and may 

include later stage diagnosis due to the vague nature of symptoms and reduced access to and 

uptake of treatment.39,40  

1.3.2.2. Cancer among Indigenous Australians in the Northern Territory. 

In the Northern Territory (NT), the all-cancer incidence is lower than that of total cancer 

incidence within Australia (434 and 470 per 100,000 people, respectively).41 While the all-

cancer incidence rate was lower for Indigenous Australians when compared to their non-

Indigenous counterparts, in the NT, the cancer-related mortality rate was significantly higher 

for Indigenous Australians compared to non-Indigenous counterparts in the NT (189 non-

Indigenous and 258 Indigenous, per 100,000, respectively).41  

1.4. Factors affecting cancer outcomes for Indigenous Australians 

Previous research has identified several factors that contribute to the cancer disparities 

experienced by Indigenous Australians.30,31,42,43 These factors are complex and inter-related. 

An overview of existing evidence relating to these barriers is described in the following 

paragraphs. 

1.4.1. Cancer risk factors and health behaviours. 

Tobacco smoking, lack of sufficient physical activity, and obesity are all risk factors of 

cancer. The rate of tobacco smoking within the Indigenous Australian population was 2.7 

times higher than that of non-Indigenous Australians between 2014 and 2015.44,45 Age-

standardised data on physical activity indicates that about 2 in 3 (64%)  Indigenous adults 

aged 18 and over residing in non-remote regions were not sufficiently active  compared to 
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56% for non-Indigenous Australians.45,46 Obesity rates were higher for Indigenous 

Australians, with Indigenous females and males being 1.7 and 1.4 times more likely to be 

obese, respectively, to their non-Indigenous counterparts.45  

1.4.2. Cancer screening programs. 

Cancer screening is aimed at early detection and prevention of cancer. In Australia, there are 

three national population cancer screening programs: BreastScreen Australia aims to reduce 

illness and mortality related to breast cancer in the targeted 50-74year age group. The 

National Bowel Cancer Screening Program (NBCSP) is offered to people aged between 50 

and 74 years of age. The National Cervical Screening Program (NCSP) provides routine 

cervical screening through five-yearly human papillomavirus (HPV) based cervical screening 

to women aged 25-74 years, which began in December 2017.47  

Indigenous Australians participation in all three of these screening programs is lower than 

their non-Indigenous counterparts.33 For example, participation in BreastScreen Australia for 

Indigenous women is 39% compared with 54% for non-Indigenous women; and 23.5% and 

40% respectively for Indigenous and non-Indigenous Australians in the NBCSP.48,49 In the 

National Cervical Screening Program monitoring report 2019, the first  report for the renewed 

National Cervical Screening Program, an estimation of cervical screening by Indigenous 

status is not possible due to incomplete Indigenous status data.47 

1.4.3. The historical, socio-cultural, and political context. 

The barriers to Indigenous Australians accessing and participating in cancer care must be 

considered within the broader sociocultural and political context.8 These being the ongoing 

oppression Indigenous Australians have faced since Colonisation, including dispossession of 

land and culture, and historical racism has resulted in the mistrust of government policies, 
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practices, and systems.50 This has culminated in Indigenous Australians’ widespread distrust 

of healthcare systems, including cancer care and treatment services.50-53 The Royal 

Australasian College of Physicians (RACP) has identified health inequities as being 

‘avoidable’ and ‘systemic’54, recent experiences with health policy continue to result in 

Indigenous Australians being less likely to access services, including screening services, than 

non-Indigenous people.23,50  

1.4.4. Health system issues. 

Health system issues, such as a lack of access to primary and tertiary health care services, 

particularly in remote and regional areas, have contributed to poorer cancer outcomes for 

Indigenous Australians. The means by which Western health systems are designed and 

delivered, such as to provide specialised, disease-focused medical care, is very different from 

Indigenous holistic views of health and care.  

Financial, linguistical, geographical, and cultural barriers have also contributed to reduced 

access to health care.33 These and related issues will be discussed in the following paragraphs. 

1.4.5. Logistical issues. 

Several factors have been identified in the existing literature regarding logistical challenges 

facing Indigenous Australian accessing cancer care. These include transport issues; costs 

associated with relocating for treatment; timely access to preventative care; leaving family 

and community; lack of support; and lack of appropriate accommodation.  

Though many Indigenous Australians live in rural and remote parts of the Northern Territory 

and Queensland, most cancer treatment facilities are located in urban locations. Indigenous 

people requiring cancer treatment must, therefore, temporarily relocate from regional and 

remote areas to access treatment.55-58  
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Many Indigenous cancer patients and escorts rely on transport services to attend specialist 

medical, surgical, and radiation oncology services.59 The Patient Assistant Transport Scheme 

(PATS) is a program that subsidises travel and accommodation.60 To be eligible, patients must 

have a referral, live more than 200 km from the nearest approved specialist, and must travel 

more than 400 km per week for oncology treatment. Significant difficulties and 

misunderstandings around patient eligibility and the claiming process have resulted in 

additional out-of-pocket expenses and financial burden for Indigenous patients.60-63  

As local respite and cancer care services are often not available, following cancer treatment, 

geographical issues continue to exist for patients who wish to return to Country (traditional 

homelands).64 The lack of such services impact patient recuperation and add to the burden on 

patients and their family and community.65  

1.4.6. Communication and access to culturally appropriate information. 

Previous studies have identified two major barriers to effective communication with 

Indigenous cancer patients that make communication fraught with misinterpretation and 

confusion.9,53,66,67 Firstly, non-Indigenous cancer care professionals have limited knowledge 

of Indigenous cultural needs and competing cancer care needs, and secondly, Indigenous 

cancer patients lack an understanding of Western medical systems. 

Effective doctor-patient communication is crucial, particularly in cancer care, where treatment 

regimens can be complex.4 Effective cross-cultural communication ensures that Indigenous 

cancer patients understand the information provided by health care professionals regarding 

their diagnosis and treatment recommendations and options.  

Doctor-patient communication has been shown to impact on Indigenous patients’ engagement 

with the cancer service and subsequent treatment.67 Failure to communicate appropriately and 

effectively can result in Indigenous patients’ failure to uptake or complete their cancer 
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treatment. This is often incorrectly perceived as a non-compliance issue rather than an 

ineffective communication issue. Shahid et al. report several areas that require the attention of 

health service providers in communicating and caring for Aboriginal people in the hospital 

setting.4 These include being culturally sensitive and empathetic and acknowledging and 

respecting Indigenous family structures and ways of making decisions, as well as their life 

circumstances and the importance of history, land, and community. In addition, it is crucial 

that health care providers understand the significant role of non-verbal communication.4 

Indigenous patients are often not as health literate as their non-Indigenous counterparts, which 

may be due to English not being their first language or limited engagement with education 

due to geographical isolation.53 There is a reported lack of culturally appropriate information 

for Indigenous cancer patients, and though some information has been provided, it has not 

always been comprehensive or clearly understood.4 Indigenous patients have also reported 

that health care professionals failed to explain why medication has been prescribed, what their 

effects will be, and failed to provide information regarding the importance of attending 

appointments.4  

1.4.7. Cultural values and beliefs. 

Indigenous cultural values and beliefs differ from those of non-Indigenous Australians. For 

example, for Indigenous Australians, ‘Country’ is seen as an extension of the self and is 

connected to their cultural laws and ways of being and living. Thus, being away from 

‘Country’ and their community can cause great distress for Indigenous cancer patients.64  

Indigenous people often hold the belief that cancer is contagious and shameful. Shame in 

Indigenous culture is a powerful emotion that results in loss of extended self.9,68,69 Indigenous 

Australians also prioritize family and cultural responsibilities over one’s own health.67 
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Addressing these multi-factorial issues requires multi-level solutions in management, care and 

service provision to better meet the cultural and practical needs of Indigenous Australians.  

1.5. Thesis overview 

In order to redress the inequities in cancer outcomes for Indigenous Australians, it is 

necessary to understand the challenges to equitable access to cancer services for Indigenous 

Australians. The overall aim of this thesis is to determine the challenges experienced by 

Indigenous Australians in having equitable access to cancer services, how these challenges 

impact on their ability, their willingness to participate in prescribed cancer treatments, and 

how these challenges can be overcome.  

1.5.1. Objectives 

The specific objectives addressed by the studies in this thesis are to understand: 

1. Indigenous Australian women’s experiences of gynaecological cancer care (Chapter

Two); and

2. Challenges faced by Indigenous Australians with cancer in accessing and engaging

with a major cancer service in the Northern Territory (Chapter Three).

The specific methods used in each project are described in the respective chapters. 
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CHAPTER 2 DOES GYNAECOLOGICAL CANCER CARE 

MEET THE NEEDS OF INDIGENOUS AUSTRALIAN 

WOMEN? QUALITATIVE INTERVIEWS WITH PATIENT 

AND CARE PROVIDERS 
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2.1. Preface 

The primary focus of Chapter Two is to gain an understanding of the cancer care needs of 

Australian Indigenous women diagnosed with gynaecological cancer. This chapter achieves 

this by presenting the findings of a qualitative analysis of interviews conducted with 

Indigenous women receiving cancer care and their care providers from a large Queensland 

metropolitan hospital. Interviews were transcribed and thematically analysed using an 

Interpretative Phenomenological approach enabling a multi-layered contextualised 

understanding of patient experience and interaction with tertiary cancer services.1,2 

Chapter Two has been written as a journal article, of which I am the principal author. It has 

been published in BMC Health Service Research and is presented here in its entirety. The 

semi-structured interview schedules used to guide the interviews with health care providers 

and Indigenous cancer patients are included as supplementary material (see Appendices A and 

B). 

Marcusson-Rababi B, Anderson K, Whop LJ, Butler T, Whitson N, Garvey G. Does 

gynaecological cancer care meet the needs of Indigenous Australian women? Qualitative 

interviews with patients and care providers. BMC Health Services Research. 2019;19(1):1-2. 

2.2. Statement of authorship 

The contributions of all co-authors are outlined below. Additionally, all co-authors have 

emailed written approvals concerning their contributions towards the manuscript, their 

approval for the final manuscript and the inclusion of the manuscript in this thesis. 
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2.3. Author contributions 

All authors have read and approved the manuscript. B. Marcusson-Rababi contributed to data 

collection, analysis, writing, and reviewing the manuscript. K. Anderson contributed to 

project management, data collection and analysis, writing, and reviewing the manuscript. L. 

Whop contributed to the data analysis and reviewing the manuscript. T. Butler contributed to 

reviewing the manuscript. N. Whitson contributed to data collection and reviewing the 

manuscript. G. Garvey contributed to project design, project management, data analysis, 

writing, and reviewing the manuscript. 
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CHAPTER 3 CHALLENGES TO EQUITABLE ACCESS TO 

CANCER SERVICES FOR ABORIGINAL AUSTRALIANS 

IN THE NORTHERN TERRITORY  
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3.1. Preface 

The primary focus of Chapter Three is to examine Indigenous cancer patients’ engagement 

with and access to cancer services. This chapter achieves this by presenting the results of a 

secondary analysis of data collected from a large cross-sectional study investigating 

psychosocial aspects of cancer care for adult Indigenous cancer patients receiving care at a 

large hospital-based cancer service in the Northern Territory. The author conducted a thematic 

analysis on data from semi-structured interviews with Indigenous cancer patients to 

understand the challenges they experience in achieving equitable access to cancer care. 

Chapter Three has been written as a journal article, of which I am the principal author. It is 

currently under review for publication with the Journal Rural and Remote Health and is 

presented here in its entirety. The semi-structured interview schedules used to guide the 

interviews with Indigenous cancer patients are included as supplementary material (see Thesis 

section C: Appendix). 

Marcusson-Rababi B, Anderson K, Whop LJ, Butler T, Diaz A, Garvey G. Challenges to 

equitable access to cancer services for Aboriginal Australians in the Northern Territory.  

3.2. Statement of authorship 

The contributions of all co-authors are outlined below. All co-authors have emailed written 

approvals concerning their contributions towards the manuscript, their approval for the final 

manuscript and the inclusion of the manuscript in this thesis. 

3.3. Author contributions 

All authors have read and approved the final manuscript. B. Marcusson-Rababi contributed to 

data analysis, writing, and reviewing the manuscript. K. Anderson contributed to project 
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management, data analysis, writing, and reviewing the manuscript. L. Whop and A. Diaz both 

contributed to the data analysis and reviewing the manuscript. G. Garvey contributed to 

project design, project management, data analysis, writing, and reviewing the manuscript. 

  



 

42 

3.4. Article under review 

Title: Challenges to equitable access to cancer services for Aboriginal Australians in the 

Northern Territory 

Authors: Marcusson-Rababi B1, Anderson K1, Whop L1, Butler T1, Diaz A1, Garvey G1  

Affiliations: 1 Menzies School of Health Research, Level 10, East Tower, 410 Ann Street, 

Brisbane QLD 4000 

Abstract 

Background: There is a growing disparity in the burden of cancer between Aboriginal and 

Torres Strait Islander and non-Indigenous Australians, which is in part associated with lower 

engagement with cancer care. Aboriginal people make up a significant component of the 

Northern Territory’s total population. Due to the Northern Territory’s vast geography and 

diverse cultural and language groups, many Aboriginal people who live there face particular 

challenges in accessing and engaging with healthcare and specialist services. This study 

aimed to explore Aboriginal cancer patient’s experiences of care and challenges in accessing 

and engaging with cancer services in the Northern Territory. 

Method: Semi-structured interviews were conducted with 75 Aboriginal cancer patients 

receiving cancer treatment in the Northern Territory. These interviews were undertaken as 

part of a larger study investigating supportive care needs. We undertook a thematic analysis 

on the interview data relating to the challenges or problems experienced by patients since 

their cancer diagnosis. 

Findings: One quarter of participants reporting missing cancer-related treatment and follow-

up care appointments in the past. Our analysis revealed five key issues that impacted patients’ 
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ability to access and engage with cancer treatment, which were: dislocation from support; 

worrying for home; pressure on families; transport and accommodation challenges; and the 

experience of cancer diagnosis and treatment. Many of these issues were exacerbated for 

patients who relocated from remote communities for treatment. 

Discussion: This study highlights a range of challenges facing Aboriginal cancer patients 

accessing cancer treatment in the Northern Territory. Improving communication and access to 

appropriate support, accommodation and transport for these patients is needed. Such 

improvements will foster stronger engagement between cancer services and Aboriginal cancer 

patients, which will enable Aboriginal people to benefit more fully from specialist cancer 

services. 

Keywords 

Support services, Cancer, Aboriginal People, Indigenous Australians, Northern Territory 

Introduction 

Cancer is a major cause of morbidity and mortality in Australia, and there is a growing 

disparity in the cancer burden between Aboriginal and Torres Strait Islander people 

(respectfully referred to hereafter as Aboriginal) and non-Indigenous Australians.1-3 In the 

Northern Territory, while the age-standardized incidence rate of cancer was comparable 

between Aboriginal and non-Aboriginal Australians between 2009-2013 (451 cases per 

100,000 compared with 460 per 100,000) the overall cancer mortality rate in the Northern 

Territory was significantly higher (331.3 deaths per 100,000 for Aboriginal and Torres Strait 

Islander people, compared with 187 per 100,000 for non-Indigenous Australians).4 This is 

likely due in part to barriers in access to health services and optimal cancer care, indicated by 

the lower hospitalization rate in the Northern Territory for cancer for Aboriginal people (10 
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per 1,000 compared with 14 per 1,000), less use of private medical services, and less uptake 

and completion of curative treatments.5,6  

Previous research has identified a range of factors that impact on access to cancer services for 

Aboriginal people, including: difficulties navigating the health system; low health literacy and 

knowledge and perceptions of cancer as a death sentence; logistical impediments; remote 

living location; gaps between primary and tertiary health care; a historically-based wariness of 

state-controlled organisations; differing health paradigms between the health system and 

Aboriginal people; and cultural and language differences between Aboriginal patients and 

mainstream tertiary health services 1,7-13 The impacts of many of these factors are likely to be 

exacerbated in the Northern Territory due to the cultural and linguistic diversity, the remote 

living location of many Aboriginal people in the Northern Territory, and the urban location of 

the main cancer services in the Northern Territory, which means that many Aboriginal people 

with cancer must travel long distances to access treatment.14-16 In spite of these considerable 

challenges to accessing and engaging with optimal cancer care, little is known about 

Aboriginal patient experiences in accessing cancer treatment in the Northern Territory. 

Understanding patient experiences of receiving cancer care is necessary to identify gaps in 

service provision and subsequently developing strategies to address these gaps.17,18 In order to 

redress the inequities in cancer outcomes for Aboriginal Australians, it is necessary to 

understand the challenges faced by this population in engaging with cancer treatment services 

and identify where the gaps are in the provision of optimal and culturally safe cancer care. 

This study aims to address this significant gap by exploring the challenges faced by 

Aboriginal people with cancer in accessing and engaging with a large cancer service in the 

Northern Territory.  
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Methods 

Reporting of the research adheres to the Consolidated Criteria for Reporting Qualitative 

Research (COREQ).19  

Design, participants and setting 

This paper reports findings from a Northern Territory sub-study conducted within a multi-

centre, cross-sectional study. The multi-centre study aimed to quantify the extent and nature 

of the unmet supportive care needs of Aboriginal and Torres Strait Islander people diagnosed 

with cancer, across five Australian states and territories, using a validated and culturally-

appropriate Supportive Care Needs Assessment Tool for Indigenous Peoples (SCNAT-IP) 

tool.17,20 Given the Northern Territory is unique from the other states and territories, in terms 

of demographic and geographic characteristics, additional questions were asked of the 

participants in this jurisdiction to better understand their experiences of cancer care.  

During August 2013 to August 2015, Aboriginal adults who were within five years of their 

cancer diagnosis and attending a major cancer care centre in the Northern Territory for their 

cancer treatment and follow-up appointments were invited to participate. Patients were 

approached by staff at the cancer care centre and invited to participate. If they agreed, a 

consent form was signed, and a time was agreed to conduct the interview.  

Data collection 

Data was collected from participants via face-to-face structured interviews conducted by 

trained interviewers not involved in the provision of care to patients. Participants were asked 

open-ended questions relating to their experiences of cancer and cancer treatment, the 

challenges they faced since their cancer diagnosis and reasons for missing appointments at the 

cancer service. Participants’ responses were written directly into the data collection form by 
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the interviewers at the time of interview. The interviewer also collected patient self-reported 

socio-demographic information (e.g. date of birth, community of residence, marital status 

etc.). Clinical data such as cancer type; date of diagnosis; cancer stage; comorbidities; 

treatment (reported as planned, current or completed) was abstracted from medical charts 

using a standard form.  

Data analysis 

The paraphrasing of the open-ended participant responses was entered into a spreadsheet for 

analysis (BM). Two researchers (BM, KA) employed an interpretive phenomenological 

approach to analysing the data; whereby understanding participants’ ‘lived experience’ of 

cancer treatment was the primary aim of the analysis.21 Data was coded line-by-line by BM 

and KA to identify emerging themes and develop theme structure. A full thematic analysis 

was conducted iteratively via group discussion and negotiation (involving BM, KA, LW, GG; 

three of whom are Aboriginal and Torres Strait Islander researchers) to identify overarching 

themes and subthemes. The results of the analysis are reported here.  

Socio-demographic and clinical data were categorised and summarised using descriptive 

statistics using the statistical software package STATA (StataCorp. 2019. Stata Statistical 

Software: Release 16. College Station, TX: StataCorp LLC.).  

Ethical approval 

The study was approved by the Human Research Ethics Committee of the Northern Territory 

Department of Health and Menzies School of Health Research (HREC-2013-2038). 
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Results 

Of 163 eligible patients identified, 75 (46%) patients were recruited into the study and 

interviewed, 19 (12%) declined participation and 69 (42%) patients were missed due to 

cancellation of appointments, inability to contact the patients, and the lack of staff to approach 

and recruit patients when they were attending appointments. Participant demographic and 

clinical characteristics are described in Table 1. One-quarter (n=19) of participants reported 

that they had missed at least one of their cancer-related appointments, including appointments 

for treatment and follow-up care. Those who reported missing at least one cancer-related 

appointment in the past were similar to those who had not, except that there were less likely to 

have children, be in paid employment, and diagnosed with localized cancer and were more 

likely to speak an Indigenous language as their main language at home and live in very 

remote and remote areas (due to small numbers data are not shown).  

Five key themes were identified: i) dislocation from support; ii) worrying for home; iii) 

pressure on families; iv) transport and accommodation challenges; and v) the experience of 

cancer diagnosis and treatment and these are described in detail below. The overarching issue 

across these themes was the common dislocation from support and community when 

accessing necessary cancer treatment, compounded by a lack of understanding of the 

requirements for such treatments. This reflects the vast majority of participants (85%) who 

lived in remote or very remote areas and were required to temporarily relocate to Darwin to 

access cancer treatment.  

Dislocation from support 

Support from family, friends, or a carer emerged as an important factor in how participants 

dealt with their cancer diagnosis and treatment. Access to support was a particularly difficult 

issue for those participants who had to relocate to Darwin for cancer treatment. Some 
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participants reported that they had access to good family support, which greatly assisted them 

to cope. Most participants reported feeling positive when family members were able to travel 

with them as an ‘escort’ when attending hospital appointments. As one participant reported, 

“all good, all okay for me, I have my sister with me” [Female 02]. 

While families were generally reported as supportive, many participants described not having 

enough support to cope with the demands of their cancer treatment. For some participants, 

family members were unable to be with them in Darwin as an escort; with some families 

living over a 16-hour drive or a very expensive flight away from the nearest cancer treatment 

centre. Additional reasons for family being unable to escort the participant to their cancer 

appointments included family illness, childcare or community responsibilities, and a lack of 

accommodation for relatives in Darwin. One participant identified their major challenge in 

coping with their cancer diagnosis and treatment was, “not having family with me when I have 

my treatment” [Male 01]. 

Without appropriate support, some participants described feeling abandoned and alone. Some 

participants reported feeling so unwell that without assistance from family or an escort they 

were simply unable to attend their appointments. Low emotional states caused some 

participants to miss appointments; as one participant explained, she had missed appointments 

because she was “feeling a bit lonely to come by myself” [Female 03]. Other participants 

reported concerns about not having a carer or escort to wake them up to attend hospital 

appointments. Without a support person, some participants felt worried about their 

community, as they were isolated and could not get news from home. 

Some participants were upset when their carer was unable to stay with them in the same 

accommodation. As one woman explained, ‘when I need sometimes for my carer to stay’ 

[Female 04]. Another participant reported on the physical challenges they experienced 
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without the support of a carer at home as they felt unsteady and had difficulty balancing since 

undergoing chemotherapy. 

Worrying for home 

Many participants were concerned about leaving home to travel to treatment and being away 

from their families and communities. One participant explained, ‘[I am] worrying about my 

family and young grandchildren’ [Male 02], while another stated: “not worrying about my 

cancer, but instead looking after and worrying about my family. Family are more important. 

Don’t worry about cancer, don’t think about it, let it fade away" [Female 05]. Participants 

described concerns about the safety and whereabouts of relatives in their care, often children 

and/or elderly parents. 

The need for some participants to return to community for Sorry Business1 and other family 

responsibilities meant they missed diagnostic procedures. One participant described that they 

had discharged themselves from hospital to return home for Sorry Business, resulting in 

multiple missed chemotherapy treatments. This exemplified the competing priorities 

participants faced, which meant choosing between attending to family responsibilities and 

participating in cancer treatment. Sometimes participants were concerned about the problems 

in their family or community escalating in their absence. Participants described feeling 

pressure to be involved in family issues while they were unwell and undergoing demanding 

cancer treatments. Others described worries about their house and belongings being left 

vulnerable. One participant explained, ‘people take our things while we are away’ [Male 03]; 

a concern exemplified due to the fact that this man had to leave his community so hurriedly to 

commence cancer treatment. 

                                                 
1 Sorry Business refers to a period of cultural practices and protocols associated with death. 
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Pressure on families 

Participants reported that their cancer placed a variety of pressures on their family – including 

financial strain, changes in role, and emotional stress. Several participants described an 

increase in the financial stress on them and their family. Some felt it was often impossible to 

plan travel to attend cancer treatment in advance, due to the short notice and urgent need to 

commence treatment. One participant suggested that this made it difficult to manage the 

family budget and stay out of financial distress. Access to financial and housing support in 

Darwin was not always timely, with many participants describing having to live in 

overcrowded or unsuitable housing while waiting for emergency public housing to become 

available. The additional costs to participants being away from community while in Darwin 

for treatment meant that money for basic living expenses was difficult to come by.  

After a cancer diagnosis, participants sometimes had to stop work. One participant expressed 

that this caused financial hardship as he had been for the primary source of income for his 

family. Another participant described, “my daughter had to leave her job” [Male 04] to care 

for her father full-time, suggesting that multiple sources of family income could be affected 

by a cancer diagnosis. Some participants described the emotional toll of such financial stress; 

one participant described feeling shame for not being able to afford basic living and transport 

costs, after having to reduce their work hours due to their cancer diagnosis. 

Transport and accommodation challenges 

The cost and logistical challenges of travel and accommodation also presented significant 

adversities to participants. Some participants stayed at hostels in Darwin while undergoing 

their cancer treatment, where bus transportation was usually available. Participants described 

experiences of missing hospital appointments due to logistic or communication problems 

associated with their accommodation and/or transport in Darwin, including: wheelchair access 
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issues; escorts being forgotten; failure to collect a participant after a flight from a remote 

community, and communication mix ups at hostels about bus times. 

Several participants expressed not liking to stay in hostels due to overcrowding and the 

chaotic environment. One participant reported insufficient food being available to hostel 

residents. Another participant reported that the hostel location was far from shops and had 

high fences and security, which felt like being in a compound [Female 06]. In general, most 

participants expressed dissatisfaction with living at the hostel due to unfamiliar and 

unpleasant food; accommodation being unsuitable for family living; a lack of privacy; and 

poor standard of accommodation particularly during the wet season. One participant found it 

particularly difficult to arrange suitable travel and accommodation as they were travelling 

with their young child and stressed that more suitable accommodation should be provided to 

patients with families.  

Experience of cancer diagnosis and treatment 

For some participants, receiving their cancer diagnosis came as a shock, as they had no 

understanding of how they got cancer. Some participants reported feeling overwhelmed by 

the demands of treatment and reported little to no understanding of cancer symptoms and 

treatment requirements. One participant stated, “everything . . . [is] all a bit overwhelming. … 

I didn’t even know I had the cancer” [Male 06]. 

As expected, some participants reported pain and discomfort associated with their cancer 

treatments. Additionally, some reported difficulty coping with the time commitment of their 

cancer treatment; as one participant reported: “[radiation] takes up a lot of my days and time” 

[Female 06]. Remembering treatment schedules was another challenge. As one participant 

described his frustration and confusion despite receiving reminder calls from the clinic, “I 
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don’t know what time I need to do things. They [staff at the cancer clinic] keep calling, 

calling, calling” [Male 07].  

Communication arose as an important challenge, with several participants expressing 

uncertainty about the nature of the treatment and what they were expected to do. One 

participant, who left the ward without medication and with a catheter in situ, commented that 

they were, “not understanding about what is happening to me, not understanding about being 

able to remove the catheter after surgery, [and go] back at community” [Male 08]. Another 

participant reported that hospital staff did not explain what medications they were taking, so 

the participant described spitting out the tablets after the hospital staff had left. 

Discussion 

The findings of this study reveal that Aboriginal cancer patients in the Northern Territory 

experience significant challenges in accessing and engaging with cancer care and that cancer 

services are not meeting the complex needs of this patient population. A significant challenge 

for participants was related to the distance between the cancer treatment centre and their home 

communities, which hindered their ability to attend cancer treatments and follow-up 

appointments. 

The lack of support experienced by many participants in this study echoed the findings of a 

Queensland study where social support mechanisms were of particular importance to 

Aboriginal and Torres Strait Islander people with cancer due to their rural and remote 

locations and longer than average duration of in-hospital care.22 The significant concerns 

experienced by participants in this study - including worrying about people and issues back in 

their home community, as well as worry about the emotional and financial strain on their 

families – is in line with previous research findings that financial and support problems are 
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the most commonly reported unmet needs among Aboriginal and Torres Strait Islander cancer 

patients.20,23 

Logistic difficulties around transport and accommodation caused undue stress for participants 

while they were also trying to cope with their cancer diagnosis and subsequent treatment. 

Furthermore, the trauma surrounding diagnosis and treatment was exacerbated for our 

participants by poor communication from health staff. These findings resonate with studies 

conducted in Western Australia and New South Wales where practical and logistical issues, 

together with ineffectual clinical communication, were identified as key barriers to Aboriginal 

and Torres Strait Islander people accessing and engaging with cancer treatment.12,13,24  

Given the increasing disparity in cancer outcomes for Aboriginal and Torres Strait Islander 

people, the range and severity of barriers to cancer care identified in this study suggest that 

urgent attention is required to adapt cancer services to better meet the needs of Aboriginal 

people in the Northern Territory. These changes must be informed by the views and 

experiences of Aboriginal people with cancer, together with best-practice guidelines, such as 

the newly developed Optimal Care Pathways (OCP) for Aboriginal and Torres Strait Islander 

people and the Northern Territory’s Aboriginal Cultural Security Framework, to ensure that 

Aboriginal people in the Northern Territory have access to high-quality and culturally safe 

cancer care.25-30  

Further research is urgently needed to understand where the health system is failing to achieve 

the OCPs for cancer for Aboriginal and Torres Strait Islander people in the Northern 

Territory. Highlighting these departures from optimal care will identity and prioritize the 

areas and issues that require the most urgent attention. More broadly, future research should 

be guided by the research priorities identified in the National Aboriginal and Torres Strait 

Islander Cancer Framework.31 
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Limitations 

This study is limited by the fact that the questions were not originally intended for in-depth 

interviews which means that the interviewer did not extensively explore the issues identified. 

In addition, the interviewers were non-Indigenous, which might have influenced the 

likelihood of Indigenous patients reporting negative experiences about the health service, 

which may be in part be due to historical relationships. Despite these limitations, this study 

adds to the limited evidence base by identifying a range of specific service and logistic issues 

for Aboriginal cancer patients.  

Conclusions 

This study has highlighted the many complex challenges facing Aboriginal cancer patients in 

the Northern Territory. A deeper understanding of these challenges, and their attendant 

solutions, is urgently needed to address the cancer inequities facing Aboriginal people in the 

Northern Territory.  

Acknowledgements 

We gratefully acknowledge the support of the study participants and the participating study 

site. This study was undertaken under the auspices of the National Health and Medical 

Research Council (NHMRC) funded Centre of Research Excellence (CRE) in Targeted 

Approaches To Improve Cancer Services for Aboriginal and Torres Strait Islander 

Australians (TACTICS; #1153027), the NHMRC-funded CRE DISCOVER-TT (#1041111), 

and the Cancer Council NSW STREP Ca-CIndA (SRP 13-01; with supplementary funding 

from Cancer Council WA). The views expressed in this publication are those of the authors 

and do not necessarily reflect the views of the funding agencies. 



 

55 

BM was supported by a TACTICS/DISCOVER-TT Scholarship, GG and LW were funded by 

NHMRC Early Career Fellowships (#1105399 and #1142035, respectively). AD was 

supported by a Menzies Early Career Accelerator Fellowship. TB was supported by an 

Australian Research Council Discovery Australian Aboriginal and Torres Strait Islander 

Award (project ID IN190100050) funded by the Australian Government. 

Declaration of interest statement 

No financial interest or benefit that has arisen from the direct applications of our research. 

  



 

56 

Tables 

Table 1. Demographics and clinical features of a sample of 75 Aboriginal and Torres Strait Islander people 

diagnosed with cancer recruited through a Northern Territory cancer care centre. 

Age in years at diagnosis (median, IQR) 53 (44-62)  

[range 19-72] 

Age  

18-39 years 10 (13.3) 
40-59 years  42 (56.0) 
≥60 years 23 (30.7) 

 Gender  

Male 30 (40.0) 
Female 45 (60.0) 

Partner status  

Partnered (includes married and de facto) 36 (48.0) 
Not partnered (includes divorced, separated, widowed, single) 39 (52.0) 

Has children  

Yes  62 (82.7) 
No 11 (14.7) 
Missing 2 (2.6) 

Main language spoken in home   

Aboriginal and Torres Strait Islander language  62 (82.7) 
English  13 (17.3) 

Employment status   

Paid employment 15 (20.0) 
Other  60 (80.0) 

Residential remoteness   

Very remote/remote 64 (85.3) 
Outer regional  11 (14.7) 

Ever missed any doctor or hospital appointments for their cancer  

Yes 19 (25.3) 
No 56 (74.7) 

Cancer (most common types)  

Breast (C50) 17 (22.7) 
Digestive (C15-C26) 14 (18.7) 
Head and neck (C00-C14) 14 (18.7) 
Respiratory and intrathoracic (30-C39) 13 (17.3) 
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Age in years at diagnosis (median, IQR) 53 (44-62)  

[range 19-72] 

Cancer staging   

Localised  36 (48.0) 
Regional spread 17 (22.7) 
Distant metastatic spread 17 (22.7) 
Not applicable/missing 5 (6.7) 

Treatment   

Completed treatment  52 (69.3) 
Current 15 (20.0) 
Not commenced/planned 8 (10.7) 

Number of existing co-morbidities b  

0 21 (28.0) 
1 24 (32.0) 
2 or more 30 (40.0) 

Types of co-morbidities  

Diabetes 20 (26.7) 
Hypertension 31 (41.3) 
Cardio-vascular 25 (33.3) 
Renal 19 (25.3) 

NB. Demographic information was obtained through patient self-report. Cancer type and 

stage, treatment status, and comorbidity data were obtained from medical chart review. 
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CHAPTER 4  FINAL DISCUSSION AND CONCLUSIONS 
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4.1. Chapter overview 

This chapter summarises the key findings of the enclosed body of research and details the 

contributions made to the field of Indigenous health and the evidence to improve access to 

cancer services for Indigenous Australians. In addition, this chapter includes an overview of 

the limitations of the research, as well as recommendations for policy, practice, and future 

research.  

The findings herein have highlighted several challenges to equitable access for Indigenous 

Australians, all of which impact on their engagement with cancer services and in turn their 

poorer cancer outcomes.  

4.2. Summary of main findings 

As detailed in Chapter 1, there is a significant disparity in the pattern and burden of cancer for 

Indigenous Australians compared with their non-Indigenous counterparts.1,2 The research 

examined this issue across two distinct settings: Indigenous cancer patients’ experience of 

gynaecological cancer care in a large urban hospital (Chapter 2) and the challenges faced by 

Indigenous Australians with cancer in accessing and engaging with a major cancer service in 

the Northern Territory (Chapter 3). Detailed methods for each of these studies are presented in 

the respective chapters. 

4.2.1. Meeting the gynaecological cancer care needs of Indigenous Australian women 

Chapter Two reported on the findings of the ‘Does gynaecological cancer care meet the needs 

of Indigenous Australian women? Qualitative interviews with patients and care providers’ 

research study. This study involved semi-structured, in-depth qualitative interviews conducted 

with eight Indigenous women receiving hospital-based cancer care, and with 18 cancer care 
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providers (CCPs), including three Indigenous providers. All interviews were transcribed 

verbatim and analysed using an interpretive phenomenological approach.  

The results of this analysis revealed four themes:  

(1) navigating the system, access to support services and follow-up, which impacted a 

timely diagnosis and ongoing treatments;  

(2) communication and decision-making, impacted by a) the challenges the patient 

experiences when accessing information and knowledge that affects their ability to be 

proactive in the decision-making processes, b) poor access to meaningful doctor-

patient communication, and c) the patient’s knowledge about cancer;  

(3) coping with treatment demands, is adversely intensified due to inequitable access to 

services, lack of support by hospital staff, and increased emotional stress; and  

(4) feeling welcome and safe in the hospital, impacted by patient access to culturally-safe 

services and relationships with their care providers. 

All of which are exacerbated for patients required to relocate from regional and remote 

communities to access cancer treatment. 

To the best of our knowledge, this was the first study conducted around Indigenous women’s 

experience of gynaecological cancer care. In this study, our findings highlight the importance 

of access to a) culturally-appropriate person-centred care; b) appropriate resources, 

particularly at the point of diagnosis; and c) comprehensive supportive care to meet the needs 

of Indigenous cancer patients and to encourage their continued engagement with cancer care 

services. The importance of establishing trusting two-way relationships between Indigenous 

patients and CCPs was also found as enabling timely access to and engagement with services.  

The findings of this study suggest that CCPs need to be aware that their perception of 

Indigenous patient behaviour is not necessarily a reflection of patient attitudes towards their 



 

65 

cancer, diagnosis, or treatment. For example, Indigenous women can be very stoic and have 

coping mechanisms that appeared to be at odds with the seriousness of their condition. 

Increasing awareness among CCPs that Indigenous patients may not feel comfortable in 

directly communicating their concerns, uncertainty, or difficulties would be an important first 

step in breaking down the existing communication barriers.  

Issues relating to the perceptions of unfriendly and unwelcoming staff, and a lack of culturally 

appropriate resources and information caused Indigenous patients to feel uneasy and, in some 

cases, disengage with cancer care. These issues were further compounded by logistical 

barriers and by the stress of coping with treatment demands. Ultimately, these compounding 

difficulties undermined equitable access to cancer services for Indigenous women with 

gynaecological cancer.  

As identified in the study detailing delivery of Indigenous cancer services by Taylor et al it 

was noted that care providers who practiced in a culturally-appropriate manner and displayed 

an understanding of Indigenous culture provided opportunities for Indigenous patients to have 

more meaningful access to and engagement with cancer care.3 

4.2.2. Overcoming the challenges to equitable access to cancer services for Indigenous 

Australians in the Northern Territory  

Chapter 3 reports on findings from a secondary analysis of interview data collected from a 

large cross-sectional study investigating the psychosocial aspects of cancer care of Indigenous 

adult cancer patients accessing care in a large regional cancer centre in the Northern Territory. 

The data exploring the challenges to equitable access to cancer services for Indigenous 

Australians is reported in detail in Chapter 3.  

In brief, a qualitative analysis of the data revealed five key themes impacting patients’ ability 

to access and engage with cancer treatment, which were: 
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1. access to supportive networks due to dislocation; 

2. worrying for home such as concerns for welfare of children elderly parent; 

3. pressure on families such as concerns for financial stress on carers who need to leave 

work to provide care; 

4. access to timely transport and safe and appropriate accommodation; and 

5. the experience of cancer diagnosis and treatment. 

These issues often increased in severity for those patients who had to relocate from regional 

and remote areas to access cancer treatment. 

Access to appropriate support was noted by some patients as necessary as without support, 

they felt abandoned and alone. Patients also stated that a key challenge they faced in 

accessing appropriate care was a lack of access to appropriately worded and constructed 

information and resources about cancer care and treatment regimens. They wanted this 

information, in particular, in order to increase their knowledge and understanding of the 

process and of the expectations of their cancer treatment.  

This study also found that Indigenous patients experienced many challenges in accessing 

information, and this was commonly associated with miscommunication between the patient 

and the cancer care team, language differences between the patient and their care providers, 

and by Indigenous patients’ uncertainty and mistrust of Western health systems. 

4.2.3. Common barriers and challenges 

Taken together, the findings presented in Chapters 2 and 3 highlight some of the common 

barriers and challenges facing Indigenous patients accessing and engaging with cancer care; 

many of which are exacerbated for patients who must relocate from regional and remote 

locations to access cancer treatment.  
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A synthesis of the common barriers and challenges across the two studies in this thesis 

highlight the following issues: 

• Problems navigating the health and hospital systems;  

• Miscommunication and a lack of appropriate cancer information to support patient 

engagement and decision-making;  

• Difficulties coping with treatment demands; 

• Not feeling welcome and safe in the hospital; 

• Dislocation from support and worrying for home; and 

• Social, financial, and logistical pressures on patients and their families.  

These challenges and barriers are in line with and build upon the findings of Durey and 

Thompson and Taylor et al., which reported issues that impact on Indigenous Australians’ 

access to and engagement with cancer services.2,4 The challenges and barriers include 

dislocation from home; lack of support persons; increased family pressures; heavy financial 

burden; lack of appropriate transport and safe accommodation; inadequate or poor 

communication; lack of meaningful relationships between CCPs and Indigenous patients; 

patient’s lack of knowledge of treatments; and the need to provide culturally safe care.5-9 The 

findings of this thesis also correspond with research regarding the importance of improving 

access to appropriate support, accommodation, and transport, and improving two-way 

communication for Indigenous patients in order to enable better access and engagement with 

cancer services.2,9  

The findings also suggest that there is a far greater need for the services of Indigenous Liaison 

Officers (ILOs) than is currently available to cancer patients. It is widely accepted that ILOs 

have an important brokering role in increasing access to services. However, there are too few 
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ILOs and those currently employed have heavy workloads that impact on their ability to reach 

all Indigenous patients in need.10 

Similar challenges in accessing cancer treatment have also been reported for Indigenous 

peoples in other countries. For example, in New Zealand, Hill et al., reported that the Maori 

peoples’ access to and engagement with cancer services is affected by health systems issues 

around logistics, referral pathways, and a lack of cultural focus on services, as well as cancer 

service being limited to metropolitan locations.11 

Our findings suggest that to overcome the challenges to equitable access to cancer services for 

Indigenous Australians, healthcare providers and cancer services need to be friendly, 

respectful, welcoming, and understand Indigenous patients’ individual circumstances and 

cultural backgrounds, rather than making assumptions based on stereotypes.  

4.3. Limitations 

The limitations of the two studies included in this thesis are detailed in their respective 

chapters. Chapters 2 and 3. However, following, are some limitations that should be 

considered when interpreting the overall findings of this thesis.  

Chapters Two 2 and 3 collected data from two separate tertiary hospital sites that were located 

in different jurisdictions, and the study participants were different in each study. While using 

a single tertiary site in each jurisdiction limits the generalisability of findings, the specificity 

of the findings is important, and there were similarities across these study sites regarding the 

issues in accessing equitable cancer care for Indigenous Australian adults.  

The data analysed in Chapter 3 originated from an existing study and we were, therefore, 

unable to explore the barriers and enablers to accessing cancer care beyond the scope of the 

data collected. These results also need to be carefully considered as they only included 
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participants who attended the cancer centre and did not report the views and experiences of 

those who did not attend.  

4.4. Summary 

Taken together, the findings from Chapters 2 and 3 highlight critical issues that need to be 

addressed to ensure equitable access to cancer services for Indigenous Australians. The 

common challenges facing Indigenous patients accessing cancer care, identified in this thesis, 

span issues of system navigation, communication, coping, cultural safety, dislocation from 

home, and a variety of compounding pressures on patients and their families.  

Cancer services have a responsibility to ensure that the cancer care they provide is both 

accessible and responsive to the needs of Indigenous Australians. Targeted strategies must be 

developed and implemented to ensure that cancer care is appropriate and culturally safe for 

Indigenous Australians, in order to improve the experiences of and access to cancer services 

for this patient population, especially in regional and remote areas. These strategies must be 

guided by the views and experiences of Indigenous Australians, in conjunction with best-

practice guidelines, such as the Optimal Care Pathways for Aboriginal and Torres Strait 

Islander People, 12,13 Furthermore, any strategy must also follow the guidelines and direction 

detailed in the National Aboriginal and Torres Strait Islander Cancer Framework 

(NATSICF)14 ensuring culturally safe and appropriate care provision; essential to addressing 

disparities and improving cancer outcomes for Indigenous Australians.  

4.5. Future research 

Four key areas for future research to address the issue of equitable access include:  
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i) Examining existing barriers to effective communication between CCPs and 

Indigenous Australian cancer patients and developing culturally appropriate, 

engaging, and informative cancer resources for Indigenous Australians;  

ii) Exploring how community-based cancer treatment services could improve access 

and engagement for Indigenous people with cancer;  

iii) Exploring the most effective methods for developing and cultivating cultural 

sensitivity in the cancer care workforce; and  

iv) Examining optimal staffing profiles and structures for cancer care delivery to 

Indigenous Australians.  

v) More in-depth exploration of how economic burden impedes access to cancer 

services and treatment. 

Future research in this area should be conducted using Indigenist and decolonising 

methodologies to avoid further subjugating Indigenous peoples and to ensure that the views 

and preferences of Indigenous Australians are prioritised in all aspects of the research.15,16 

Future research should encompass the perspectives of those patients who are very unwell and 

palliative in order to explore their unique needs for access to and engagement with cancer 

services; and consider the unique economic burdens and concerns for family welfare faced by 

Indigenous cancer patients and how these affect their ability to access services. 

4.6. Recommendations 

In light of the findings presented in this thesis, together with the findings of prior research 

conducted in this space, the following eight recommendations are put forward in order to 

increase equitable access to cancer services for Indigenous patients:  
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(1) Governments and researchers should work together with Indigenous communities to 

ensure that available cancer care is culturally safe, offers flexibility to accommodate 

Indigenous people’s holistic perspective of health, and is cognisant that Indigenous 

people’s health is connected to their family, community and Country.2  

(2) There should be an establishment of best-practice cross-cultural training for cancer 

service units, including ILOs and interpreters.  

(3) ILOs are an invaluable support to Indigenous patients and provide a means to 

overcome language and cultural barriers Indigenous people face in accessing and 

receiving cancer care, therefore more ILOs should be employed to work specifically 

with Indigenous cancer patients. 

(4) Well-coordinated community-based and shared-care cancer service centres should be 

established, similar to the Queensland Remote Chemotherapy Supervision model, 

which operates in Townsville.  

(5) Regular cultural awareness workshops for CCPs should be a priority. These should 

include the development of cross-cultural communication skills, to create meaningful 

engagement and two-way relationships with Indigenous patients; increase awareness 

of deficit discourse; and understand the impact of Indigenous and Colonial histories on 

trust and relationship building with Indigenous patients. 

(6) Development and production of cancer resources should be designed specifically to 

meet the needs of Indigenous Australians so that they can be proactive in discussions 

and making decisions about their treatments.  

(7) The design and implementation of appropriate models of care for Indigenous people, 

health programs, services, and information systems should occur in consultation with 

Indigenous Australians, to ensure flexibility and cultural safety of cancer care services.  
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(8) The development of curriculum for medical schools for all health professionals and 

allied services with addition of consideration and cultural awareness/competencies.  

Further implementation of these recommendations must follow the guidelines and 

direction of the National Aboriginal and Torres Strait Islander Cancer Framework 

(NATSICF)14 in order to decrease the disparity, reduce burden and improve outcomes 

for Indigenous cancer patients.   

4.7. Concluding remarks 

The studies detailed in this thesis have contributed to the knowledge in the area of Indigenous 

cancer care, specifically in understanding the challenges to equitable access to cancer 

services. This thesis presents and prioritises the voices of Indigenous Australian cancer 

patients and researchers in seeking to understand how cancer care is currently experienced 

and how it should be improved in order to minimise the access barriers. This thesis provides a 

deeper appreciation and understanding of the experiences and needs of Indigenous cancer 

patients and the unique challenges they face in attaining equitable access to and engagement 

with cancer services.  
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APPENDICES 

Appendix A Semi-structured interview for Indigenous patients 

diagnosed with cancer 

The semi-structured interviews will be used to explore Indigenous gynaecological 
patients’ experiences and understanding about their cancer diagnosis, information 
and treatment choices.  

Interview guide  

Review participant information sheet and participant and interviewer to sign consent 
form.  

Reinforce that participation is voluntary and can be withdrawn at any time. Not all 
questions have to be answered. 

This is your story of your experiences with cancer. There are no right or wrong 
answers. We are just interested in hearing about your experiences with your cancer, 
information, treatment and complementary, alternative and traditional medicine use.  

We ask the interview to be audio recorded to make sure we accurately represent what 
you have to say. However, I emphasize that everything you tell me today is 
completely confidential. Any information that is potentially identifiable will be 
removed from the interview transcript, and your name will not be recorded 
anywhere.  
 

Questions 

Treatment to date 

1. Tell me about your experience with gynaecological cancer? 
2. Could you tell me what type/s of cancer treatment you have received at this hospital? 

Prompts: 
- Have you had any surgery for the cancer, chemotherapy or radiotherapy? 

3. Are you still having ongoing treatment for your cancer? 
If yes, what type of treatment? 
If no, when did you finish your treatment? 

Being informed  

1. When you found out you had cancer, did you receive any information about your cancer or 
your treatment plan options? [if yes] Can you tell me about that? 
Prompts: 
-Can you tell me what type of information did you receive? 
-Did you find that information helpful? How did it help? 
-Pamphlet/flyer-Did you read it? Did you show or talked to your family about it? Was it easy 
to understand? 

2. Who explained the treatment option to you? 
Prompts: 
-Could you understand what they told you? 
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Questions 

-Could you tell me what your treatment options are?  
 Have there been any other side particular difficulties or challenges you have had to deal 

with since finding out you had cancer? 
Prompts: 
-Can you tell me a bit more about this? 

3. Do you have any problem understanding what the doctors or nurses explain to you? 
Prompts: 
-Are there interpreters available to you? 
-Can you ask for more information? 
-Is there anything you would like to know more about? 

Decision making  

4. [If patient has received treatment] Do you feel like you were given a choice about your 
treatment? 
Was this a decision you made together with your doctor or were you happy to follow the 
recommendation from your doctor? 

5. Were there other things that you thought about when making the decision about the type 
of treatment you receive? 
Prompts: 
-Where you live (i.e. geographical remoteness) or your role (e.g., mother/work), time 
constraints, lack of access to treatment? 

6. Who did you discuss your options with before making a decision about the treatment?  
Prompts: 
-Family members, friends, health professionals  

7. Did you understand what the treatment involved before you started treatment? 
Prompts: 
-Has any part of your treatment been a surprise to you? 
-How have you coped with the treatment? 
-Are there things that you were worried about? Can you tell what sort of things?  

Experience at the Hospital  

12. Can you tell me about your experience coming to and whilst at the clinic here at the 
Hospital? 

13. Was it easy to get here? 
14. Have you felt well supported here? If so how and by whom? 
15. Have you felt respected here? Your beliefs? 
16. Do the staff members here contact you after your appointments to see how you’re going or 

to remind you when your checkup is due?  
17. Have been given information about a plan to feel healthy? 

Prompts: 
-Improving lifestyle choices such as food, alcohol, smoking  
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Appendix B Interview guide for cancer care providers 

Semi-structured interviews will be conducted with health professionals to explore 
their perspectives and experiences about Indigenous gynaecological cancer patients 
attending their clinics.  
 
Interview guide  
Review participant information sheet and participant and interviewer to sign consent 
form.  
 
Reinforce that participation is voluntary and can be withdrawn at any time. Not all 
questions have to be answered.  
 
This is your story of your experiences providing health care to people with cancer, so 
you will be talking about both the experiences of other people with cancer as well as 
your experiences. 
  
We ask the interview to be audio recorded to make sure we accurately represent what 
you have to say. However, I emphasise that everything you tell me today is 
completely confidential. Any information that is potentially identifiable will be 
removed from the interview transcript and your name will not be recorded anywhere. 
 

Questions 

Your role 

1. Can you tell me about your work here?  
Prompts:  
– What is your current position? Area of expertise?  
– How long have you worked here? 

Indigenous patients with cancer 

2. Do you see many Indigenous people with cancer in your role?  
3. Do you know if a patient is of Aboriginal and/or Torres Strait Islander background?  
4. Can you tell me about your experiences with Indigenous cancer patients?  
5. What do you see as the issues facing Indigenous people with cancer?  
6. From your experience, do you think that the cancer experiences of Indigenous people are 

different in any way to non-Indigenous people? (Individual experience and consequences to 
family and broader community?)  

7. Are there any specific factors you may need to consider when treating Indigenous patients 
from remote locations?  
If yes, can you describe what these are?  

Informing patients 

8. Tell me about the type of information you provide to Indigenous cancer patients about their 
cancer diagnosis or treatment options?  

9. Is this the same information you provide to all your patients?  
10. Are there particular types or modes of information or patient education that you feel work 

better for Indigenous patients?  
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Questions 

11. Do you think Indigenous patients at this hospital are well informed about their cancer and 
their treatment options? [If not] Why do you think this is?  

Treatment 

12. Can you tell me about your experiences with Indigenous cancer patients and their 
uptake/completion of treatment?  

13. If patients in general don’t complete their treatment, what are the reasons why they don’t 
complete?  

14. Are there any specific issues that you think are particular for Indigenous patients as to why 
they don’t complete their treatment?  

15. We know from the literature that Indigenous cancer patients are more likely to have co-
morbidities than non-Indigenous patients. Do they consult with you about their co-
morbidities? And do you think this influences their treatment completion?  
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Appendix C: Baseline questionnaire for patients in the Northern 

Territory 

Your Appointments 

1. Have you missed any doctors/hospital appointments for this cancer? This includes 
treatment as well as check-ups. 
IF YES, Describe the reasons  

2. Have you been an impatient in the last month? 

Concerns about Your Cancer  

3. What was the most significant challenge or problem for you now that you have 
cancer? 
What support services or resources would be helpful for you and your family now 
that you have cancer?  

Questions about social support 

4. Is there any one special person you know that you feel very close to, someone you 
feel can share confidence and feelings with about your cancer?  
IF YES, I see or talk with this person daily, weekly, monthly, or several times a 
year 

5. Some people tell us they feel lonely or isolated while others say they don’t. Since 
your cancer diagnosis, how often have you felt lonely or isolated? 

6. During your cancer diagnosis and treatment, did you have a family member or a 
friend caring for you? 
IF YES, Were they your partner, a family member, an Indigenous Liaison Officer, 
your friend, or other? 

Additional Comments  

7. Are there any other comments that you would like to make about your diagnosis 
or treatment? 
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