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Abstract 
 

Cancer has become one of the major chronic diseases among Aboriginal and Torres 

Strait Islander people of Australia, and was declared a health priority in the National 

Aboriginal and Torres Strait Islander Health Strategy in 2001. Since then efforts have 

been instigated to improve the epidemiological information with regard to cancer 

among Aboriginal Australians in several jurisdictions. Specific issues related to 

cancer have been identified. Aboriginal Australians compared with non-Aboriginal 

people have higher occurrence of preventable cancers and are less likely to access 

cancer screening, are diagnosed at a more advanced stage, have poor continuity of 

care, lower compliance with treatment and lower five-year survival rates. Several 

risk factors for higher incidence of some cancers have also been noted. However, 

these do not adequately explain the reasons behind the delayed presentation, poor 

compliance and different treatment outcomes of cancer among Aboriginal 

Australians compared to the total population.  

 

To investigate and explore the variations in Aboriginal Australians’ beliefs, 

understanding and perceptions around cancer and their experiences with cancer 

services, an exploratory, in-depth qualitative study was undertaken in several 

locations of Western Australia (WA). This was done with a view to understanding 

Aboriginal decision-making processes in relation to accessing cancer care in WA. 

The study was approved by the Human Research Ethics Committee (HREC) of 

Curtin University, the Western Australian Aboriginal Health Information and Ethics 

Committee (WAAHIEC), the Royal Perth and Sir Charles Gairdner Hospitals, and by 

the local Aboriginal Community Controlled Health Services (ACCHS) in regions 

where the research was conducted.  

 

The study adopted a hermeneutic phenomenological research design and used 

qualitative methods. A hermeneutic phenomenological approach was chosen as this 

allowed understanding to emerge from the experiences of the participants through 

interpreting the situated meaning of humans in the world. The views of 30 

Aboriginal participants – including patients, survivors and close family members 

who had lost someone to cancer in their families – were gathered through in-depth 
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interviews. The fieldwork was conducted between March 2006 and September 2007. 

Interview data were tape-recorded, transcribed and analysed using NVivo7 Software. 

Thematic analysis was carried out from the information.  

 

The findings from the study suggest that many factors affect Aboriginal people’s 

willingness and ability to participate in cancer-related screening and treatment 

services. Late diagnoses were not only due to late presentations, as some delayed 

diagnoses occurred in patients who had regular contact with medical services. 

Participation in treatment is affected by beliefs and fatalistic attitudes towards 

cancer; limited understanding of the biomedical aspects of cancer and treatment 

processes; preference of Aboriginal people to use other approaches to healing such as 

traditional healers and bush medicine; unwillingness to be separated from family and 

country, and several infrastructural and logistical issues such as cost, transport and 

accommodation. It was found that fear of death, shame, beliefs such as cancer is 

contagious and other spiritual issues affected Aboriginal people’s decisions around 

accessing services.  

 

Moreover, miscommunication between Aboriginal patients and health care providers, 

lack of cultural security and culturally appropriate support services, lack of 

Aboriginal staff within the hospital to personally support Aboriginal patients, and the 

alienating environment of oncology treatment services were also mentioned as 

barriers. Factors important for effective patient-provider communication such as 

language, shared understanding, knowledge and use of medical terminology require 

particular attention. Lack of a reliable and on-going relationship with service 

providers also came up quite persistently. All of these issues were underpinned by 

the historical context which includes past discriminatory treatment and experiences 

of racism by Aboriginal people within mainstream medical institutions. These factors 

contribute to fear of the medical system, feelings of disempowerment, and mistrust 

towards the system which constrain Aboriginal participation in cancer treatment and 

other support services. 
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The results of this study indicate that an understanding of the complex “layers” (from 

micro to macro) of factors and the interactions between them is required to elucidate 

Aboriginal people’s decision-making processes around engaging and participating in 

mainstream cancer services. This research identified gaps in knowledge and 

understanding and a lack of support services within Aboriginal communities. 

 

The findings from the research have been shared with relevant cancer-specific and 

Aboriginal Community Controlled Health Services with a vision to utilise the study 

outcomes for the benefit of Aboriginal individuals and communities. Aboriginal 

people were invited to be co-presenters and co-authors wherever the study findings 

were presented. An Indigenous Women’s Cancer Support Group (IWCSG) was 

established in Geraldton after the completion of fieldwork there. This support group 

has been working to raise awareness of cancer in local Aboriginal people. 

 

Some suggestions and recommendations to improve services and cancer outcomes 

for Aboriginal Australians came out of the study. These include: employment of 

Aboriginal staff in services and involvement of them in decision-making, 

maintenance of culturally sensitive, empathetic person-to-person contact, provision 

of infrastructural and institutional support to involve Aboriginal families within the 

treatment domain; acknowledgement of holistic concepts of health and well-being; 

and increase Aboriginal health literacy with regard to cancer. 
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Positioning Myself 
 

“How and why did you become involved in this research and where do you come 

from?” These questions were asked frequently and everywhere I went during data 

collection and when presenting the research. Yet while I was talking about my 

background I felt it was connecting me with the people I was yarning (a colloquial 

term used by Aboriginal1

 

 people) with, especially with the Aboriginal people 

involved in the project. Social yarning (Bessarab 2008) as such helped me build 

relationships and trust with my participants. Therefore I think it is important to 

outline my place within this research before I proceed further.  

I came to Australia in 2005 as an international student to do my Doctorate. Before 

coming here, I was in Japan with my husband and son undertaking a Masters in 

International Cooperation Studies which I finished in 2005. I had completed my 

undergraduate degree in sociology and been involved with health research from its 

social and cultural perspectives since the start of my research career. My initial 

thoughts around a PhD topic had centred on exploring sexual behaviour and 

HIV/AIDS in Bangladesh which I planned to do among married women from 

different socio-economic backgrounds. I was awarded Curtin International Research 

Tuition Scholarship (CIRTS) based on my initial research plan, and arrived in 

Australia to begin research for my higher degree studies.  

 

As part of being oriented to the facilities and processes at Curtin I was told about the 

funding available to support Higher Degree by Research students, a nominal amount 

compared to the cost involved for me to undertake fieldwork in Bangladesh. I 

became concerned at the substantial costs this would involve, with my scholarship 

the primary means of support for my family at that time. Moreover, that project 

required me to rebuild the networks I had back in Bangladesh. By the time I came to 

                                                 
1 Aboriginal and Torres Strait Islanders are the original inhabitants of Australia, and are often referred 
to as Indigenous Australians. In this thesis the term Indigenous has been mostly used to refer to First 
Nation people or the original inhabitants prior to colonisation of different countries, including 
Australia. The term Aboriginal is preferred by vast majority of Indigenous people of Western 
Australia, and is used when referring to the study participants.    
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Australia, I had lost some of my connections, having been living outside Bangladesh 

for the previous four years. I also thought that it would be difficult to spend a long 

time away from my family. While they could be in Bangladesh during the data 

collection phase, it would involve more cost, especially considering the fact that we 

did not have a source of income in Bangladesh. Thus, I realised that financially and 

practically, I was not in a good position to pursue my initial ideas for research and I 

started looking for opportunities to undertake a locally-based research project. 

 

At that time my supervisor received funding from The Cancer Council Western 

Australia (TCCWA) to provide advice on ways the organisation could contribute 

more to meeting Aboriginal people’s needs for cancer-related information and 

services in Western Australia. The organisation’s interest was catalysed by a small 

group within TCCWA with an interest in Aboriginal health and the first national 

cancer forum on cancer issues in Aboriginal and Torres Strait Islander people that 

had been held in Darwin in 2004. The project was carried out by Centre for 

International Health in collaboration with the Aboriginal Health Council of Western 

Australia (AHCWA) and had three components: a comprehensive review of the 

international and national literatures on Indigenous cancer control issues; an 

environmental scan to explore what and how Cancer Councils in other states were 

doing around Indigenous cancer issues and interviews to assess where TCCWA’s 

current cancer-related services for Aboriginal people in WA. I was given primary 

responsibility for undertaking the literature review for the project, and it was 

suggested that this could be a fruitful area of research for my PhD.   

 

As soon as I started I realised that cancer was not perceived as a priority health issue 

for Aboriginal Australians, and it was quite a neglected area. It was clear I would 

have an opportunity to make an original contribution in this area and it was a 

promising and important area for research. Moreover, I was based (and employed) 

part-time at AHCWA while undertaking the literature review in order to immerse 

myself in an Aboriginal organisation. Participating in the environmental scan and 

interviews with TCCWA staff provided me with the opportunities to understand 

issues and the service environment and to begin developing networks within public 
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health and cancer services in WA. I made the decision in conjunction with my 

supervisor to pursue this as the area of research for my PhD. 

 

As I read widely about Indigenous cancer issues, it became clear that there was a 

substantial gap in understanding the socio-cultural issues related to cancer among 

Aboriginal Australians. This emerged as an exciting area on which to focus my PhD 

research, and fitted well with my professional training (primarily in Sociology and 

Social Science Research) and background to date. Nevertheless I was filled with 

trepidation at the beginning as I knew very little about Indigenous people in this 

country, and I was warned that undertaking research with Indigenous people was 

challenging, difficult, time-consuming and demanding. I initially encountered 

negative comments from some people, particularly Aboriginal people who felt that 

Indigenous Australians have been over-researched and generally have not benefited 

from the research done on them. 

I am attending the PHAA conference.  There was a workshop session on 
Indigenous health. There were several Indigenous presentations in that 
conference. I was just listening to some of the conference presentations, 
and taking notes, was trying to understand the issues, the context by 
keeping my mind as open as possible. Some of the presenters were 
commenting on "using Aboriginal instead of Indigenous", “we want 
this... we want that”. “We have been the most researched population in 
the world.” “Stop doing research.” - I am just at the very beginning of 
my research. I feel like ...oh, my God, how I will survive!!!!... Today it 
was a shock. I felt that I should read more and more about Aboriginal 
people and find a way to do more appropriate research. I’ve become 
aware of the importance of conducting research that brings benefit to the 
Aboriginal communities. It is important that people can see the outcome 
from particular research. (Shahid, From my Reflective Journal, 2005) 

  

I started reading widely and learning more about Aboriginal people. I read books 

about the tragic history of how Aboriginal and Torres Strait Islander people had been 

treated in Australia. A preliminary literature review indicated that there was a lack of 

research about how Aboriginal people viewed cancer. I was keen to explore the issue 

of how cancer was viewed in a generic sense rather than restrict myself to a 

particular type of cancer. By then, I was also well aware of the desire of some health 

service providers engaged in providing care for Aboriginal people to have a better 
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understanding of this information and how they could better support Aboriginal 

people with cancer. 

 

When I read about Aboriginal Australians, I came to know about the distrust they 

have had towards researchers and towards research overall. This made me very 

uncomfortable at the beginning but also filled me with a responsibility to ensure my 

research process was inclusive of Aboriginal people and was undertaken and 

disseminated in a way that could make a difference. I was constantly aware of my 

positioning in the research as an outsider, conscious also of the requirement not just 

to do no harm but also to ensure some good came from this research. This required 

always reviewing and critiquing my work and approach to the research, and 

challenging my conventional beliefs, training and positivistic understanding about 

research.  

 

My conventional scientific perspective about research was constantly confronted. My 

ultimate aim, at the beginning of my PhD, was to achieve an understanding of human 

phenomenon and their experiences as objectively and value neutrally as possible. 

The only sampling strategy I could think of at that time was random sampling 

strategies and that was the ‘ideal type’ to me. I thought about representativeness 

sample size. I planned to do a phenomenological qualitative study but my first draft 

of ‘interview schedule’ or 'theme list’ was actually a questionnaire! I did not 

recognise the need for exploring my own epistemological positioning probably 

because I thought there was only one medium of doing so-called scientific research. 

As time progressed, I realised that I was coming from a positivistic worldview 

potentially due to my training in sociology and previous research experience in the 

area of demography. I recalled some of our methodology classes where quantitative 

methodology dominated the span of class discussion over qualitative research 

designs. My PhD research helped me augment my theoretical stance as a researcher. 

I discovered that I have always been appreciative of the social constructionist 

worldview but at the same time was surprised to realise that I was totally unaware 

about this! My choice of methods was not fitting with my philosophical 
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underpinning. I was ignoring the ‘subjectivity’ aspect of social research on the 

ground that this is irrational, biased and cannot be generalised. 

 

A bonus to my shift in understanding due to being involved in this area of research 

was that I was discovering a new paradigm of research – the Indigenous paradigm. I 

have learnt about a new dimension of looking at research - the power relations 

between the researcher and the researched population. I have become aware of how 

we can decolonise the research process and how important the process is for people 

who participate in research. I became passionate about this critical Indigenous 

research approach and the contribution social sciences could make within the health 

services paradigm.  

 

This was how I became involved in this research. It was initially a difficult decision 

for me to shift my research topic to totally different and unknown territory. But I 

trusted in my abilities and the integrity I could bring to the research process and kept 

myself open to new ideas throughout the project. As I developed more long-term 

relationships with Aboriginal people, I was aware of reciprocity in action and the 

project became a more collaborative venture. I have learnt much in my own journey 

including the importance of sharing the struggles, joys and learning from research 

with the different stakeholders who have helped me overcome all sorts of barriers 

during my involvement in this project.  

 

One way of documenting some of my learning and experiences was to maintain a 

reflective journal throughout the project although, honestly speaking, my journaling 

was quite erratic. I was asked persistently by my supervisor to maintain a detailed, 

descriptive journal that included insights and reflections on the interview process, the 

interviews and reflections on the interpretations of participants’ responses. Being a 

novice qualitative researcher (as my PhD was the beginning of my journey with 

qualitative research), I could not really foresee the importance and significance 

journaling back then. I was not quite sure how journals might be written and how 

they might be used in future. Although I wrote down a lot about my impressions, 

actions and feelings; I should acknowledge my limitations.   



6 
 

As my study progresses, I’ve become more aware of the fact that I did not 
write down all the right things and with adequate details about my 
reflections on the whole process of the research and on all the interviews. 
I think I should have started earlier, and in actual fact, I could have done 
better in documenting some of my own thoughts and experiences…. I’m 
not sure whether I was writing too much about my observations while not 
considering enough about other peoples’ circumstances. While I’m 
looking back, I don’t think all of my understanding and interpretations 
were right about people’s responses….  
But I’ve learnt through my journey with this qualitative research that this 
confusion is part of the learning process, and every beginner goes 
through the same process of uncertainty, confusion and dilemma. As Elly 
and Associates pointed out, the process of learning to ‘do’ qualitative 
research can be very ‘messy’ but exhilarating…. However, I also found 
the whole process really exciting, recursive and self-revealing. It has 
enabled me to become more self-conscious and helped me to reflect back 
on myself as a researcher. I have learned to criticise myself, to question 
my positioning as a researcher in a particular context. I have learned 
that this process of constructive criticism does not actually question or 
undermine the quality of a researcher rather “enhance the 
trustworthiness of the research account” (Lincoln and Guba, 1985).….  
I’ve now, while analysing and interpreting the data, realised that the 
reflective diary helps the researcher to discover themselves in a new light 
where he/she struggles with the complexities and intricacies of field 
research and his/her own inadequacies. I would have written my 
reflective journal differently if I started my research now, blending my 
personal experiences with a bit of touch academic and professional 
elements. (Shahid, From my Reflective Journal 22.02.2008)  

 

Despite any reservations, whatever I documented helped me to analyse, understand 

and interpret participants’ responses. I firmly believe that it is imperative to 

understand Aboriginal decision-making processes and actions against the backdrop 

of the context and environment that has a significant impact on their lives. I went to 

quite a remote part of Western Australia for my data collection. I did not have any 

clue how shocking the experience can be in such an area in a developed country like 

Australia. Below is an excerpt from my journal while I was in Roebourne.  

Roebourne is a small town in Pilbara. It’s near Karratha where the 
airport is. … Karratha is a town where most of the shops are located. 
People from Roebourne go to Karratha for their main shopping. Most of 
the seriously ill patients go to Perth or Port Hedland for treatment. 
There is one small hospital in Karratha. If you drive at about 110km/ per 
hour, it will take about 30 minutes to come to Roebourne from Karratha. 
There is no Woolies or any other shopping mall for people to buy fresh 
foods! These remote communities here have very high rates of 
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imprisonment. Policemen, if they see someone on the road at an odd 
time, rather than asking questions about what’s wrong with you or things 
like that, just take them in to prison. I have come to know that a lot of 
these are actually because of racism. The major issues of Roebourne are: 
‘Food insecurity’, ‘alcohol abuse in one part of the community’, 
‘imprisonment ’, ‘family fights which are sometimes intergenerational’, 
‘drug problems as they grow their own marijuana’. … We just drove past 
many places around Roebourne. It’s shocking, frustrating to look at how 
people live in countries like Australia. There are about 20 people living 
in a small house. I’ve learned that three generations of people live in one 
house. Young girls have children at the age of 15 or 16, and by the age of 
30 they become grandparents! We visited a few houses. One lady said 
that she has been living here for 30 years and some houses remain the 
same for all these years. No development, no renovations… nothing. I 
was wondering how people from Roebourne would think about cancer? 
What it means to them? Nothing!!! Or one way of escaping the reality! 
Especially considering the range of issues they face in their everyday 
lives!! Discussion about cancer will be pointless to them. I would have 
just let my life go in that circumstance… not worrying about anything let 
alone any serious illnesses! (Shahid, From my Reflective Journal, 
26.07.2007) 

 

Although descriptions based on observations as mentioned above were not explicitly 

used in the final data analysis phase, having them in my consciousness helped me to 

reveal that part of my horizon that included vulnerability, sympathy, pain and 

compassion. These aspects certainly influenced the way I interpreted participants’ 

experiences of cancer and my understanding of the research question addressed in 

this study. 
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1.1 Introduction 

This thesis presents a study of Aboriginal Australians’ beliefs and understanding of 

cancer and their experiences of cancer services in Western Australia (WA). Whilst 

the diversity of the Aboriginal population of WA needs to be acknowledged at the 

outset, it is clear that Aboriginal people in Australia generally have worse outcomes 

from cancer. A much better understanding of why that is so is needed. 

 

The topic of this research arose out of realising that non-Aboriginal health service 

providers wanted a better understanding of the socio-cultural aspects of cancer in 

Aboriginal patients, and their sense that they could provide better services and care if 

they had more information about Aboriginal perceptions of cancer and cancer 

services.  

 

The study began in July 2005. Ethics approval was obtained from the WA Aboriginal 

Health Information and Ethics Committee (WAAHIEC) and the Health Research 

Ethics Committee (HREC) of Curtin University before data collection commenced. 

After initial difficulties with recruitment and the need to include participants of 

different genders, educational backgrounds and degrees of acculturation, and my 

desire to recruit from cancer treatment services, I also obtained ethics approval from 

two tertiary hospitals (Royal Perth Hospital and Sir Charles Gairdner Hospital). 

Support was also obtained from the Aboriginal Community Controlled Health 

Service in Perth (Derbarl Yerrigan Health Service) to enable access to participants 

through their referrals. The process of talking with a wide range of stakeholders and 

getting approvals was time-consuming and demanding.  

 

The study was successful in obtaining competitive grant funding for one year from 

The Cancer Council Western Australia. This covered the costs associated with data 

collection and visits to remote and rural Western Australia. Information about the 

aim and objectives of the project and its background were presented widely from the 

beginning of the research, and there was a high level of interest from diverse 

audiences regarding the project and its outcomes. Unfortunately two larger funding 

applications to extend this research and strengthen our capacity-building efforts were 
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not successful, highlighting one of the struggles to undertake research with 

Aboriginal people in an optimal way.  

 

This thesis primarily draws on analysis of Aboriginal people’s views on cancer and 

cancer-related services. Interviews were also undertaken with a variety of service 

providers working in primary and tertiary care in metropolitan, regional and remote 

areas. The presumption was that this information would complement the views of 

Aboriginal people affected by cancer but the interviews have to date not been the 

focus of analysis and writing. This part of the research will gain momentum once this 

thesis is completed. 

 

The decision to present this thesis as a series of published papers was made in 2008 

and was partly driven by the high level of interest in the findings from stakeholders, 

particularly service providers and planners,. The work has also been widely 

presented at many meetings and conferences. 

 

1.2 Research problem and objectives of the study 

This study was designed to explore the different images (perceptions, beliefs, 

meanings, ideas, knowledge) and experiences of Aboriginal people in Western 

Australia (WA) regarding cancer, cancer services and treatment. It also aimed to 

answer the question of how these images influence Aboriginal people’s decision-

making processes about accessing cancer-related services and biomedical treatment. 

The two main objectives for this research were to: 

• identify and explore the variations in understanding, beliefs and views of 

cancer and cancer services, including treatment, among the Aboriginal 

population in WA 

• explore the diversity in experiences and barriers encountered by  Aboriginal 

people in WA with respect to cancer services and relevant treatment. 
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1.3 An orientation to the thesis 

This thesis is presented in the form of seven published papers, preceded by an 

introduction and followed by a brief discussion of the findings presented in the 

papers and their significance. Chapter 1 - Introduction and Overview provides an 

overview of the thesis and the aim and objectives of the research.  

 
Chapter 2 - Context of the Research, provides an overview of the study context 

that includes a description of the geographical diversity of WA and a brief 

introduction to the history and health of the Aboriginal people of WA.  This chapter 

also briefly covers the health care infrastructure and facilities in WA.  

 

Chapter 3 comprises the paper titled Supporting Cancer Control for Indigenous 

Australians: Initiatives and Challenges for Cancer Councils in Australia. The paper 

presents the findings of an environmental scan of current and past programmes and 

practices in Indigenous cancer control by state and territory member organisations of 

Australia’s peak national non-government cancer control organisation- Cancer 

Council Australia. The research was conducted in response to a call for Expression 

of Interest, advertised by The Cancer Council Western Australia (TCCWA) in June 

2005, to undertake a research consultancy to assist the organization to improve 

Aboriginal access and appropriateness of service delivery.  A collaborative response 

was developed by the Centre for International Health, Curtin University and the 

Aboriginal Health Council of Western Australia (AHCWA). This paper was 

published in Australian Health Review, and identified some of the gaps in 

initiatives and programmes for Aboriginal people within the Cancer Councils. One of 

the major recommendations from the staff of the Cancer Councils was the need for 

research to understand Aboriginal peoples’ beliefs, understanding and perspectives 

on cancer to build capacity among the service providers and to improve Aboriginal 

cancer outcomes. The environmental scan and the literature review undertaken as 

part of that research guided the formulation of the aim and objectives of this PhD 

project.    
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The second paper, titled An overview of cancer and beliefs about the disease in 

Indigenous people of Australia, Canada, New Zealand and the US, is a published 

review of the literature for this PhD project. It is included in the Chapter 4. This 

paper was published in Australian and New Zealand Journal of Public Health. 

This literature review provides a brief overview of the epidemiology of Indigenous 

cancer and explores the similarities and differences in Indigenous understanding and 

beliefs around cancer in four developed countries: Australia, Canada, New Zealand 

and the United States. The literature review also identified some gaps in research on 

cancer among Indigenous populations. This chapter includes an updated version of 

the literature review undertaken as part of the Cancer Council project.  

 

A detailed description of methods and approaches used in the study is included in 

Chapter 5. A less detailed outline of the methodological details pertaining to this 

study were published in BMC Medical Research Methodology. The title of the 

paper is Exploration of the beliefs and experiences of Aboriginal people with cancer 

in Western Australia: a methodology to acknowledge cultural difference and build 

understanding. This paper is also included in Chapter 5.  

 

This research project had two major objectives: one was to explore Aboriginal 

peoples’ beliefs and perspectives on cancer in Western Australia and the other was to 

understand their experiences with cancer and cancer services in WA. In Chapter 6 

the research findings are presented through four published papers. Findings are 

reported according to various major themes that emerged from the study. In the first 

paper, titled Understanding, beliefs and perspectives of Aboriginal people in Western 

Australia about cancer and its impact on access to cancer services, Aboriginal 

Australians’ beliefs, understanding and perspectives around cancer and how they 

might impact upon care-seeking behaviour for cancer are described. This paper was 

published in BMC Health Services Research. The other papers are related to the 

second objective. Aboriginal participants in this study identified some major barriers 

while accessing cancer services in WA. In the second paper, Barriers to 

participation of Aboriginal people in cancer care: communication in the hospital 

setting, findings related to communication barriers between Aboriginal people and 
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health professionals are reported. This paper was published in Medical Journal of 

Australia. The third paper, “Nowhere to room…nobody told them”: Aboriginal 

peoples views on logistical impediments to participation in cancer treatment, has 

been accepted for publication by Australian Health Review. This paper presents 

another major theme to emerge from the study, described as logistical and 

infrastructure barriers. The fourth paper, “If you don’t believe it, it won’t help you”: 

Use of bush medicine in treating cancer among Aboriginal people in Western 

Australia, has highlighted the issue of the importance of traditional healing and bush 

medicine in the healing process for some Aboriginal Australians and how this might 

impact upon their decisions about access to mainstream cancer services. This paper 

has been published by the Journal of Ethnobiology and Ethnomedicine. 

 

Each journal article is included in this thesis by publication. The pages in each paper 

are numbered according to their pagination in the journal and have not been 

renumbered according to their place within this thesis.  

 

A general discussion of the research findings is presented in Chapter 6. The 

implications from the research are discussed in more detail and more broadly than 

the discussion sections of the published papers. More attention is given in this 

chapter to the priorities for future research than could be specified in the limited 

space of the published papers. Some of the limitations of this research are also 

reported in this chapter although many of these were highlighted in the published 

peer-reviewed papers.  
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2.1 Western Australia: Geography and Population 

Western Australia (WA), the largest state of Australia, covers approximately one-

third of the continent(ABC Health and Wellbeing 2007). Despite its size, less than 

10% of the nation’s total population live in WA. This state has only 2.3 million 

people, of whom two-thirds live in the metropolitan areas of Perth and Fremantle. 

The administration of the urban and regional areas of this huge state is divided 

amongst 142 local government authorities, nine development commissions and a 

number of state and Australian government departments and organisations(ABS 

2002). There were 66 Urban Centres and 108 Localities in WA in 2001 (ABS 2003).  

 

Perth, the capital city of WA, is a large, modern city, often referred to as the world’s 

most isolated capital city. The climate of WA is diverse ranging from a hot and 

humid north to the moderate south. The central 80% of the state is largely desert with 

the only significant economic activity being mining. Extraction and processing of a 

diverse range of mineral and petroleum commodities, agriculture, fishing, and more 

recently tourism are some of the most important industries of WA. The fertile south 

west corner is a rich rural and agricultural centre producing most crops and dairy 

products. The far north east, near the Northern Territory border around Kununurra, 

was developed over 25 years ago as a vast irrigation area for the production of rice 

crops and other agricultural products. The North West contains vast mineral wealth 

as well as considerable oil and gas reserves. Gold is mined at Kalgoorlie in the east 

of the state and many mining companies have invested in the state (About 

Australia.com 2010).  

 

2.2 Aboriginal people of Western Australia 

Aboriginal people comprise about three percent of the Western Australian 

population, and in 2006 41% of them lived in remote or very remote areas 

(determined by distance from urban centres) (ABS 2006). In fact, Aboriginal people 

of WA are more likely to live in remote areas than Aboriginal Australians in other 

states and territories. Most isolated Aboriginal communities are in very remote parts 

of the State (Department of Indigenous Affairs [DIA] 2005). A map in the 

Appendices shows the diversity of Aboriginal communities in WA. 



16 
 

Between 2001 and 2006, the estimated resident Australian Indigenous population 

increased by 13%, and WA had the highest growth rate (18%). The vast majority of 

Indigenous Western Australians stated they are of Aboriginal origin (96%), 1.5% are 

Torres Strait Islanders, while 2.3% comprised of with dual Aboriginal and Torres 

Strait Islander origin. In 2006, 34% of the Aboriginal population in WA lived in and 

closer to Perth, while another third lived in the Kimberley and a third lived in the rest 

of the state (ABS 2009). Most of the Aboriginal communities are very small in size 

(ABS 2009). Almost half (48.9%) of the urban centres and localities reported 

proportions of Aboriginal persons equivalent to, or less than the average of the total 

Aboriginal people in WA (3.2%). The highest proportions were recorded in the 

Localities of Bayulu (98.4%), Looma (96.2%) and Bardi (One Arm Point) (95.2%), 

and in the Urban Centres of Halls Creek (62.6%) and Derby (40.5%) (ABS 2001). 

  

The Kimberley region of northern Western Australia is an enormous area covering 

more than 400,000 square kilometres, and is home to Aboriginal people of varied 

language and cultures (Aboriginal Art Online 2000). Aboriginal people in remote 

regions are inclined to have a greater connectedness with traditional culture, land and 

ways of life. This may have a protective effect on individual and community 

wellbeing (Department of Indigenous Affairs [DIA] 2005). However, people living 

in remote areas deal with huge issues in terms of accessing the basic level of health, 

education and infrastructure services. Level of access is determined by the level of 

remoteness of those communities, their size and location. The effects of remoteness 

are also compounded by the environmental conditions existing in those areas and 

many of them do not have access to basic essential services such as safe and reliable 

power, water and sewerage supplies (Department of Indigenous Affairs [DIA] 2005). 

 

2.2.1 History of Aboriginal people in Western Australia 

It is vitally important to have a sound knowledge and understanding of Aboriginal 

history and culture before beginning to work with Aboriginal people. There is a 

common saying, ‘Let’s forget the past and get on with the future’ (Collard 2000). 

However, “The past is never fully gone. It is absorbed into the present and the future. 

It stays to shape what we are and what we do.” (Council for Aboriginal 
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Reconciliation 2000) History is particularly important for understanding the present 

conditions of Aboriginal people in Australia today. As Collard (2000) states, it is 

important to remember that “we are the product of our historical experiences, in the 

same way as we are biologically and socially products of our parents and our 

upbringing”(Collard 2000) p.22. Thus, it is essential to understand how the culture, 

history and past policies have shaped today’s Australia and the contemporary 

experience of Aboriginal people.  

 

Before 1788 Australia was inhabited by Aboriginal people and the island between 

Australia and Papua New Guinea was inhabited by people now termed Torres Strait 

Islanders. Together these people are presently known as the Indigenous people of 

Australia. However, it has only been in the last 30 years that the history of 

Aboriginal Australia has received any significant interest in the public domain. 

Although there were many complex and intricate events recorded in oral history, no 

written documentation of Australia prior to European colonisation existed (Collard 

2000). The recording of significant events practised through poetry, lore, songs, 

music, stories, dance, ceremony and art has not been acknowledged or legitimised by 

the dominant Australian culture and traditions(Collard 2000).    

 

Conservative estimates suggest that there were between 300,000 and 750,000 

Aboriginal people living in Australia prior to colonisation. There were about 500 

clan groups each having their unique territory, history, dialect and culture. When the 

first English settlers arrived in WA in 1829, there were around 60,000 people living 

in extended family groups across much of the State(Western Australian Centre for 

Remote and Rural Medicine (WACRRM) 2005). These people were semi-nomadic 

hunter-gatherers, and had complex kinship systems interwoven into the rich fabric of 

spiritual and economic life. Aboriginal people’s lives were closely intertwined with 

nature and the surrounding environment. Despite seasonal fluctuations in the 

continent, Aboriginal people were provided with a nutritious diet – protein and 

vegetable foods with adequate vitamins and minerals in every season. As Green 

(1984) states, Aboriginal people had a kinship with nature and the creatures of the 

environment. Each society and individual had in-depth knowledge about their lands 
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and seasons that was communicated through the Dreaming of those societies(Collard 

2000). Green (1984) has pointed out all Nyungar, (the inhabitants of the fertile 

triangle of Western Australia’s south-west extending from Geraldton almost to 

Esperance), for example, traced their origin to the Dreamtime. “Some claimed that 

their ancestry had been carried to earth on the backs of crows, while others told that 

their people had sprung from emus” (Green 1984), p.5.  

 

The arrival of European settlers caused a dramatic change to Aboriginal society. This 

country was colonised on the legal fiction of terra nullius, meaning ‘a land belonging 

to no one’. From this time onward, Aboriginal people were not acknowledged or 

recognised as having rights to their homelands. Unlike other developed nations with 

Indigenous inhabitants prior to colonisation, Australia never recognised and 

acknowledged its Indigenous people and way of life by way of a treaty (Collard et al. 

2005).  

 

Colonisation has had a devastating impact on physical, spiritual, social and cultural 

wellbeing of many societies around the world. In Australia, European intervention 

caused rapid changes in the life of Aboriginal Australians. The people were 

dispossessed of their land and the transfer of traditional knowledge was disrupted. 

Aboriginal people were removed from their territory by European guns and 

laws(Green 1984) p,7. The Aboriginal population was decimated by massacres and 

diseases. The physical and psychological effects of displacement also contributed to 

the rapid decline of the population(Collard 2000). 

  

Since the European settlement and until very recently, government policies in this 

country relating to Aboriginal people have been developed and implemented by 

mostly non-Aboriginal people. Initial intrusion was followed by policies and 

practices that aimed to exert full European control over the Indigenous population. 

The 1905 Act was one of those pieces of legislation. Apparently introduced for the 

‘better care and protection’(Collard 2000) of the Aboriginals, it served the interests 

of the colonisers and attempted to control every aspect of Aboriginal people’s lives. 

Institutionalised racism reached its peak in the 1930s. In 1930, the state government 
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in WA introduced even more oppressive legislation with the 1936 Native 

Administration Bill. As Haebich (1992) pointed out this Bill ensured the following 

restrictions: 

 People with less than one-fourth of Aboriginal descent were not allowed to live 

with people who were classified as ‘natives’, even if they were related. 

 No Aboriginal person was allowed access to alcohol or was permitted in the 

grounds of any hotel. 

 Any Aboriginal child (under 21) was allowed to be taken away from their 

parents and placed in an institution to be trained in the ways of ‘White 

civilisation’. 

 All ‘natives’ required permission to marry, to obtain a job, and to travel. 

 

This legislation devastated Aboriginal peoples’ lives. Aboriginal children were 

removed from their parents. Aboriginal people were not considered to be socially 

capable of raising their children. During this period, many thousands of Aboriginal 

children throughout Australia were removed from their families and trained to be 

maids and domestics(Collard 2000). These experiences created enormous 

psychological and emotional trauma within Aboriginal communities, and the legacy 

of distrust is evident in contemporary society. Many parents were unable to stop the 

authorities while their children were taken away from them; they had been beaten, 

and some eventually turned to alcohol and other substances to cope with their 

trauma(Collard 2000; Commonwealth of Australia 1997). This in turn created many 

health problems and issues that are now a burden to Aboriginal peoples themselves 

and to the Australian health system. The physical and emotional damage to those 

taken away was intense and enduring. Most grew up in a hostile atmosphere without 

family bondings or cultural identity. As adults, many Aboriginal people suffered 

insecurity, lack of self esteem, feelings of worthlessness, depression, suicide, 

violence, delinquency, abuse of alcohol and drugs and an inability to trust. Lacking a 

parental model, many have had difficulty bringing up their own children. The scale 

of family separation has also had deep consequences for the whole Aboriginal 

community. Anger, powerlessness and lack of purpose and an enduring distrust of 

Government, policies, police and government officials developed in them(The 
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European Network for Indigenous Australian Rights 2007). The major task 

confronting Aboriginal people throughout this period was how they, their family and 

their cultures could survive (Collard et al. 2005). 

 

At the time of European settlement there were an estimated 250 distinct Indigenous 

languages across Australia. More than half of these are no longer used. Many of 

those remaining are known to only to a few elders and face extinction if urgent steps 

are not being taken to record them. In remote areas of Australia, relative isolation 

from white influences has resulted in the persistent use of the local languages. Even 

though the languages are quite different from each other, many Aboriginal speakers 

can speak more than one language fluently. This proves the interaction that 

Aboriginal people have between different language groups (Department of Foreign 

Affairs and Trade 2008). 

 

It is important to recognise the diversity of Aboriginal culture and lifestyle. The 

process of colonisation, the impacts of assimilation and the removal of people have 

all impacted upon the already huge diversity of Aboriginal people. This diversity also 

exists across WA considering the state’s geographical diversity (See Map of 

Aboriginal communities in WA in Appendix 1).   

 

2.2.2 Overview of health of Aboriginal people in WA 

Despite difficulties with Aboriginal enumeration and data it is clear that Aboriginal 

people experience poorer health and die at a much younger age than non-Aboriginal 

Australians(ABS 2003; Australian Institute of Health and Welfare 2003). In the 

period 2005-2007, WA had the second lowest figure (65 years for male and 70.4 

years for female) for life expectancy at birth for Aboriginal Australians (after NT) 

(Kennedy and McGill 2009). These figures are approximately 14 years lower than 

for other Western Australians. For almost all health status indicators, the Aboriginal 

level is worse than that of non-Aboriginal Australians(Australian Institute of Health 

and Welfare 2003). 
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In WA, respiratory, gastrointestinal, infectious and parasitic diseases are 

disproportionately higher especially among the young Aboriginal people. Geography 

is a key determinant of health. While deaths due to heart disease, cancer, diabetes, 

respiratory diseases and injuries remain major issues for all Aboriginal people, 

Aboriginal people living in rural WA generally experience a greater risk of poor 

health, higher rates of mortality and hospitalisation than those living in the 

metropolitan area(WA Country Health Service 2006).  

 

There are many rural and remote factors impacting on these health outcomes. The 

cost of fresh food is between 150-180% of capital city prices in some remote 

communities, which has a disproportionately adverse impact given many Aboriginal 

Australians are unemployed and have limited disposable income. Education, 

numeracy and literacy levels are significantly lower in Aboriginal compared to non-

Aboriginal communities, and access to basic health services is poor, often 

rudimentary or non-existent, or not accessible to many Aboriginal people residing 

outside metropolitan and regional areas (Simpson 2009). Major problems are 

reported in rural WA with water supply and sanitation, overcrowding and 

substandard housing, waste-water disposal and the absence of rubbish disposal that 

contributes to a high prevalence of vermin and pests, and a lack of hygiene 

(Australian Institute of Health and Welfare 2003). There are also problems related to 

limited employment opportunities and distance from employment (Simpson 2009). 

Moreover, historically health services in these areas have been culturally 

inappropriate due to cultural and geographical inaccessibility, and cost factors. 

 

Other factors include substance abuse, poor nutrition, obesity and exposure to 

violence. Furthermore, morbidity data point out that many Aboriginal people are 

unwilling to seek medical attention until their condition is serious (Simpson 2009). 

High levels of Aboriginal physical and mental illness and poor access to health 

services result in many Aboriginal people suffering preventable chronic diseases that 

could have been better managed through early identification and treatment. 
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2.3 Health Care Infrastructure in WA 

The major public teaching hospitals in WA are all based in Perth. They are: Royal 

Perth Hospital, Sir Charles Gairdner Hospital, Fremantle Hospital, King Edward 

Memorial Hospital for Women, and Princess Margaret Hospital for Children. They 

provide a broad range of specialty services, for example, intensive care, vascular, 

cardiothoracic, oncology, renal, neurosurgery and obstetrics (ABC Health and 

Wellbeing 2007). 

 

There are nine major regional public hospitals at: Albany, Narrogin, Bunbury, 

Northam, Kalgoorlie, Geraldton, Carnarvon, Port Hedland and Derby; and 68 smaller 

hospitals located in country areas. These hospitals provide a wide range of services 

that include emergency, medical, surgical, paediatric, obstetric and rehabilitation 

services. WA also has 36 private hospitals throughout the state (ABC Health and 

Wellbeing 2007). 

 

In metropolitan and larger country centres, a wide range of services are provided by 

government-funded health centres and nursing posts, including private organisations 

(which often receive government support). Their services range from women's 

health, counselling, drug and alcohol, to family planning services. Many church and 

charitable organisations provide services such as aged care (ABC Health and 

Wellbeing 2007). In some areas, health services are delivered by Multi Purpose 

Services – combined hospital and nursing posts which are customised to meet local 

needs (ABC Health and Wellbeing 2007). 

 

Health care in remote regions of Western Australia is delivered by government 

salaried GPs or District Medical Officers (DMOs) from the regional hospitals who 

travel to remote communities. Salaried GPs working in remote areas are less 

common. They work in a team with Remote Area Nurses (RANs) who work from 

government-funded Remote Area Nursing Posts, and Aboriginal Health Workers 

(AHWs). In many areas Aboriginal Community Controlled Health Services 

(ACCHS) provide clinical, prevention and support services provided by GPs, nurses, 

AHW and other health professionals.  In some cases AHWs work with nangkaris 
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(Aboriginal traditional healers). An ACCHS (also known as an Aboriginal Medical 

Service or AMS) is a primary health care service initiated and operated by the local 

Aboriginal community to deliver holistic, comprehensive, and culturally appropriate 

health care to the community. A locally elected  Board of Management provide 

overall governance of the ACCHS or AMSs (National Aboriginal Community 

Controlled Health Organisation 2008). 

 

Almost half (42.7%) of the general practitioners currently working in rural and 

remote WA received their primary medical qualification abroad. Of these, 29% are 

from the UK, 20% from South Africa, 7% each from Netherlands and India and 6% 

from Nigeria. Other countries represented include: Ireland, Pakistan, Singapore, New 

Zealand, Germany, Egypt, Burma, Poland, Sri Lanka, Canada and many more 

(Western Australian Centre for Remote and Rural Medicine (WACRRM) 2005). The 

workforce in the public hospital and community health sector is dominated 

overwhelmingly by non-Aboriginal people even in regions where a significant 

proportion of the client base is Aboriginal (Department of Health 2008).  

 

Specialist treatment usually involves transport of patients to larger centres (usually 

Perth, or Darwin for patients in the far north). Transport of patients to central areas, 

and of health workers to remote areas, is often delivered by the Royal Flying Doctor 

Service(ABC Health and Wellbeing 2007). 

 

Transportation and infrastructure generally depends on the size of the community. A 

state, territory or local government authority is responsible for maintaining roads and 

aerodromes only in major communities which have at least 200 people and these 

communities are usually accessed by a highway. In minor communities (fewer than 

200 people), outstation resource agencies or community councils are responsible for 

maintaining roads, airstrips and freight boats. However, these organisations often 

lack the specialist capacity and funds for this work (ABS 2006). 

 



24 
 

In many circumstances, general health services do not efficiently meet the particular 

needs of Aboriginal people. It has been demonstrated that health services for 

Aboriginal people are more effective if they are delivered by people with an 

affirmative approach and understanding of Aboriginal culture and lifestyles(Simpson 

2009). Increasing the number of Aboriginal employees at all levels throughout the 

health system will contribute to culturally ‘secure’ health services. The establishment 

of ACCHS promotes the responsibility and understanding that Aboriginal people 

need in order to have self-determination in health delivery. 

 

The State Government of WA has expressed strong commitment to the health of 

Aboriginal people and supports that interest with a wide range of 

services(Department of Health 2010). In theory, State-funded hospitals and health 

services need to give special attention to the needs of Aboriginal people and ensure 

services are provided in a culturally appropriate manner. However, the ongoing poor 

status of Aboriginal health shows that more effort is needed to find better ways of 

working with Aboriginal communities, General Practitioners (GPs), hospitals and 

non-government organisations (Department of Health 2010). 

 

The State Government also funds various high priority projects that are aimed at 

improving the health of Aboriginal families, including nutrition and substance abuse 

programmes, disease prevention, and environmental health in Aboriginal 

communities. In addition to the wide range of health care services provided by 

government, further support is provided by a growing network of ACCHS and other 

community organisations. A network of public, private and non-government services 

provide community health services to help people with most common health 

problems. Their services include: health promotion and education; family health care 

including screening, immunisation and treatment of infants and school-aged children; 

health care to those who may have special needs such as Aboriginal people, women, 

people with severe disability or disease, older people, low income earners and people 

in remote areas; nursing and therapy services; palliative care; and multicultural 

services (Department of Health 2010).  

 



25 
 

In accordance with the philosophy of self-determination, Aboriginal communities 

run over 140 ACCHS across Australia. Some of them are quite large multi-functional 

services that employ several medical practitioners and provide a wide range of 

services. However, some of them are small services without medical practitioners 

and they rely on mainly Aboriginal health workers and/or nurses to provide the bulk 

of primary care services, often with a preventive, health education focus(National 

Aboriginal and Torres Strait Islander Health Clearinghouse 2000). The services form 

a network, but each is self-directed and independent both of one another and of 

government. The integrated primary health care model of ACCHS was developed 

based on the philosophy of Aboriginal community control and the holistic view of 

health (National Aboriginal and Torres Strait Islander Health Clearinghouse 2000). 

 

The National Aboriginal Community Controlled Health Organisation (NACCHO) is 

the peak body for ACCHS and represents local Aboriginal community control at a 

national level to ensure that Aboriginal people have greater access to effective health 

care across Australia. NACCHO provides a coordinated holistic response from the 

community sector, advocating for culturally respectful and needs-based approaches 

to improving health and well being outcomes through ACCHS(Human Rights and 

Equal Opportunity Commission 2008; National Aboriginal Community Controlled 

Health Organisation 2008). The Aboriginal Health Council of Western Australia 

(AHCWA) is the peak body for 19 Aboriginal Community Controlled Health 

Services (ACCHS) in WA. AHCWA develops and provides constructive educational 

health courses and programmes and undertakes medical research to redress ill-health 

within the Aboriginal community. The organisation delivers holistic and culturally 

appropriate health and health related services to the Aboriginal community 

(Department of Health 2007). 
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4.1 Cancer and its impact 

Cancer h as b ecome a m ajor component of  t he t otal burden of  di sease worldwide, 

especially i n d eveloped co untries. T he t wentieth cen tury recorded the g reatest 

advance i n t he c ontrol of hum an di sease(Freireich 2001) . While ma ny infectious 

diseases were controlled, be cause of  t he a geing of  t he popul ation a nd s trong 

association between cancer and age, cancer was becoming more prevalent and now 

represents a major h ealth i ssue o f t he t wenty-first century. Until 1960, no one  had 

claimed that a  systemic or metastatic form of cancer could be cured. In only 35-40 

years, t echniques for the early detection, prevention, surgical and radiation therapy 

treatments imp roved markedly and at  l east 1 5-20% of  pa tients w ith 

systemic/metastatic cancers can now be cured (Freireich 2001;  Ma and Yu* 2006). 

Recent Australian survival data shows that approximately 60% of people diagnosed 

with cancer are still alive after five years (Australian Institute of Health and Welfare 

(AIHW) and Australasian Association of Cancer Registries (AACR) 2001). 

 

Cancer i s a t erm u sed f or a group o f s everal h undred d iseases i n w hich ab normal 

cells a re not  de stroyed by no rmal m etabolic p rocesses but  i nstead di vide w ithout 

control a nd are a ble t o i nvade ot her t issues (AIHW (Australian Institute o f H ealth 

and W elfare) a nd A ACR ( Australasian A ssociation of  C ancer R egistries) 2008) . 

Cancer c ells c an s pread t o ot her pa rts of  t he b ody t hrough t he bl ood and l ymph 

systems. There are more than 100 different types of cancer (National Cancer Institute 

2009). F or m ost c ancers t he c auses a re not  f ully kno wn but  r esearch shows t hat 

certain r isk factors increase the possibility that a  person will develop cancer. Some 

cancers occur as a  di rect result of  smoking, dietary influences, infectious agents or  

exposure t o r adiation ( for e xample, ul traviolet r adiation), w hile ot hers may be  a 

result of inherited genetic faults (AIHW (Australian Institute of Health and Welfare) 

and AACR (Australasian Association of Cancer Registries) 2008). Other risk factors 

include growing ol der, ionizing r adiation, c ertain c hemicals a nd ot her s ubstances, 

certain hormones, a lcohol, s edentary lifestyles or be ing ove rweight. Many of  t hese 

risk factors can be avoided. 
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People d iagnosed w ith cancer face m any practical, em otional and p sychosocial 

demands in addition to the effects of the disease and the physical treatment, as well 

as t he anguish resulting from t reatment. S ome o f t hese ch allenges i nclude: c oping 

with t he s hock of  t he di agnosis and f ears about g eneral health, w ellbeing and the 

future; s ymptoms an d adverse ef fects o f t reatment s uch as  n ausea, fatigue and 

physical c hanges i n body  appearance and f unctioning; c hanges i n r ole a nd f amily 

functioning; f inancial costs, a ltered o ccupational, employment and financial s tatus; 

psychological difficulties ranging from concerns about body image and sexuality to 

severe disorders such as anxiety and depression (National Breast Cancer Centre and 

National Cancer Control Initiative 2003). Evidence suggests that up to 66% of people 

with cancer ex perience l ong t erm psychological distress (Zabora et a l. 2 001); 30% 

experience clinically s ignificant an xiety problems, an d up t o 20%-35% of pe ople 

suffer f rom depression (Bodurka-Bevers e t a l. 2000) . There i s some ev idence f rom 

studies of patients with breast cancer that depression is at least twice as common in 

people undergoing surgery for cancer as in those without cancer. Studies of patients 

with various cancer types also show that those who have undergone chemotherapy, 

adjuvant t herapy o r r adiation t herapy a re at  i ncreased r isk o f d epression (Jenkins, 

Carmody, and Rush 1998). Some studies report clinical depression in up t o 40% of 

patients w ith p rogressive cancer in p alliative c are (National B reast C ancer C entre 

and N ational C ancer C ontrol Initiative 2003) . T he l evel o f d istress an d challenges 

may vary depending on  t he s tages of  cancer, cancer s ite, pr ognosis a nd pa tient 

burden (Zabora et al. 2001). Some patients need to deal with progressive illness and 

approaching death, while others face the physical, emotional and social challenges of 

survival (National B reast C ancer C entre an d N ational C ancer C ontrol Initiative 

2003). 

 

The impact of  cancer, coping and emotional adjustment to the journey with cancer 

and survival vary with individual characteristics, and changes over time. Response to 

coping w ith t he di agnosis of  c ancer a nd i ts a fter-effects are al so i nfluenced b y 

several f actors, f or example, support f rom family and friends, r eligious be liefs,  

confidence i n clinical diagnosis a nd t reatment, age, gender, s ocial ci rcumstances, 

family c ommitment, a ttitudes to wards h ealth a nd illn ess, c o-morbidity and s o on. 

Descriptive d ata s uggest th at a djustment b y p atients w ith c ancer is  im proved b y 



30 

family and partner support, while criticism and overprotection by a spouse leads to 

negative m ood a nd s tress (Manne et a l. 1999;  K uijer e t a l. 2000) . Q ualities o f th e 

relationship a nd t he c ouple a s a  uni t a ppear t o be  i mportant. T he l evel of  s tress 

experienced by partners of patients with cancer is also reported to be comparable to, 

or h igher th an, th at o f p atients th emselves (Baider a nd Denour 1999) , a nd yet the 

partners receive l ess s upport. R estrictions t o s ocial a ctivities a re another challenge 

that many cancer patients face which often leads to depression. In addition to general 

detrimental e ffects o n e motional w ell-being, l iving w ith c ancer c an pos e s pecific 

problems t hat ha ve a strong ps ychological i mpact, i ncluding bod y i mage and 

sexuality pr oblems, i nterpersonal di fficulties i ncluding ne w r elationships pos t 

diagnosis, and anxiety, fear or concerns related to survival and recurrence. Concerns 

about current or potential sexuality problems have been identified as a major stressor 

(Kunkel et al. 2000) and as a source of anxiety (Corney et al. 1992). 

 

Cultural a nd lin guistic differences can pl ay a  s ignificant r ole i n how  pe ople c ope 

with their cancer diagnosis and treatment. This issue is particularly significant for a 

multicultural country like Australia which has many diverse populations. Language 

barriers and lack of knowledge of the Australian health care system have been found 

to limit a ccess o f people f rom non-English s peaking ba ckground t o he alth 

information an d h ealth care s ervices (National B reast C ancer C entre and N ational 

Cancer Control Initiative 2003) . Thus, there i s a  need to be  responsive to sensitive 

issues for d ifferent cultural gr oups. A  r eport e xamining c ultural i ssues r elating t o 

breast cancer identified several i ssues relevant to cancer d iagnosis across a n umber 

of c ultural groups. T hese i ncluded th at m any p eople p refer t o s ee a m edical 

professional of  t heir ow n s ex; many pe ople vi ew a  diagnosis o f c ancer as  a d eath 

sentence, regardless of  the a ctual pr ognosis; a diagnosis o f cancer is s ometimes 

viewed as  s hameful; r eligion p lays a f undamental r ole in  many people’s a ttitude 

toward t heir d isease and t reatment; a nd i n m any cultures, f amily an d ex tended 

families play a central role in responding to major illness. Rights, responsibilities and 

decision-making are often shared by family members, and this influences the choice 

of t reatment (National Breast Cancer Centre and National Cancer Control Initiative 

2003). 
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Similar cultural issues for Aboriginal and Torres Strait Islander women with breast 

cancer have been identified including: high concerns about confidentiality; women’s 

business a nd w omen’s c ancer; t he s ignificance o f t he c oncept of  ‘ shame’ for 

Aboriginal pe ople (which i s m ore t han a  s ense of  g uilt or  di sgrace); f amily and 

kinship; the concept of ‘support’ among Aboriginal people; the perception of illness 

in terms of its impact on a person’s ability to fulfil social and spiritual commitments 

(Morgan and Slade 1997).  

 

4.2 Cancer in Australia 

Cancer was the largest contributor to the total burden of disease in Australia in 2003. 

It is second overall among causes of death in Australia [Australian Institute of Health 

and W elfare ( AIHW) a nd A ustralasian A ssociation o f C ancer R egistries ( AACR) 

2004] and i s t he m ost f eared di sease f or A ustralians, w ith ove r 60%  of  pe ople 

nominating cancer as the illness they would most worry about getting, a fear that has 

increased over time (Borland, Donaghue, and Hill 1994). The Australian Institute of 

Health and Welfare (AIHW) reported over 100,000 new cases of cancer diagnosed in 

Australia in 2005. This number was projected by AIHW to grow by over 3,000 extra 

cases per year in 2006-2010. Although the growth is due primarily to the ageing of 

Australia's population, a small increase in the underlying cancer incidence r ate has 

also been projected [AIHW (Australian Institute of Health and Welfare) and AACR 

(Australasian Association of  Cancer Registries) 2008]. Major cancers causing most 

of the deaths in Australia are highlighted below: 

Table 1: 5 Most common causes of death from cancer in Australia, 2005  

 
Both Sexes 

Percent of 
all cancer 
deaths (%) 

 
Males 

Percentage 
(%) 

 
Females 

Percentage 
(%) 

Lung 19.0 Lung 21.4 Lung  15.9 
Colorectal 10.7 Prostate 13.4 Breast 15.8 

Unknown site 8.8 Colorectal 10.5 Colorectal 10.8 
Prostate 7.5 Unknown site 8.3 Unknown site 9.5 

Breast 7.0 Pancreas 4.4 Pancreas 6.2 
Source: AIHW & AACR (2008). Cancer in Australia: An Overview, 2008. AIHW cat no. 
CAN 42. Canberra: AIHW (Cancer Series no. 46). 
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Deaths f rom l ung c ancer o vertook b reast can cer f or t he f irst t ime in 2005 w hen i t 

became the most common cancer death for females. It has also been projected that 

lung cancer deaths in females will accelerate. This trend is caused by the increasing 

rates o f s moking obs erved i n w omen i n t he 19 70s a nd 1980s  [AIHW ( Australian 

Institute o f H ealth an d Welfare) an d AACR ( Australasian A ssociation of C ancer 

Registries) 2008 ]. Between 1991 a nd 2001, t he i ncidence and m ortality of  l ung 

cancer among males fell by an average of 2.1% per year. This decline is attributed to 

decreased t obacco s moking a mong m en. H owever, l ung c ancer i ncidence a mong 

females increased by 1.2% and mortality by 1.1% per annum during this period, the 

result of which can be observed in their mortality rate [Australian Institute of Health 

and W elfare ( AIHW) a nd A ustralasian A ssociation o f C ancer R egistries ( AACR) 

2004]. 

 

 Although lung cancer causes the most deaths among both males and females, breast 

(27%) and prostate (23%) were the most common cancers diagnosed in women and 

men r espectively i n 200 5. The n umber o f n ew b reast can cer c ases i n w omen h as 

more than doubled over the 25-year period from 1982 to 2006. The number of cases 

diagnosed in 2006 was 3% higher t han the number di agnosed in t he previous year 

and is the largest number of new breast cancer cases in women reported in any year 

to da te. The a ge-standardised incidence of  breast cancer rose f rom 100.4  cases pe r 

100,000 in 1991 t o 112.4 cases per 100,000 i n 2006 (Australian Institute of Health 

and Welfare 2008) . The breast cancer incidence r ate increased 1 .4% per annum on 

average b etween 1991 a nd 2006. H owever, m ortality r ate f rom br east c ancer h as 

declined b y an average of 2.2% per year du ring this period [Australian Institute of 

Health an d W elfare ( AIHW) an d A ustralasian A ssociation o f C ancer R egistries 

(AACR) 2004]. 

  

With r espect t o pr ostate c ancer, t he reported i ncidence was r elatively s table u ntil 

1989 but there was a dramatic rise in the number of new cases in Australia between 

1990 a nd 1994. F ollowing a  pe ak be tween 199 4 a nd 1997, t he a ge-standardised 

incidence r ate f ell b y 30 %, t hen s tabilised i n 1998 a nd 2000 (The C ancer C ouncil 

Australia 2004) . P rostate can cer accounted for over 29%  of  a ll di agnoses i n 2005  
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[AIHW ( Australian Institute o f H ealth an d W elfare) an d A ACR (Australasian 

Association of Cancer Registries) 2008]. 

 

4.2.1 Cancer and Aboriginal Australians 

The p attern o f c ancer is  d ifferent f or A boriginal A ustralians. It is  w ell-known a nd 

well-documented t hat Aboriginal pe ople ha ve t he w orst he alth s tatus a s a n 

identifiable group in Australia (Couzos and Murray 2003; Cunningham et al. 2008; 

Thomson 2003;  W estern A ustralia J oint Planning F orum on A boriginal H ealth 

2000). Their poor health i s characterised b y a range o f communicable and chronic 

diseases, with cancer one of the three prioritised chronic d iseases referred to in the 

National Aboriginal and Torres Strait Islander Health Strategy in 2001 (Condon et al. 

2003).  

 

Epidemiological Data 

Cancer w as not  c onsidered a  pr iority he alth i ssue f or A boriginal a nd T orres S trait 

Islander Australians before 2001 (Thomson 2000). This may be because of their well 

documented and more immediate health problems, the lower incidence rates of many 

common c ancers di agnosed a mong non -Aboriginal p eople (with t he not able 

exceptions of  s moking-related c ancers), and l imitations bot h i n t he a vailability of  

cancer statistics and understanding. However, health concerns with regard to cancer 

are i ncreasing. A boriginal A ustralians are t wice as  l ikely t o d ie f rom can cer 

compared t o non -Aboriginal Australians. C ancer i s reported a s t he t hird m ost 

frequent cause o f de ath in A boriginal w omen, after de ath f rom c ardiovascular a nd 

respiratory diseases [AIHW (Australian Institute of Health and Welfare) and AACR 

(Australasian Association of Cancer Registries) 2008].  

 

Epidemiological i nformation r egarding c ancer among t he A ustralian Aboriginal 

population i s l imited, and is only recently beginning t o be  c omprehensively 

documented (Condon 2004; Coory, Thompson, and Ganguly 2000; School of Public 

Health and Tropical Medicine 2002). Most of the data are also likely to be influenced 

by unde r-ascertainment of  t he A boriginal popul ation a s a  r esult of  i naccurate 
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identification a nd mis classification o f A boriginal s tatus. U nder-ascertainment o f 

Indigenous cancers also occurs as a result of factors such as lower rates of autopsy 

for Indigenous pe rsons (Threlfall and Thompson 2009) . According to Cunningham 

(2008), u ntil 2 001 th ere w as little  in formation on c ancer i ncidence, di agnosis, 

treatment, a nd s urvival, or  on t ime pa tterns i n t his popul ation. In A ustralia, 

population-based cancer r egistries collect d ata and c onsistently publish r eports on  

cancer incidence, mortality and survival rates. Clinical cancer registries in specialist 

cancer tr eatment centres monitor d iagnoses, treatment, complications and outcome. 

National cancer control programmes, ope rating in a ll s tates and t erritories, provide 

information on c ancer prevention and early detection programmes. Nonetheless, no 

national le vel in formation is  a vailable f or A boriginal a nd Torres S trait Islander 

people regarding cancer disease experience. Neither the Australian Institute of Health 

and W elfare ( AIHW) nor t he A ustralian B ureau of  S tatistics ( ABS) publ ishes 

specific race and ethnicity data on cancer. It is difficult, therefore, to know the cancer 

status for Aboriginal people at national level. This generates an erroneous impression 

that can cer d oes n ot h ave a great i mpact o n A boriginal and T orres S trait Islander 

people (Thomson 200 3). Although national l evel d isaggregated d ata is s till 

unavailable f or A boriginal a nd T orres S trait Islander pe ople, improvements 

regarding th e a vailability of information have occurred o ver t he l ast t en years, 

especially in Queensland, New South Wales and in the Northern Territory. A more 

complete pi cture of  cancer oc currence, c ausation, a nd c ontrol i n Indigenous 

Australians can now be presented (Cunningham et al. 2008). 

 

Cancer Incidence 

As pr eviously m entioned, no na tional c ancer i ncidence s tatistics a re pu blished f or 

Aboriginal A ustralians because c ancer registries i n m ost of  t he s tates do not  

accurately r ecord A boriginal s tatus. For example, C ondon e t a l., (2005) not ed t hat 

the N T A boriginal i ncidence rates r eported i n t heir s tudy und er-estimate act ual 

cancer i ncidence b y ap proximately 1 5-20% be cause of  a  s mall de gree of  unde r-

ascertainment o f cases and mis classification o f A boriginal s tatus in  th e N orthern 

Territory C ancer R egistry (Condon e t a l. 2003) . T he W estern A ustralian C ancer 

Registry has reported Aboriginal incidence rates, but  in 1996 a nd 1997, 17-18% of  

cancer r egistrations w ere mis sing d ata o n A boriginal s tatus (Thomson a nd I rvine 
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2001). A nother report related t o W A a nd South A ustralia ( SA) indicated t hat t he 

under reporting is more likely to be in the range of 25-30% and 30-35% respectively 

(Threlfall and Thompson 2009).  

 

Data quality is improving, however especially in the NT. A thorough assessment of 

data quality has recently been completed for the Northern Territory Cancer Registry, 

including r e-screening o f not ification sources. For pa tients di agnosed in t he period 

1991-2001, case ascertainment was estimated to be over 95% complete with a small 

degree of misclassification of Aboriginal status (only 5%) (Condon, Armstrong et al. 

2005). It is  imp ortant t o r ecognise th at th is is  th e r esult o f in tense efforts b y 

stakeholders ove r r ecent years. R ecent c omparison of  Indigenous a nd non -

Indigenous age-specific cancer rates have been published using combined data from 

South A ustralia (SA), W estern Australia (W A) and NT, as t hese j urisdictions a re 

considered to have better Indigenous ascertainment in their hospital data than other 

jurisdictions (Threlfall a nd T hompson 2009) . T his publ ication ha s g iven t he m ost 

detailed picture of Indigenous age-specific cancer incidence rates so far produced in 

Australia. T ogether th ese th ree ju risdictions c onstitute o ne-third o f A ustralia’s 

Indigenous popul ation. M ore r ecent da ta f rom WA s hows t hat t he r ecording o f 

Indigenous status in metropolitan hospital admission data has improved significantly 

since 2002, with under-reporting now less than 10% (Threlfall and Thompson 2009). 

New South Wales has also attempted to improve data quality on Indigenous cancer 

mortality (Supramaniam, Grindley, and Pulver 2006), but there is no indication that 

this effort has been continued. Queensland claims tto have substantially improved its 

Indigenous identification over recent years, but this registering process has not been 

formally as sessed (ABS 2005;  A IHW ( Australian Institute of  H ealth a nd W elfare) 

2005). 

 

Although t hese qua si-national da ta ne ed t o be  i nterpreted c autiously, they i dentify 

that incidence of cancer has a different pattern among Aboriginal people with several 

cancers such as liver, lung, pancreas, cervix, gallbladder and thyroid occurring more 

commonly. T his i ndicates t hat p reventive s trategies and cl inical care a re n ot as  

effective as they could, and should be, for Aboriginal Australians (Condon 2004). 
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Incidence rates a re generally lower for some cancers, for example, breast, prostate, 

bladder, ki dney, bo wel and s kin m elanoma. C omparative a nalysis of  S A, WA a nd 

NT c ancer s tatistics f or Indigenous and non -Indigenous A ustralians ha s s hown 

interesting differences: 

Pancreatic cancer – The number of pancreatic cancers in the Indigenous population 

across three jurisdictions was low (12.7 per 100,000 populations) in 2007, although 

higher than for non-Indigenous people (10.8 per 100,000 populations) (Threlfall and 

Thompson 2009).  

Cervical cancer – 8.8% of Aboriginal women compared with 3.2% of non-Aboriginal 

females have had cervical cancer (Thomson and Irvine 2001). The age-standardised 

rate per 100,000 for Indigenous Australians for three jurisdictions was 8.6, while the 

rate fo r n on-Indigenous popul ations w as 3 .4. C ervical can cer i s r elated t o h uman 

papillomavirus ( HPV) i nfection w hich m ay b e a ssociated w ith ot her s exually 

transmitted i nfections. T he i ncidence of  t hese i nfections ha s be en ve ry hi gh i n 

Central Australia. High rates of cervical cancer amongst older Indigenous women in 

NT and WA are particularly concerning.  

Liver cancer – The incidence rate for Aboriginal males was 3.6 t imes t hat of  non-

Aboriginal m ales, a nd 3.8 t imes t hat f or non -Aboriginal f emales. J urisdiction-

combined age-standardised rate per 100,000 was 10.9 for Indigenous people and 4.5 

for non -Indigenous po pulations. It i s on e of  t he m ost s ignificant cancers i n 

Indigenous populations. The high incidence rate is largely attributable to high rates 

of hepatitis B infection and excessive alcohol consumption in some males (Threlfall 

and Thompson 2009).  

Breast c ancer – Although g enerally i ncidence r ates of f emale breast cancer w ere 

lower in Indigenous communities, in SA it was the second most common cancer in 

Indigenous persons. Jurisdiction-combined age-standardised rates for Indigenous and 

non-Indigenous p eople were 34.1 a nd 63.0 r espectively (Threlfall a nd T hompson 

2009).    

Prostate can cer – The combined j urisdiction a ge-standardised r ate p er 100,000for 

prostate cancer was 17.4 (Indigenous) and 77.9 (non-Indigenous). Low participation 
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rates of  Indigenous m en i n P SA t esting f or p rostate c ancer c ontribute t o l ower 

Indigenous incidence rates (Threlfall and Thompson 2009).  

Colorectal can cer – Colorectal c ancer w as t he t hird m ost co mmon can cer i n 

Indigenous persons and the second most common cancer in non-Indigenous persons 

in SA. This could be  due  to t he l ong hi story o f colorectal cancer s creening in t his 

state. T he ju risdiction-combined r ate w as 29.9 for Indigenous and 64.7  f or non -

Indigenous Australians (Threlfall and Thompson 2009). 

Lung cancer – Lung cancer was the most common cancer in Indigenous persons in 

WA, S A a nd N T. T he a ge-standardised r ate p er 100,000 Indigenous population 

(2002-06) with 95% confidence interval was 74.8 compared with the non-Indigenous 

rate w hich w as 47.1. This c ancer w as s ignificantly hi gher i n t he Indigenous 

population t han i n t he non-Indigenous popul ation i n t he 50 -64 y ears a ge g roups 

(Threlfall and Thompson 2009). Condon has reported that lung cancer incidence is 

higher in Aboriginal people in the NT at all ages, but particularly for people (aged 0-

64 years) (Condon et al. 2004). 

Unknown pr imary s ite – Cancer of  unknow n primary s ite w as t he f ourth m ost 

common c ancer i n Indigenous pe rsons i n S A, a nd a round t wice a s hi gh f or 

Aboriginal t han non -Aboriginal p eople in  WA (Thomson a nd Irvine 2 001). T he 

jurisdiction-combined a ge-standardised r ate pe r 1 00,000 w as 42.9 c ompared t o t he 

non-Indigenous rate of 15.8. Smoking is the major risk factor and it has been found 

that h alf o f al l cases have h ad a  cu rrent o r p ast s moking h istory. Late s tage 

presentation of  c ancer, and poor  or  de layed a ccess t o diagnostic an d t reatment 

services may also be responsible for this higher rate (Threlfall and Thompson 2009).   

 

The Aboriginal c ancer i ncidence rates in t he N T were a lso hi gher t han t otal 

Australian rates for cancers of the liver, gallbladder, cervix, vulva and thyroid, and in 

younger people only, for cancers of the oropharynx, oesophagus, pancreas and lung 

(Condon, Armstrong et al. 2005). 

 

Despite lower incidence rates, i t is evident from research findings from some states 

(especially NT) t hat t he i ncidence an d m ortality rates for t he c ancers previously 

thought to be non-threatening are increasing among Aboriginal people, and some of 
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these increases are s tatistically s ignificant. In t he N T, Aboriginal i ncidence a nd 

deaths from pancreas and breast cancer increased by more than 200% between 1991 

and 2001, a nd there were no c ancers for which l arge falls were recorded. This has 

been a real increase, and could be associated with increasing levels of obesity or the 

considerable f all i n fertility r ates. T he h igh i ncidence o f l ung an d l iver can cer i s 

consistent w ith hi gh p revalence of  s moking a nd he patitis B   amongst Aboriginal 

people, while the high incidence of cervical cancer may be related to lower Pap test 

coverage or to a higher prevalence of infection with HPV (Condon, Armstrong et al. 

2005). 

 

Cancer Mortality  

High de ath r ates f rom c ancer o ccur among t he Aboriginal pe ople of  A ustralia. In 

WA dur ing t he p eriod 1997-2000, t he a ge-standardised d eath rates were al most 

double f or A boriginal people t han t hose of  t heir non -Aboriginal c ounterparts 

(Thomson 2003). For every 100 cases of cancer diagnosed among Aboriginal males 

during 1993-1997, there were 73 deaths, compared with only 47 deaths for every 100 

cases diagnosed among non-Aboriginal males. For Aboriginal females, there were 52 

deaths compared with 43 for every 100 diagnoses in non-Aboriginal females.  

 

The picture is similar to the Northern Territory (Thomson 2003). Between 1977 and 

2000, c ancer m ortality in t he N T A boriginal po pulation i ncreased for eight cancer 

sites a nd f ell f or th ree. T he r ise w as s tatistically s ignificant f or c ancers o f t he 

oropharynx, lung and pancreas. Lung cancer was by far the most common registered 

cause of  c ancer de ath w ith m ortality f rom t his c ancer doubl ing be tween 1977 a nd 

2000. M ortality rates i n t he N T Aboriginal p opulation f or a ll s moking-related 

cancers more than doubled from 57.4 per 100,000 in 1977-1982 to 117.3 per 100,000 

in 1997-2000, showing a greater increase than mortality rates for a ll non-smoking-

related cancers combined (Condon et al. 2004).  

 

The following table shows that even when Indigenous incidence rates are lower than 

non-Indigenous r ates, m ortality rates a re hi gher than non -Indigenous r ates. For t he 
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combined data the mo rtality, incidence ratio for Indigenous p ersons i s 70% hi gher 

than that of non-indigenous persons (Threlfall and Thompson 2009).  

 

Table 2: Age-standardised incidence and mortality rates for the combined and 
individual jurisdictions 
 Incidence rate Mortality rate Mort: Inc ratio 
Indigenous combined 392 261 0.67 
Non-Indigenous combined 503 195 0.39 
Indigenous SA 327 204 0.62 
Non-Indigenous SA 492 198 0.40 
Indigenous WA 395 270 0.68 
Non-Indigenous WA 514 196 0.38 
Indigenous NT 423 280 0.66 
Non-Indigenous NT 522 204 0.39 
Source: Threlfall TJ, Thompson JR (2009). Cancer incidence and mortality in Western 
Australia, 2007. Department of Health, Western Australia, Perth. Statistical Series Number 
86. 
 

Threlfall and T hompson ( 2009) pr ovided a  l ist of  c ancers for w hich Indigenous 

persons ha ve a m uch hi gher m ortality r ate t han non-Indigenous p ersons, including  

lung ( 2x), unknow n pr imary (3x), lip/mouth/pharynx ( 4x), pa ncreas ( 1.5x), l iver 

(3x), c ervix ( 5x) a nd ut erus ( 2x). C ancers where non-Indigenous pe rsons ha ve a  

higher mo rtality rate include c olorectal ( 1.5x), pr ostate ( 3x), non -Hodgkin’s 

Lymphoma (NHL) (2x), brain (3x), melanoma (6x) and kidney (3x). Cancers where 

the mortality rate is similar include female breast, stomach and bladder (Threlfall and 

Thompson 2009) . Epidemiological d ata o n s pecific cancer f or A boriginal 

communities in Queensland between 1982  and 1996 show that the death rate f rom 

cervical cancer among Aboriginal women was 13 times higher than the state average 

(Angus 2005). 

  

The Australian Bureau of Statistics (ABS) reports that cancer accounted for 13% of 

Aboriginal f emale d eaths b etween 1 992-1994 a nd 1995 -1997 w ith a n a ge-adjusted 

mortality rate of 1.4 times that of non-Aboriginal females. According to Thomson & 

Biscoe ( 1991), c ervical can cer al one w as r esponsible f or 4 .9% o f t he ex cess 

mortality f or A boriginal w omen i n Q ueensland (Kirk et a l. 199 9). Lo wer 

participation i n c ervical s creening i s one  of  t he r easons f or t his di sparity. T he 

average participation rate was 41.5% in 1999-2000, which was 30% lower than that 
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for the rest of the state (Angus 2005; Coory, Thompson, and Ganguly 2000; O'Brien, 

Bailie, and Jelfs 2000). The incidence and death rates from cervical cancer have been 

gradually declining for a ll Australian women. Between 1982 a nd 2001, f or women 

aged 20 to 69 years, the age-standardised mortality rate declined from 5.1 to 2.4 per 

100,000 women (Australian Institute of  Health and Welfare 2004). Cervical cancer 

deaths f ell b y 32%  i n t he s even years following t he i ntroduction o f t he N ational 

Cervical S creening P rogramme ( NCSP) i n 19 91 (School of  P ublic Health a nd 

Tropical Medicine 2002).  

 

In t he Northern Territory, Indigenous mortality for l ung and other smoking-related 

cancers m ore t han doubl ed be tween t he 1970s  a nd 1990s  (Condon e t al. 2004) . 

Furthermore, t he i ncidence f or s everal s moking-related cancers i ncreased b etween 

1991 and 2005, i ncluding cancer of the lip and oropharynx, stomach, and pancreas, 

but not for lung cancer (Zhang et al. 2008). 

 

For s everal s moking-related can cers, t he excess i ncidence an d m ortality i n 

Indigenous pe ople ( compared w ith s imilar-aged Australians) i s m ore not iceable i n 

younger (<65 years) people (Condon et al. 2004) . A Western Australian study also 

showed a ge d ifferences in t he r elative risk o f l ung cancer (Gracey, W illiams, a nd 

Smith 2000) . A lthough colorectal c ancer i s comparatively l ess common i n 

Indigenous people than in other Australians, both incidence and mortality rate ratios 

are higher in younger rather than older Indigenous people in the Northern Territory 

(Condon, A rmstrong e t a l. 2005;  C ondon e t a l. 2004). T hese f indings support t he 

generation-based i ncreases i n e xposure t o r isk f actors, s uch a s s moking, di et, a nd 

physical activity (Cunningham et al. 2008). 

 

Cancer Survival 

Five-year c ancer s urvival can  b e u sed as  an  ap proximate i ndicator o f d isease cu re 

rates. Data from SA, Queensland (Valery et al. 2006) and NT (Condon, Armstrong et 

al. 2005; Condon, Garling, and Lee 2006) have shown that cancer survival is worse 

for a lmost a ll c ancers among t he A boriginal population. F or t hyroid a nd br east 

cancer, f or e xample, t he f ive-year s urvival r ate for a ll A ustralians i s ove r 90 a nd 
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80%, respectively, compared with only 60 and 42% respectively for NT Aboriginal 

cases (Condon et al. 2004). Indigenous people diagnosed between 1997 and 2002 in 

Queensland w ere 1.5 -times ( 95% C I 1.3 –1.7) m ore l ikely t o di e f rom t heir c ancer 

than non -Indigenous p eople af ter m atching for can cer s ite, a ge, s ex, year o f 

diagnosis, a nd r emoteness of  r esidence (Valery et a l. 2006) . In t he N orthern 

Territory, Indigenous people diagnosed between 1991 and 2001 were 1.9-times (95% 

CI 1 .7–2.1) more likely to die than other Australians after adjusting for cancer site, 

age, and sex (Condon, Armstrong et al. 2005). 

 

In the NT, the incidence of breast cancer for Aboriginal women is one-third that of 

non-Aboriginal w omen, w hile de ath r ates are s imilar. D uring 1987 -1997, r elative 

survival rates in the NT suggest that 61.2% of  non-Aboriginal women survived 10  

years a fter b reast cancer di agnosis, w hile t he figure i s onl y 11.3 % f or Aboriginal 

women (School of Public Health and Tropical Medicine 2002). 

  

The largest survival differences in percentage terms were observed for sites that had 

a hi gh s urvival for all Australians. F or ex ample, 5 -year Indigenous s urvival f or 

thyroid, f emale b reast, a nd c ervical c ancer w as 69%, 56% , and 37% , respectively, 

compared with 95%, 85%, and 79% for all Australians combined (Condon, Garling, 

and Lee 2006) . These cancers ar e am enable t o early d iagnosis, effective t reatment 

and a high probability of cure. So improving the access, acceptability and quality of 

health c are w ill i ncrease t he pos sibility of  di sease c ure f or A boriginal pe ople w ith 

these cancers. 

 

Some studies have used data linkage to investigate specific cancer sites, treatments, 

and out comes f or Indigenous A ustralians. T hey report t hat c ompared with non -

Indigenous people, Indigenous women had lower ovarian-cancer survival (Laurvick 

et a l. 2003) ; Indigenous w omen w ith b reast can cer w ere l ess l ikely t o h ave 

reconstructive surgery (Hall and Holman 2003); Indigenous patients with lung cancer 

were less interested to receive surgical treatment (Hall, Holman, and Sheiner 2004); 

Indigenous patients with lung and prostate cancer were less likely to receive surgical 

treatment (Hall, Bulsara e t a l. 2004) . S ome o f these d isparities i n cancer tr eatment 
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were pa rtly explained b y the l ower socioeconomic s tatus of  Indigenous people but  

disparities were o bserved even a fter a djustment. N one of  t he s tudy f indings 

presented adjust f or s tage at di agnosis. T hus, the r ecorded di sparities m ight be  

explained to some extent by more advanced stage at diagnosis in Indigenous people 

(Cunningham et a l. 200 8). O ther s tudies ha ve r eported t hat Indigenous pa tients i n 

Western A ustralia w ith o ral c ancers s pent lo nger in  h ospital w hile r eceiving 

treatment (Subramaniam et  al . 2 005) and Indigenous w omen w ith br east c ancer i n 

North Queensland were more likely to be diagnosed with advanced disease, although 

were just as l ikely to be  considered suitable for breast conservation surgery (Shaw 

and Elston 2003).  

 

Recent r esearch s uggests t hat t he r educed Indigenous s urvival f or s ome can cers 

results from Indigenous patients having more advanced disease when diagnosed and 

being less l ikely to receive specific cancer t reatments although these factors do not  

fully explain their survival disadvantage (Condon, Barnes et al. 2005; Condon et al. 

2006). This higher mortality ratio, with lower five-year survival rates and increasing 

incidence rates observed among Aboriginal people show that cancer is a w orsening 

health problem for Aboriginal Australians. 

 

Several patterns of cancer occurrence have been identified from the limited existing 

literature. There are some very pronounced differences in both age-specific and age-

standardised c ancer i ncidence an d m ortality r ates be tween Indigenous and non -

Indigenous populations in SA, WA and NT. While Indigenous Australians may have 

lower rates o f cancer incidence for some cancers, the age-standardised mortality is  

34% hi gher t han non -Indigenous m ortality rate f or c ancer. T his means t hat 

proportionately more Indigenous people are dying from cancer than non-Indigenous 

people. Indigenous people have a lower five-year survival ra te, higher incidence of 

some p reventable cancers, l ate r eporting an d d iagnosis o f c ancer i ncidence, and 

higher c ancer i ncidence a mong younger pe ople, m eaning t hat c ancer m ortality i s 

contributing to the shorter life-expectancy of Indigenous persons (Cunningham et al. 

2008; Shahid and Thompson 2009; Valery et al. 2006).  
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Pattern, Risk Factors and Management of Cancer 

Mortality from cancers of the lung, pancreas, mouth and throat in young people was 

several time s h igher th an to tal A ustralians r ates. T his ma y b e th e o utcome o f 

comparatively higher levels of tobacco consumption by Aboriginal young adults in 

recent d ecades (Cunningham and P aradies 2000). The National A boriginal a nd 

Torres Strait Islander Health Survey (2004-2005) published data on behavioural risk 

factors, i ncluding s moking, a lcohol consumption, obe sity, a nd di etary qu ality(ABS 

2004). Age-standardised smoking statistics showed that Indigenous Australians were 

2.2-times more likely to be current daily smokers. Over half of Indigenous adults in 

the survey smoked daily. The prevalence of smoking in Indigenous Australians was 

high across all age groups (although lower after 55 years of age), and there has been 

no not iceable d ecline i n s moking rates since at  least 1 994 (ABS 2004) . Smoking 

prevalence am ong Indigenous peoples varies w idely and c an be  as high as 80% in 

some communities. A survey of children in Western Australia found that the mothers 

of a round 47%  of  A boriginal children s moked dur ing pregnancy (Zubrick et  al . 

2004).  

 

Chronic in fection with H epatitis B V irus ( HBV) and alcohol m isuse ar e also 

significant ke y r isk f actors f or t he hi gh r ate of  liver c ancer a mong t he A boriginal 

population. A lthough a  s maller pr oportion of A boriginal A ustralians r eport 

consuming a lcohol t han do ot her A ustralians, f or t hose w ho do, a ve ry high 

proportion c onsume a t da ngerous l evels (Condon 2004;  C ondon e t a l. 2003) . In 

2004-05, Indigenous pe ople a ged 18 years a nd ove r w ere m ore l ikely t han non -

Indigenous people to abstain from drinking alcohol. However, after adjusting for age 

differences be tween t he A boriginal and non -Aboriginal popul ations, t he r ates of  

chronic r isky/high risk dr inking w ere s imilar. One i n s ix A boriginal a dults ( 16%) 

reported long-term (or chronic) risky/high risk alcohol consumption, increasing from 

13% in 2001. In non-remote areas, the proportion of Aboriginal adults who drank at 

chronic risky/high risk levels increased from 12% in 2001 to 17% in 2004-05 (ABS 

2008). 
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Data from the National Aboriginal and Torres Strait Islander Health Survey (2004-

2005) a lso s howed t hat Indigenous pe ople were 1.2–times mo re lik ely to  b e 

overweight o r o bese; t wice as  l ikely to r eport n o da ily fruit i ntake; a nd 6.6 -times 

more l ikely t o report no da ily v egetable i ntake t han t heir non -Indigenous 

counterparts. A lthough da ta on ph ysical a ctivity are l imited, 75%  of  I ndigenous 

adults i n non -remote a reas w ere living sedentary life-style or h ad l ow l evels o f 

exercise in 2004–05. No information was available for Indigenous people who lived 

in remote areas (ABS 2004). 

 

One s tudy on t he geographical di sparity i n r isk of  de ath f rom c ervical cancer f or 

Aboriginal w omen compared with non -Aboriginal w omen i n A ustralia s hows t he 

risk of death from cervical cancer for Aboriginal women l iving in rural and remote 

areas to be about twice that for those living in metropolitan regions, while the trend 

for non-Aboriginal women is in the opposite direction. The authors speculate that the 

reason for these higher rates is poor access to and utilisation of screening services in 

rural and remote areas (O'Brien, Bailie, and Jelfs 2000). Although national data on 

Indigenous pa rticipation i n cer vical s creening programme are n ot av ailable f rom 

cervical screening registers, reliable screening participation estimates of the Northern 

Territory (Binns and Condon 2006) and Queensland (Coory et al. 2002) have shown 

that screening participation of Indigenous women in these areas is about two-thirds 

the national rate for all Australians. 

 

Substantial variation however can b e observed and pa rticipation in t hese screening 

tests has improved noticeably in some states (Binns and Condon 2006; Coory et al. 

2002). S elf-reported i nformation on P ap s mear t ests f rom the 2004–05 National 

Survey reported t hat 52% of  a ll f emale Indigenous r espondents a ged 1 8 years or 

more were having r egular P ap s mears. H owever, those i n r emote ar eas were m ore 

likely to r eport having regular Pap smears than those in non-remote ar eas (65% vs 

47%, respectively). This may be because dedicated mobile cancer screening services 

visit those areas at certain time, and as a r esult a b lock of Indigenous women attend 

and are tested.  
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Hepatitis B  v irus ( HBV) in fection is c ommon i n Indigenous children, with a h igh 

proportion of  Indigenous s chool c hildren ha ving serological m arkers o f H BV 

infection, a s r eviewed b y Condon a nd associates (Condon e t a l. 2003) . W hereas 

chronic H BV infection for a ll A ustralians was estimated to  r ange from 0.47%  t o 

0.87%, on t he ba sis of  t he pr evalence of  t he m arker he patitis-B s urface an tigen 

(HBsAg), t he pr evalence i n Indigenous A ustralians w as a round 2%  i n u rban areas 

and 8% in rural areas (O'Sullivan et al. 2004). Information on risk factors such as the 

prevalence of  Human Papilloma V irus ( HPV) i nfection, s exual be haviour a nd 

cigarette s moking is n ot r eadily a vailable b y region a nd d ifficult to  c orrelate w ith 

cancer rates. 

 

Gastric ulcers and stomach cancers are strongly associated with Helicobactor pylori. 

Data f rom a  s mall s tudy in  tw o Indigenous communities in  W estern A ustralia 

suggested the prevalence of Helicobactor pylori was 2–3-times higher in Indigenous 

residents t han i n t he non -Indigenous popul ation. The 91% of  t he Indigenous 

population in the remote or rural communities infected with H. pylori was equal to 

that reported in developing countries in South America and Africa. This study found 

that t he ba cterial i nfection w as a cquired i n e arly c hildhood a nd, unl ess t reated, 

apparently r emains for l ife (Windsor e t a l. 2005) . Further pop ulation-based s tudies 

are needed before these findings can be generalised. 

 

Data on mammographic-screening participation are available for Indigenous women 

from the BreastScreen Australia programme. Participation by Aboriginal and Torres 

Strait Islander w omen ( 35.8%) w as s ignificantly lower t han f or non -Indigenous 

women ( 55.9%) (Australian Institute of  H ealth a nd W elfare 2008) . H owever, 

participation by Indigenous women has increased significantly from 31.8% in 1999–

2000, the period of first reporting (Australian Institute of Health and Welfare 2008). 

In addition to lower initial participation, another study found that Indigenous women 

who a ttended f or i nitial m ammography s creening w ere l ess l ikely than non -

Indigenous w omen t o a ttend f or r outine s econd-round s creening or  t o c ontinue 

regular screening after every two years (O'Byrne et al. 2000). 
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Mammographic-screening participation for Indigenous women varies by location. In 

Western A ustralia, the proportion of  Indigenous w omen w ho pa rticipated i n t he 

breast screen programme increased from 62.0% to 66.9% over 2002-2003 and 2003-

2004; however it was lower than that of non-Indigenous women (77.7% and 77.9%, 

respectively) in both years. Participation for rural Indigenous women was over twice 

as hi gh a s t hat f or w omen f rom ur ban a reas (49.0% a nd 18.6% , r espectively) 

(BreastScreen W A 2007) . B y c ontrast, i n Q ueensland, Indigenous women i n 

metropolitan a reas s howed hi gher p articipation t han ot her w omen (BreastScreen 

Queensland 2003). Although such geographical differences might be real, they might 

also be because of the variations in the quality of Indigenous identification. 

 

In general, it is evident from the literature that Aboriginal people are diagnosed later 

and at a more advanced stage than that of their non-Aboriginal counterparts (Condon, 

Barnes e t a l. 2005) . T he r easons f or t his a re u nclear but  pr esumably i nclude the 

factors shown in Table 3 below. 

Table 3: Reasons for Late Diagnosis of Cancer among Aboriginal Australians 

From health care system 
perspective 

From individual and community 
perspective 

- Few Aboriginal cancer specialists 
- Non-Aboriginal specialists’ 
difficulty in communication with 
the patient and the family. 

- Paternalistic care 
- Less compliance with treatment 
- Lack of coordination between 
cancer centres, local hospitals and 
primary health care services 

- Rural location of many Aboriginal 
people and gaps in services  

- Unintentional treatment 
disparities. 

- Sociocultural factors 
- Economic factors 
- Low rate of private health insurance 
- Cultural and religious barriers 
- Preference for different health care 
practices 

- Feelings of the immediate and extended 
family about the illness and disease. 

- Lack of culturally sensitive aftercare 
services. 

- Concerns regarding ineffective treatment, 
and feeling it is not worthwhile, especially 
for fatal cancers like lung cancer 

- Limited understanding of Aboriginal 
people about prognosis and treatment 
options 

- Absence of an informed community 
- Unfamiliarity with a hospital environment 
- The presence of other chronic diseases 
- Existing cultural and societal beliefs 
- Limited or inadequate medical resources 
- Fearful and fatalistic attitude towards 
cancer 
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- Fear of hospitals and the associated 
vulnerability to white-man’s authority over 
the system 

Source: Derived from (Angus 2005; Condon 2004; Hall, Holman et al. 2004; 
Lowenthal, Grogan, and Kerrins 2005; Prior 2009) 

 

The greater impact of cancer on Aboriginal people than on other Australians may be 

due to  th e limite d availability a nd accessibility of e xisting h ealth c are s ervices 

appropriate f or t hem. E nvironmental, e conomic a nd educational ba rriers m ight b e 

reasons in general, but there is undoubtedly a complex web of behavioural, cultural 

and social influences, which have been significantly influenced by decades of social 

disruption, di scrimination, cultural di slocation, i solation and loss of  pow er (Hunter 

1993). U nconventional and uni que be liefs a nd pe rceptions of  h ealth, w ellbeing, 

disease a nd d eath m ay also i nfluence i ndividual care-seeking b ehaviour. However, 

none o f t hese i ssues h ave b een s ystematically r esearched o r examined an d a 

generalised understanding or  conclusion cannot be drawn (School o f Public Health 

and Tropical Medicine 2002; McDonald, Maguire, and Hoy 2003). 
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4.2.2 National responses to disparity between Aboriginal and non-Aboriginal cancers 

This section will highlight some of the national level responses to the most common 

and prevalent cancers in Aboriginal Australians.  

 

Responding to the disparity between Aboriginal and non-Aboriginal Australians with 

respect t o c ancer, C ancer C ouncil A ustralia c onvened t he f irst na tional f orum t o 

discuss these issues in Darwin in August 2004. V arious strategies were proposed to 

improve t he poor  c ancer out comes f or A boriginal pe ople. S ome of  t hem a re 

presented below:  

On involvement and collaboration On research 

- Invite Indigenous representatives to 
join Cancer Council’s principal 
committees. 

- Factor Indigenous issues into policy 
development and promotion at every 
step in the cancer journey, from 
prevention to palliation. 

- Involve them in partnership with non-
Indigenous health professionals. 

- Involve Indigenous people in service 
design and delivery of cancer screening 
programmes.  

- Increase collaboration   

- Boost research on cancer among 
Indigenous people.  

- Enhance Indigenous ownership 
over the data. 

(Lowenthal, Grogan, and Kerrins 2005) 

 

At the Darwin Forum, Cancer Councils around Australia recognised that Aboriginal 

people had been under-serviced by their agencies and that the problems, issues and 

understandings of  A boriginal pe ople ha d not  be en a dequately a ddressed. They 

committed to increase support for Aboriginal people at State and Territory level. The 

Cancer Council of Australia examined educational tools to assist in the management 

of pa in, d ying a nd de ath a mong A boriginal c ommunities. T hey also i nitiated a 

process to increase Aboriginal participation in the whole course of cancer prevention, 

screening, palliation, treatment and support services. The Cancer Council NSW and 

Queensland employed an A boriginal Liaison O fficer an d r eleased a can cer 

information ki t f or A boriginal H ealth W orkers (Lowenthal, G rogan, a nd K errins 

2005). The Cancer Councils are reportedly pushing state and federal governments to 

recognise that cancer is a significant cause of morbidity and mortality in Aboriginal 
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people and t o ensure t here i s provision of  hi gh qua lity and c ulturally-appropriate 

cancer pr evention, de tection, t reatment c are and s upport s ervices f or Aboriginal 

people (The Cancer Council NSW January 2008). 

 

Cancer C ouncil NSW has taken initiatives regarding tobacco control in  Aboriginal 

communities. It is participating in a research project with the Aboriginal Health and 

Medical R esearch C ouncil ( AH&MRC), t he Australian R espiratory C ouncil, a nd 

NSW H ealth am ong o thers, w hich ai ms t o reduce s moking-related d isease and 

morbidity in  A boriginal c ommunities. T he p roject is trialling an i ntervention that 

includes the employment o f s pecialist to bacco c ontrol w orkers w ithin Aboriginal 

Community C ontrolled H ealth S ervices i n N SW. Moreover, t he A boriginal 

community is a target population of The Cancer Council NSW Tobacco and Social 

Equity Strategy. Part of this strategy includes campaigning for the free provision of 

nicotine r eplacement t herapy t o s ocially di sadvantaged pe ople vi a a gencies w hich 

have be en t rained i n appropriate ni cotine cessation m ethods (The C ancer C ouncil 

NSW January 2008). 

 

Cancer Council Victoria has undertaken a  number of  initiatives to spread the word 

about cancer prevention and early detection in the Victorian Aboriginal community. 

These include: developing a range of culturally appropriate resources (all resources 

use l ocal Indigenous a rtwork, a re de veloped in c onsultation w ith c ommunity 

members a nd a re pr ovided f ree of  c harge t o A boriginal he alth s ervices); training 

Aboriginal Health Workers a bout t he i mportance of  c ancer pr evention; organising 

and hos ting cancer aw areness f orums i n t he community; working w ith Aboriginal 

health s ervices; a nd employment of  staff de dicated t o coordinating A boriginal 

Education and Tobacco Control Programmes (Cancer Council Victoria 2008) 

 

Cancer Council Queensland has been working with an advisory group of Aboriginal 

and Torres Strait Islander stakeholders to develop services and resources to improve 

the care of Aboriginal people with cancer in Queensland. An important part of this 

work is the education of Aboriginal Health Workers through a Cancer Care Course. 

This is a skills and information course about cancer, offered bi-annually. Content of 
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the co urse i ncludes ‘ what i s can cer’, ‘ prevention an d early d etection o f can cer’, 

‘cancer t reatment’, ‘ management o f s ide ef fects of t reatment’, ‘ palliative car e’, 

‘psychosocial care for patients and families’ and ‘support services’ (Cancer Council 

Queensland 2009).  

 

The National Cervical Screening Programme identified and has begun to address the 

barriers t o ac cessing c ervical s creening among A boriginal w omen ( Australian 

Government Department of  Health and Ageing, Population Health Division, 2001). 

The approach includes enhancing knowledge about the screening process; addressing 

the i ssue of  f ear of  p ain dur ing s creening; a ddressing concerns a bout l ack of  

confidentiality, f eelings of  s hame a nd e mbarrassment, a nd f ear of  having a n 

abnormality detected. A ddressing t hese i ssues a s w ell a s hi ghlighting t he pot ential 

benefits o f s creening, a im t o cr eate a s ervice t hat w ould b e A boriginal-specific, 

culturally safe and comfortable for the participants (Coory, Thompson, and Ganguly 

2000).  

 

The National Tobacco S trategy 2004-2009 a imed to decrease tobacco consumption 

in or der t o r educe s moking-related can cers. The o bjectives o f t he S trategy were, 

among a ll s ocial g roups: t o pr event upt ake of  smoking; t o e ncourage and a ssist 

smokers to quit as soon as possible; to eliminate harmful exposure to tobacco smoke 

among non-smokers; and where feasible, to reduce harm associated with continuing 

use of , a nd dependence on t obacco and ni cotine (Ministerial C ouncil on D rug 

Strategy 2004) . S ome of t he pol icies unde rtaken i nclude: r egulation of t obacco 

marketing (promotion, place of sale, taxation, place of use, packaging and products); 

promotion of  Q uit a nd S mokefree m essages; c essation s ervices a nd t reatment of  

tobacco dependence; strategies to address social determinants of health; tailoring of 

programmes t o di sadvantaged g roups; c ommunity support a nd e ducation; r esearch, 

evaluation, m onitoring a nd s urveillance; a nd w orkforce de velopment (Ministerial 

Council on D rug S trategy 2004). More r ecently, t he Federal Government h as 

committed s ubstantial r esources to  to bacco-control i n A boriginal pe ople t hrough 

establishment of  t obacco s upport w orkers a nd social m arketing campaigns. A s a 

continuation of previous initiatives more specific strategies have been spelled out in 
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the National Preventative Health Strategy 2010-2020. Some of  them include: make 

tobacco pr oducts s ignificantly m ore e xpensive; increase t he f requency, r each an d 

intensity of social marketing campaigns; design messages and place media to ensure 

reach w ith young s mokers a nd s ocially di sadvantaged groups; end a ll remaining 

forms of  a dvertising a nd pr omotion of  t obacco pr oducts; eliminate e xposure t o 

second-hand s moke i n publ ic pl aces; regulate m anufacturing an d f urther r egulate 

packaging and s upply of  t obacco pr oducts. T he Government a pproach h as be en t o 

work in partnership with Aboriginal groups to boost efforts to reduce smoking and 

exposure t o t obacco a mong Aboriginal Australians. T hey plan t o e stablish mu lti-

component community-based tobacco control projects that are locally developed and 

delivered, a nd to e nhance social m arketing c ampaigns f or Indigenous s mokers 

ensuring a ‘twin track’. Aboriginal specific campaign elements will be incorporated 

into t he existing ef fective m ainstream cam paigns. T hey w ill provide training to  

Aboriginal a nd T orres S trait Islander Health Workers t o i mprove s kills i n t he 

provision of smoking cessation advice and in developing community-based tobacco 

control programmes. Specialist Tobacco Control Workers will be placed in ACCHS 

to b uild cap acity at t he l ocal h ealth s ervice l evel t o d evelop an d d eliver t obacco 

control activities. This s trategy aims to boost e fforts to discourage smoking among 

people i n ot her hi ghly disadvantaged groups; to a ssist p arents an d ed ucators t o 

discourage tobacco use and protect young people from second-hand smoke; to ensure 

that the public, media, politicians and other opinion leaders remain aware of the need 

for s ustained a nd vi gorous a ction t o di scourage t obacco us e, and t o e nsure 

implementation a nd m easure pr ogress a gainst a nd t owards t argets (The National 

Preventative Health Taskforce 2009). 

 

The Second (2014–2018) and Third (2018–2020) phases of this strategy will include 

a c ontinuing s trong f ocus on popul ation m easures t o di scourage s moking, t ogether 

with increasing emphasis on programmes and services for disadvantaged groups and 

continuing smokers who have been unable to quit (The National Preventative Health 

Taskforce 2009). 
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Chronic H BV i nfection is e ndemic a mong A boriginal c ommunities (Condon e t a l. 

2004; F isher and Huffam 2003)  and can  result i n a h igh i ncidence o f l iver can cer. 

Prevention of chronic infection is the only effective strategy, as infection is usually 

acquired in infancy and early childhood. Hepatitis B vaccination in infancy is a key 

long-term p revention s trategy. H epatitis B  v accination c ommenced f or Aboriginal 

children in 1987 a nd for all Australian children in 2000. Despite the availability o f 

the va ccine, a  s ignificant pr oportion of  A boriginal c hildren m ay s till be  a t r isk. A  

study i n North Q ueensland f ound t hat onl y 44% of  Aboriginal t eenagers h ad 

completed HBV vaccination (Malcolm et al. 2000).  

 

Cancer control initiatives in Western Australia 

The Western Australian (WA) Government has proposed a  model o f care for rural 

and r emote ar eas u nder t he C ancer O utreach P rogramme. U nder t his m odel, 

specialist cancer services will be provided by the Cancer Centre in a regional town, 

with f ormal lin ks to  lo cal h ealth p roviders. E ach s ervice w ill h ave a  state-wide 

cancer ca re co ordinator or a nur se t o guide t he l imits of  s ervice. For m ore r emote 

and/or s maller communities, pr ovision of  s ervices b y t elemedicine l inks ha s be en 

highlighted. Connected issues such as Medicare billing, medico-legal protection and 

cross-state bor der r egistration a re currently being considered (The W A H ealth 

Cancer Services Taskforce 2005). 

 

Other initiatives planned by the WA Health Cancer Services Taskforce to facilitate 

the provision of cancer services in rural and regional WA include: the establishment 

of T umour C ollaboratives to  p rovide f ormal mu ltidisciplinary support a cross 

metropolitan, r ural a nd r emote r egions, a nd t he i ntroduction of  C ancer N urse 

Coordinators a cross r ural a reas. Cancer C ouncil W A i s increasing pa tient s upport 

activity a nd w ill s ubsidise ps ychosocial s upport i n r ural a reas. It w ill r eview 

workforce i ssues a nd i dentify gaps. The federal g overnment ha s committed t o a  

mentoring programme, l inking m etropolitan t eaching hos pitals t o r egional c entres 

and promoting multidisciplinary care. Training/education of cancer specialists with a 

rural interest and up-skilling of regional generalists has been prioritised. Recent state 

government c ommitments i nclude f unding doc tors i n r ural hos pitals w ho ha ve a  
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particular i nterest i n ca ncer t o act  as  l ead can cer cl inicians, pr ovide outpatient 

services an d educate GPs i n d ealing w ith can cer ca re. Improvements i n 

communication are expected through the Tumour Collaboratives and tertiary cancer 

services. The Director o f t he Cancer N etwork w orks with t he W A Country H ealth 

Service a nd S outh W est Area H ealth S ervice t o d etermine i f t ravel an d 

accommodation s upport can be  i mproved o r be tter t ailored t o s uit c ountry cancer 

patients. Information t echnology s upport, e .g. vi deo-conferencing l inked i n t o 

Tumour Collaboratives and Cancer Units will be provided for rural and remote areas. 

Introduction of  t he P icture A rchiving C ompression S ystem ( PACS) has be en 

identified as a priority, along with computer access to pathology results. 

 

All of these initiatives are quite general and not much attention has been given to the 

specific i ssues f or A boriginal pe ople w ith r egard t o c ancer pr evention a nd s upport 

services.  

 

Innovative Models/Approaches 

CanNET WA is focused on linking the metropolitan cancer services with the Greater 

Southern r egion of t he s tate. T he pur pose of  C anNET W A i s t o e stablish a  G reat 

Southern C ancer S ervice N etwork t hat i s l inked to o ther cancer centres and units, 

regional c ancer uni ts, a nd ha s g ood pr imary c are e ngagement. K ey a chievements 

include t he i mplementation of  f ortnightly mu ltidisciplinary care m eetings. T hese 

meetings use telehealth to link to tertiary metropolitan centres. Tumour-specific care 

pathways for common c ancers h ave b een mapped and will be  used to he lp de liver 

consistent care as locally as possible. A state-wide directory of cancer services will 

be de veloped, t he t emplate of  w hich w ill be  r olled out  na tionally. Education i s a  

strong f ocus, w ith v isiting me tropolitan s pecialists d elivering s essions to  h ealth 

professionals i n t he G reat S outhern r egion. A  programme has b een i mplemented 

allowing nurses from the Great Southern region to spend time in tertiary settings to 

further de velop t heir on cology s kills (The W A Health C ancer S ervices T askforce 

2005). 
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Improving Aboriginal cancer outcomes and experience with cancer services has been 

prioritised in policy documents in WA. To improve knowledge of cancer and support 

for i n t he C ommunity Controlled s ector, the C ancer N etwork an d C ancer N urse 

Coordinators w ork w ith t he ACCHS (The W A H ealth C ancer S ervices Taskforce 

2005). It was a lso pr oposed t hat pa rtnerships a re f ormed w ith A boriginal H ealth 

Services a nd c ommunities a t t he r egional l evel t o de velop s trategies t o pr omote 

holistic a nd c ulturally appropriate p alliative c are f or Indigenous pe ople. T he 

document proposed that clinical care and support of Indigenous people, including the 

Aboriginal v iew o f lif e-death-life as a  c ontinuum, s pirituality, th e imp ortance o f 

dying in country, and ceremonies and practices surrounding death would be included 

as a  c ore c omponent of  e ducation f or he alth pr ofessionals(Department o f H ealth 

2005). 

 

Cancer C ouncil W A has s tarted a num ber of  i nitiatives f or A boriginal he alth 

professionals. Programme of Experience in the Palliative Approach (PEPA) provides 

primary h ealth pr ofessionals - doctors, nur ses, a llied he alth pr ofessionals a nd 

Aboriginal Health Workers - with an oppor tunity to develop skills in the palliative 

approach by undertaking a supervised clinical attachment in a specialised palliative 

care service in Perth. They also run a Cancer Education Course for Aboriginal Health 

Professionals across m etro, r ural an d r egional Wes tern A ustralia. The a ims of  t his 

course are t o i ncrease t he c ancer know ledge of  participants b y pr oviding p ractical 

information about cancer, treatment and the impact of the disease to improve the care 

of Aboriginal people with cancer (Cancer Council WA 2010). 
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4.3 Cancer among Indigenous populations in other Developed 
Countries 

4.3.1 Cancer among the Indigenous population of Canada 

Similar c oncerns r egarding c ancer a mong Indigenous pe ople h ave b een ex pressed 

elsewhere i n t he w orld. It h as b een r ecognised t hat i n C anada, d espite a m yth o f 

Indigenous people rarely getting cancer, the disease is now a leading cause of death. 

Canada’s Indigenous population encompasses First Nations2

 

, Aboriginal, Metis and 

Inuit peoples (Cancer Care Ontario 2004). Cancer is a significant cause of illness and 

death in First Nation populations, ranking third as a cause of death after heart disease 

and injury (Marrett and Chaudhury 2003). In the general population, incidence and 

mortality rates of cancer have been stable or declining for all cancers combined over 

the past decade. However, it is assumed based on past cancer trends and prevalence 

of r isk f actors in  F irst N ations c ommunities th at c ancer r ates w ill in crease a mong 

these groups of people over the coming decades (Cancer Care Ontario 2004).  

A popul ation-based s tudy conducted b y Marrett a nd C haudhury (2003) de scribed 

cancer incidence and mortality in Ontario First Nations (FN) over the period 1968-

1991. The study identified some of the limitations of the previous studies published 

on cancer among Indigenous people i n Canada, such as small numbers of  cancers, 

different methods of identifying cancers in FN people, numerators and denominators 

derived from di fferent s ources, l ack of  currency in t erms o f t he years s tudied, and 

restricted populations. All these factors restricted the generalisability and validity of 

the f indings of  pr evious r esearch. T he s tudy conducted b y M arrett a nd Chaudhury 

(2003) tried to overcome some of these drawbacks by including a longer time period 

and relying on files maintained by the federal government Department of Indian and 

Northern A ffairs C anada t o i dentify t he c ohort of  F N p eople f or the study. 

Population-based p rovincial c ancer r egistries a nd v ital s tatistics f iles were used t o 

identify cancer events and to compare rates in the FN population with those of  the 

general population. According to their f indings, rates were lower for most types of  

cancer for t he FN people i ncluding the most common ( lung, colorectal, breast and 

                                                 
2 The term came into common usage in the 1970s to replace the word “Indian”. However, no legal 
definition of it exists. Among its uses, the term refers to the Indian peoples in Canada, both status and 
non-status. 
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prostate). E xceptions i nclude c ervix, ga llbladder a nd ki dney for which FN p eople 

had increased incidence and mortality rates. According to the authors, the different 

distribution o f can cer t ypes an d t he i ncreasing i ncidence o f cancer ar e d ue t o a  

combination of lifestyle, sociocultural factors and genes. Some of the prevalent risk 

factors are: high rates of smoking (79% of FN males and 72% of females are current 

smokers compared to 30% of all Ontario males and 27% of females); high levels of 

obesity; hor monal a nd reproductive f actors ( young age at f irst p regnancy and a 

greater number of  children); low uptake of screening services; poor socioeconomic 

status and environmental contamination (Marrett and Chaudhury 2003).  

 

In r esponse t o t he t rend of  i ncreasing c ancer among Indigenous pe ople, a nd w ith 

Canadian government funding, a new proposal entitled “New beginnings: Planning 

Cancer care for Aboriginal peoples”, was prepared (cited in Aboriginal Cancer Care 

Unit 2002) by the Joint Cancer Care Ontario-Aboriginal Cancer Committee in March 

1997. This has s erved as a  guide for a ll on-going cancer i nitiatives for Indigenous 

people i n C anada. In 20 00, t he A boriginal C ancer C are U nit ( ACCU) w as f ormed 

within Cancer Care Ontario, and is the principal body working on cancer issues for 

the First Nations Aboriginal People of Canada (Aboriginal Cancer Care Unit 2002; 

Marrett and Chaudhury 2003). The Unit has demonstrated a commitment to reduce 

the burden of cancer and improve quality of life through the promotion of traditional 

Indigenous methodologies, research, education, awareness, prevention and screening 

in C anadian A boriginal pe ople a nd t heir c ommunities (Marrett a nd Chaudhury 

2003). ACCU conducted a needs assessment to collect information on cancer-related 

needs of Aboriginal people in Ontario from the perspective of Aboriginal people and 

communities. A number of challenges specific for First Nations cancer control were 

identified:  

• Life ci rcumstances o ver w hich F N p eople h ave n o c ontrol. T his i ncludes 

reserve systems which d ictate where they can l ive, low quality housing, poor 

water qu ality, l ack of  r esources, hi ghly c omplex a nd f ragmented he alth care 

system, etc. 

• A myth that cancer is rare among FN people. This contributes to late diagnosis 

and misdiagnosis of cancer by health professionals 
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• Unavailability of culturally appropriate information about cancer  

• The di fferent a ge di stribution of  F N popul ations f rom t he r est of  C anada’s 

population. FN people have a younger age distributions and higher birth rate. 

• Unique and different concepts of disease management with a belief in a more 

holistic model of health 

• Lack of research and cancer surveillance data specific to FN populations. 

 

A r eport publ ished b y t he A CCU ( 2002) hi ghlighted t he importance of  A boriginal 

people’s opinions and views on c ancer care. This was the first comprehensive study 

on the subject of cancer among Aboriginal people in Canada. Individual and group 

discussions w ere c onducted w ith A boriginal c ancer pa tients, f amily members w ho 

have r elatives w ith c ancer, a nd c ommunity health w orkers ( all t ogether 229 

individuals f rom 21 communities). The s tudy also undertook questionnaire surveys 

of A boriginal or ganisations a nd communities ( participation r ate o f 87 .2%), a nd 

among 50 health institutions (participation rate of 64.1%). Moreover, group meetings 

with cancer service providers and interviews with physicians and traditional healers 

were held (72 participated). The following themes were identified: 

 

Prevention and Screening 

Aboriginal people’s view of cancer: Almost e very pe rson i n m ost Aboriginal 

communities in Canada knew someone affected by cancer, which gives some idea of 

the i mpact o f can cer an d t he w idespread co ncern ab out i t. H owever, t here w as a  

pessimistic attitude toward cancer in the communities. “The majority of respondents 

believed that a  diagnosis of  cancer was a death sentence, and only a small number 

thought cancer could be treated” (Aboriginal Cancer Care Unit 2002), p.7. Many of 

the respondents believed that “…cancer is inevitable, it is a matter of genetics or fate, 

or primarily caused by forces outside of their control, such as the environment, toxins 

in the food they eat, and the quality of life imposed on them by the reserve system.” 

(Aboriginal C ancer C are U nit 2002) . T hese v iews a nd a ttitudes ha d pr ofound 

implications f or A boriginal pe ople’s r eceptiveness t o, a nd pa rticipation i n, 

prevention, e arly-diagnosis a nd t reatment pr ogrammes on c ancer, a nd t hey a lso 
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contributed t o l ate di agnosis a nd t he hi gh m ortality rate a mong A boriginal pe ople 

with cancer (Aboriginal Cancer Care Unit 2002).  

 

Education and awareness: Most Aboriginal people were a ware o f cancer and t hey 

recognised the disease as a problem. However, they lacked basic information about 

symptoms or early warning signs; traditional healing methods; importance of healthy 

lifestyles an d activities n ecessary t o r educe t he r isk o f cancer i ncluding r outine 

screening, c ancer di agnosis a nd t reatment pr ocesses, t reatment opt ions a nd ot her 

services after diagnosis.  

 

Tobacco: Two t ypes o f pr actice w ith t obacco a mong A boriginal pe ople w ere 

identified: traditional (sacred or ceremonial) use, and smoking or non-traditional use 

of c ommercial t obacco pr oducts. A bout ha lf of  t he c ommunities r eported ha ving 

offered t eaching on t he t raditional us es of  t obacco, how ever m any of t hem w ere 

confused about t hese t raditional pr actices and how s moking a ffected t heir h ealth. 

Research showed that smoking of commercial cigarettes was high among the youth 

population. C ommunity pe ople r ecommended t hat ‘ stop-smoking’ pr ogrammes 

should b e cu lturally relevant, l inguistically accessible, an d i nclude references t o 

traditional uses of tobacco. 

 

Screening: Although a large number of people reported access to cervical screening, 

community members seldom mentioned screening for prevention and early detection 

of can cer. Community me mbers identified p ersonal communication m ethods 

(workshops, community m eetings a nd t alking c ircles) as t he m ost pr eferred 

mechanism f or getting the me ssage o ut to  A boriginal c ommunities. T hey also 

mentioned th at v isual formats w ork b est f or th e Aboriginal community. Education 

materials need to address specific Aboriginal concerns and include positive messages 

from Aboriginal people who have survived cancer. 
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Treatment 

Traditional healing: Aboriginal people wished to access traditional healing methods, 

and i t w as not  unc ommon f or pa tients t o pa rticipate i n bot h c onventional a nd 

traditional tr eatment a t t he s ame time . T he t ypes o f tr aditional p ractices in cluded 

medicines, c eremonies a nd pr ayer. For hi storical a nd c ultural r easons, s ome 

Aboriginal clients did not tell their physicians that they were also taking traditional 

treatments. This “hidden” use of traditional remedies could lead to problems such as 

negative dr ug-interactions. O ne in teresting f inding w as th at a ccess to  traditional 

healing in  A boriginal c ommunities w as la cking, e specially in  r emote c ommunities 

because most traditional healers were located in urban Aboriginal centres. 

 

Cultural appropriateness and sensitivity: The ne ed f or c ultural a ppropriateness of  

cancer s ervices cu t a cross al l ar eas o f s ervice, f rom p revention, ed ucation an d 

screening to treatment and palliative care.  

Aboriginal people in Ontario reported the following: 

• Cancer services in Ontario treated the “disease” and not the person. 
• The “ site s pecific” n ature o f th e care w as n ot c ompatible w ith th eir h olistic 

views. 
• The pace o f c are di d not  a llow t ime f or und erstanding, bui lding t rust or  

considering t he ne ed f or de cision-making b y p eople w ith can cer and their 
families. 

• Care f acilities di d not  pr ovide t he opt ion o f i ncluding t raditional f oods, 
ceremonies or care. 

• Services were not available in Aboriginal languages. 
• Communication materials were not easily understood.  
• Treatment was usually distant from the community and lacked cultural support. 
• The a ccommodation w as not  a ppropriate for them t o a ccommodate large 

extended family groups. 
• There were insufficient Aboriginal medical and/or support staff. 

 

Research: Community members w anted t o s ee r esearch o n t he t ypes of can cers 

common a mongst A boriginal pe ople, t he pos sibility of  h ereditary l inks i n va rious 

cancers, the impact of changes in the Aboriginal diet on c ancer rates, the impact of 

the sorts of pollution common on or  near Aboriginal communities. Moreover, there 

was a reported need for best-practice research to find a means to increase Aboriginal 
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participation i n pr evention an d ear ly d etection act ivities (Aboriginal C ancer C are 

Unit 2002). 

   

Service Delivery Gap: Significant gaps ex isted i n co nventional can cer s ervice 

infrastructure t hat n egatively af fected t he ac cessibility o f cancer s ervices t o 

Aboriginal pe ople. M any issues w ere r elated to  costs o f p articipation in  treatment, 

absence o f r equired s ervices i n r ural an d r emote ar eas, an d i nadequate s taffing 

including l ocal c apacity a nd know ledge i n c ommunities. S ome of  t hem a re l isted 

below: 

Gaps in Service Delivery 

• Lack of medical personnel and health service in rural and remote communities 
• Laboratories and testing facilities only available in major urban centres 
• Screening pr ogrammes di d not  r each m ost r ural a nd r emote A boriginal 

communities 
• Members of rural and remote communities had to travel significant distances to 

access the services 
• Many remote communities not accessible by road 
• Funding t o a ssist t he c ost of  t ravel f or c ommunity p eople generally very 

inadequate 
• Cancer clients especially had to bear significant costs to access services 
• Many of the cancer clients could not afford the costs 
• The ne twork l inking agencies pr oviding s ervices to A boriginal c ommunities 

was weak 
• Less t han one -third of  t he c ommunities r eported a ny c ontact w ith r egional 

cancer centres 
• Many of the on-site clinics were not staffed, or staffed only on a part time basis, 

with a high turnover rate 
• Levels of  t raining a nd responsibilities of  c ommunity he alth w orkers varied 

from community to community 
• Community workers were over-burdened with a range of duties and lacked the 

resources t o pr ovide e ffective c ancer care i nformation a nd s upport t o t heir 
community members 

• Financial as sistance w ith can cer t reatment w as n ot ap plied eq uitably t o al l 
Aboriginal people 

(Aboriginal Cancer Care Unit 2002)  

 

Another s tudy conducted by Hotson, M acdonald a nd M artin ( 2004) a imed t o 

understand t he i ssues o f cu lture an d r emote s ervice d elivery i n p alliative car e i n 

selected FN c ommunities i n nor thern M anitoba. T hey i dentified c ancer a s t he 
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primary d iagnosis o f p alliative c are p atients. A ccording t o t he s tudy, h ealth c are 

providers felt that community members and other Northern providers were keen to 

participate i n m ore p alliative car e. The s tudy al so i dentified some knowledge gaps 

and lack of unde rstanding among a nd be tween h ealth s ervice providers a nd 

community members. Some of these are elaborated on below: 

On dying in the home country: Most of the community members interviewed felt that 

most or all community members would prefer to die in their home community, while 

very f ew h ealth c are providers be lieved s o. O ne r espondent s aid t hat o nly elderly 

patients would prefer to die back home in the community and that younger patients 

might not accept palliation as a care option.  

On traditional beliefs and customs: Few n urses o r p hysicians w ere aware o f any 

traditional customs in the community surrounding death or  d ying but  about ha lf of  

them believed that a patient would have access to traditional medicines, a healer or 

cultural c eremonies i f t hey returned hom e for end-of-life care. O n t he o ther hand, 

many Aboriginal people reported that they did not believe in, or  follow, traditional 

ways.  
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4.3.2 Cancer among Maori people of New Zealand 

Cancer is the second leading cause of death in New Zealand, accounting for 27% of 

deaths after h eart d isease, with s ubstantial racial d isparities (Ansley 200 4). M aori 

and Pacific Islanders are the Indigenous people of New Zealand, comprising 21% of 

the t otal popul ation. T he ove rall i ncidence o f c ancer i s hi gher i n M aori t han non -

Maori people, and Maoris are 18% more likely to be diagnosed with cancer than non-

Maori, and have a 93% higher mortality rate (Robson, Purdie, and Cormack 2005). 

Deaths f rom can cer a re 51% an d 7 8% h igher r espectively am ong M aori m en an d 

women in New Zealand. Cancer-specific survival is lower for Maori than non-Maori 

for m ost t ypes of  c ancer ( breast, c ervix, pr ostate, c olorectal, l ung, ut erus, ki dney, 

leukaemia, et c) (Ministry of H ealth N Z 2005) . S ome t ypes o f can cer, es pecially 

smoking-related cancers such as lung cancer, are responsible for much of this excess. 

In 1996, registration r ates w ith t he C ancer R egistry w ere considerably higher f or 

Maori pe ople f or cancer of  t he l iver, s tomach, l ung, c ervix, pa ncreas, t estis a nd 

breast, while others such as colorectal, melanoma, prostate, bladder, and brain were 

less c ommon (Ansley 2 004; M inistry of  H ealth N Z 2005;  N ew Zealand H ealth 

Strategy 2001).  

 

These findings point to disparities between Maori and non-Maori in timely access to 

definitive di agnostic p rocedures, s taging p rocedures, a nd opt imal t reatment or  

management of cancer. In light of this reality, in 2001the Public Health Directorate 

of the Ministry of Health  involved the New Zealand Cancer Control Trust to scope a 

plan for t he d evelopment of  a  Cancer Control S trategy. In 2003, t he New Zealand 

Cancer Control S trategy was released (Ministry of Health NZ, 2005). The Strategy 

has given s pecial at tention t o r educing t he i ncidence an d i mpact o f c ancer o n t he 

Maori popul ation i n New Z ealand an d r educing i nequalities w ith r espect t o t he 

disease. This i s consistent with obl igations unde r t he Treaty of  W aitangi t o ensure 

equity of access and outcome for Maori people (Ministry of Health NZ 2005). 

 

Some features of cancer among Maori and other Indigenous people in New Zealand 

are summarised below: 
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• Research co nducted o n et hnic i nequalities i n can cer s urvival i n N ew Z ealand 

showed l ower s urvival f or c ancer of  t he br east, c ervix, c olon/rectum, l ung, 

prostate a nd ut erus a mong M aori t han non -Maori/ non -Pacific p eople at  m any 

sites (Jeffreys et al. 2005).  

• Maori pe ople, t ogether w ith P acific and A sian p eoples i n N ew Zealand, 

experience h igher r ates o f ca rriage o f h epatitis B  s urface an tigen (HBsAg), 

causing an excess rate of hepatocellular cancer.  

• These groups a lso e xperience a  hi gher s eroprevalence of  Helicobacter pylori 

infection, a major risk factor for stomach cancer.  

• Maori ha ve t he hi ghest pe rcentage o f pe ople who s moke r egularly ( 41.4%) 

compared to the New Zealand average (21.9%). 

• NZ now has the 3rd highest rate of obesity (aged 15 and over) of any country in 

the world after the USA and Mexico, a dramatic change over a short period of 

time. Māori children are over-represented in the most deprived groups that have 

a higher rate of obesity (National Māori Coalition of Cancer Services and Forum 

Steering Group 2009). 

• Harris et al. discuss the effects of a key root cause—racism—based on data from 

the 2002/ 2003 N ational H ealth S urvey. D ata s howed ‘ that s elf-reported 

experience of racial discrimination was highest among Maori and that any such 

experience w as s trongly as sociated with n egative h ealth effects eq ually for al l 

ethnic groups’ (Harris et al. 2006), p.2006. 

• Maori and Pacific women with breast cancer often present late or are at a more 

advanced s tage w hen d iagnosed. M aori a nd P acific women are a lso qui te 

reluctant t o u se ce rvical s creening s ervices. C auses ar e at tributed t o co sts, 

language a nd cultural b arriers, i nsufficient kno wledge or  hi gh m obility and 

frequent changes of address (Jameson, Sligo, and Comrie 1999).  

• In a  s tudy o f Maori women who developed invasive cervical cancer, t he main 

underlying factor was the absence of cervical screening or infrequent smear tests 

(New Zealand Health Strategy 2001). 
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The M inistry of  H ealth N Z, as pa rt of  t he de velopment a nd i mplementation of  a  

comprehensive c ancer c ontrol programme, ha s undertaken f urther w ork t o c ollect 

information on a ccess t o c ancer s ervices for Maori. A  r eport, e ntitled Access to 

Cancer Services for Maori was publ ished i n F ebruary 2005 and ha s d elivered a  

comprehensive u nderstanding o f i ssues r elevant t o acces s t o can cer s ervices f or 

Maori. The study adopted a Kaupapa Maori framework that recognises the structural 

causes of inequality, such as unequal power structures, colonisation and institutional 

racism. T his r eport i dentified t hree b road cat egories o f f actors t hat c an be s een t o 

influence Maori access to cancer services. They are summarised below: 

Factors influencing Maori access to cancer services 

The cancer care s ystem 
itself 

• The way the system was funded, resourced  
• Physical f acilities s uch as t he cap ability o f t he 

rooms to accommodate all family members  
• The location of the services. For example, cancer 

services us ually c oncentrated i n m etropolitan 
areas, w hich m eans t hat pe ople ha d t o t ravel f or 
treatment which could involve high costs 

• The capacity o f the can cer car e w orkforce, 
including the num ber o f M aori i nvolved i n t he 
provision of cancer care services and the capacity 
of t he m ainstream cancer care w orkforce t o 
respond to Maori needs and priorities 

• Lack of comprehensive, practical and appropriate 
information about cancer, full r ange of  t reatment 
options and service entitlements 

• The expense of cancer treatment. 
Health car e p rocess 
factors, m eaning the w ay 
in w hich pr oviders or 
organisations w orked 
with each  o ther an d t he 
processes t hat t hey ha d 
for s upport a nd 
rehabilitation. 

• Existence of  a ppropriate pr ocesses for w orking 
with M aori pr oviders or  ot her or ganisations i n 
terms of comprehensive discharge planning 

• Issues a round t he t raining a nd s ociocultural 
competence of the providers 

• Provider perceptions about Maori and cancer 
• Presentation o f in formation th at ma y imp act o n 

the interactions and communication with patients. 
Patient l evel f actors, 
meaning t he as sociation 
between various measures 
of socioeconomic position 
and access to services 

• Demographic characteristics 
• Measures of wealth and deprivation that included 

family r esources and resources w ithin t he 
community; 

• Access to private medical insurance 
• Access to transportation 
• Knowledge, attitudes and beliefs 
• Patients’ decision-making/ preference factors. 
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4.3.3 Cancer among Native Americans 

The United States Census defines Native Americans as “any person having origins in 

the Indigenous peoples of North America and who maintain cultural identifications 

through tr ibal affiliations or  c ommunity r ecognition”(Hampton 1998) , p .1689. In 

census 2000, 4.3 m illion pe ople r eported t hat t hey w ere A merican Indian/Alaska 

Natives (AIAN). They were living in all 50 states, with one-third on reservations and 

one-half i n u rban centres. T his num ber i ncluded 2.4 m illion pe ople w ho r eported 

only A merican Indian o r A laska N ative as  t heir r ace ( A N ational A ction P lan f or 

Cancer Survivorship: Native American Priorities). These people are the descendants 

of “more than 500 nations, each with unique culture, genetic and social demographic 

characteristics,” (Hampton 1998), p. 1689.   

 

Cancer was once considered a r are d isease among American Indian p eople. It was 

conceived as so r are that some authors suggested that American Indians never had 

cancer. The scenario has been changing since World War II. More strikingly within 

the p ast tw enty years, a lmost e very A IAN community h as be en e xperiencing 

“suffering and death f rom this dread di sease” (Burhansstipanov and Hollow 2001) . 

Life expectancy has increased for AIAN people by 39%, from 51 years in 1940 to 71 

years i n 1995, a nd t his m ight b e a  pa rtial e xplanation, a s c ancer i s ge nerally 

considered a d isease o f o lder age. However, AIANs h ave b een ex periencing a 

parallel increase in mortality rates. Cancer has been reported as  the second leading 

cause of  death for AIANs nationally and the leading cause of  death among Alaska 

Natives (Paisano, Cobb, and Espey 2003). The cancer burden continues to escalate 

among AIAN, and importantly, Native Americans are not experiencing the decreases 

in cancer incidence that is occurring among other racial groups (Jemal et al. 2004). 

 

Swan a nd c olleagues u tilised t he S urveillance, E pidemiology a nd E nd R esults 

(SEER) data, an authoritative programme of the National Cancer Institute on cancer 

incidence and survival in the United States, to explore the level and trends of cancer 

in the whole population and to assess the AIAN status within it.  They showed that 

among all Americans, cancer incidence rates have been decreasing annually at 0.7% 

and d eath r ates a t 1.0%  f rom 1992 t o 2000. H owever, among A IAN p opulations, 



66 

although cancer i ncidence r ates decreased i n t he s ame period ( an es timated annual 

percentage c hange of  3. 1%), t he de ath r ates d emonstrated no s ignificant c hange 

(Swan and Edwards 2003). 

  

Some can cers t hat ar e relatively rare i n t he general p opulation are s till r elatively 

common among Native populations, such as stomach, gallbladder and kidney cancer 

(Kaur 1999) . The noteworthy incidence of  kidney cancer has been observed in t he 

SEER data for A laska Native men (19.0 pe r 10 0,000 population) and in American 

Indian m en l iving i n N ew M exico ( 15.6 pe r 100,000 popul ation). G enetic, 

environmental and life style factors such as tobacco abuse, together can contribute to 

this high rate. According to the SEER data, carcinoma of the stomach is prevalent in 

both A laska N ative m en ( 18.9 pe r 100,000 pop ulations) a nd S outhwestern Indian 

men (11.2 per 100,000 p opulations) with equivalent mortality rates(Hampton 1998). 

American Indians h ave the hi ghest ga llbladder c ancer i ncidence r ate ( 10.0 pe r 

100,000 popul ations) of  a ny r acial group i n t he U SA (Burhansstipanov 2001) . 

Cancers w hich w ere pr eviously unc ommon a mong A merican Indians, f or e xample 

breast and ovarian cancer, are increasing. Cancer occurrence has increased for some 

sites a mong t his group for ex ample, colorectal c ancer due t o c hanges in lif e-style  

(Kaur 1999).  

 

A 2002 analysis of  da ta f rom t he ni ne S EER r egistries f ound s ome of  t he l owest 

survival r ates f or t he A IAN popul ation, i ncluding s urvival r ates f or all c ancers 

combined. This s tudy w as t he f irst known population-based comparison of  cancer-

specific s urvival and t he r elative r isk o f cancer death am ong t he s ix m ajor r acial/ 

ethnic gr oups i n t he U SA. T he a nalysis s hows a w ider v ariation a mong r aces f or 

cancers with more effective treatment – breast, prostate and colorectal – and smaller 

differences for cancers with fewer options for treatment, such as lung cancer. They 

found t hat N ative A mericans ha d t he l owest s urvival r ates f or pr ostate, l ung a nd 

female colorectal c ancers and the s econd l owest survival r ates for b reast and m ale 

colorectal can cers (Swan a nd E dwards 2003 ). A ccording to  th e N ational C ancer 

Insititute, approximately 63% of all AIAN breast cancer patients are alive five years 

after diagnosis (National Cancer Institute 2010). This i s the poorest 5 -year r elative 
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survival of  any ethnic a nd minority group in t he US. In many geographic r egions, 

accurate survival data are not available, resulting in the fact that the true impact of 

cancer in this population is still unknown (Burhansstipanov et al. 2010).  

 

Various s tudies ha ve hi ghlighted r egional va riation i n c ancer i ncidence, m ortality 

and s urvival r ates i n t he U SA (Becker e t a l. 2 002; B urhansstipanov a nd H ollow 

2001; P aisano, C obb, a nd E spey 2003 ; S wan and E dwards 2003) . C omparison of  

data from New Mexico and Alaska show that data on one  AIAN population cannot 

be e xtrapolated t o a ll descendants of  t he Indigenous pe ople of  North A merica 

(Burhansstipanov 2001). For instance, the overall cancer mortality rates were higher 

than the overall US rate (205.5 per 100,000 popul ations) in the Alaska (248.9) and 

the Northern Plains regions (291.7).  

 

The excess mo rtality in  th ese tw o r egions was a ttributed to  cancer o f th e lu ng, 

colorectum, liver, stomach and gallbladder. In contrast, the lung cancer mortality in 

the Southwest region was fourfold lower than the US rate. Similarly, cervical cancer 

mortality rates were higher among AIANs than among all racial/ ethnic populations, 

particularly in the East and Northern Plains regions, and breast cancer mortality rates 

were lower in AIANs, particularly in the East, Pacific Coast and Southwest regions. 

The researchers recommended that plans or modifications for cancer prevention and 

treatment programmes s hould c onsider t his r egional va riation a nd de sign 

programmes accordingly (Paisano, Cobb, and Espey 2003). 

 

Problems of misclassification of AIAN status are consistently recognised in the US 

literature (Becker et a l. 2002;  B urhansstipanov 2001;  P aisano, C obb, and E spey 

2003; S wan a nd E dwards 2003) . T he r ates o f misclassification r ange f rom n early 

negligible to  as much as 50% in several s tate registries (Swan and Edwards 2003). 

Racial misclassification is greater among urban dwelling AIAN, and according to the 

Department of Commerce, over 60% of the AIAN population reside in urban centres 

(Burhansstipanov 2001). One s tudy evaluating the extent of racial misclassification 

of A IANs in t he cancer registries for Idaho, Oregon and W ashington s tates, found 

that 52% of cases were originally misclassified within the s tate registries as a  race 
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other than AIAN, and 93% of the misclassified cases were coded as White. This type 

of misclassification threatens the validity of existing estimates of disease occurrence 

in t his popul ation, a nd t he unde restimation c an also r esult in  le ss e mphasis b eing 

paid to disease control measures (Becker et al. 2002). 

 

The i ssues, f actors and behaviours that are associated with h igher cancer r isk have 

increased among AIAN population since World War II as summarised below: 

Tobacco: Habitual tobacco users among American Indian men range from 20% in the 

Southwest t o a s hi gh as 70%  i n t he N orthern P lains a nd A laska (Burhansstipanov 

2001; Hampton 1998).  

High-fat or high-calorie food consumption: Almost half of AIAN population over age 

45 are overweight or obese. The types of foods consumed by the AIAN in the past 

were pr imarily l ow i n f at. T raditional f ood ha bits of  A IAN pe ople h ave be en 

replaced b y processed and c ommercially pr epared f oods, and t heir traditional 

cooking process over slow fires have been displaced by pan or deep frying methods 

(Burhansstipanov 2001). 

Alcohol: Alcohol a buse is a mong t he t op he alth pr oblems a mong A IAN na tions, 

communities and organisations. Excessive alcohol intake causes a range of problems, 

including some forms of cancer.  

Sedentary lifestyle: Many of the AIAN population lead a physically inactive lifestyle, 

which causes severe obesity and overweight problems among them. 

Poverty: More than one-quarter (28%) of  A IAN people of  all ages l ive in poverty, 

more than twice the national average. Almost two-thirds (61%) of AIAN elders live 

in poverty. 

Late diagnosis of cancer: Late diagnosis of cancer and diagnosis at an advanced stage 

are one  of  t he i ssues a mong A IAN popul ation i n the U SA. H ealth s ervices 

themselves to some extent are responsible for this. The Indian Health Service (IHS) 

is the pr imary agency which provides services for AIANs. Burhansstipanov (2001) 

highlighted some of the features and problems of the IHS contracted health services: 

• The IHS lacked sufficient budget, personnel, facilities and resources to provide 

high-quality, co mprehensive can cer s creening s ervices t o al l u rban an d 
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reservation Indians. It could not offer services without collaboration from other 

agencies such as the Centre for Disease Control and Prevention and state health 

departments. 

• The IHS had no oncologists or similar cancer specialists. 

• The o fficial f ederal p olicy r egarding t he IHS C ontract H ealth S ervices w as t o 

place Indian patients on a “priority list” to transport them for follow-up services. 

However, the US Congress did not allocate funding for this. IHS policies were 

restricted b y l ack of  f unding, w hich c reated f rustration f or bot h pr oviders a nd 

patients. Many American Indian e lders waited on priority lis ts for months a t a  

time until funding was available. 

• Some AIAN people did not use the IHS due to unavailability or inaccessibility 

of a n earby IHS f acility. S ome ch ose co nvenience o ver cu lturally a cceptable 

services. 

• The pr ioritised a reas for t he IHS w ere i nfectious di seases and pr enatal, i nfant, 

child a nd youth c are. E lder h ealth i ssues, s uch as  can cer, r emained a lower 

priority among most tribes and urban Indian clinics. 

• Urban American Indians did not access IHS due to their perceived ineligibility 

for services provided by the Tribe and/ or inaccessibility of an IHS facility. 

 

Some o f t he p ractical and cu ltural i ssues American Indian people i n t he USA face 

while acces sing c ancer s ervices as i dentified b y Burhansstipanov (2001) are 

summarised below: 

• American Indian cancer patients may refuse to initiate treatment until they have 

participated i n t raditional Indian c eremonies. F or ur ban r esidents, t his m eans 

returning t o t heir r eservation a nd a rranging a t raditional Indian h ealer a nd 

ceremonies that often require many months of preparation. 

• According t o t ribal pol icies, ur ban-dwelling Natives w ho h ave liv ed o ff th e 

reservation f or 6 m onths or  m ore a re t ypically i neligible for t ribal health 

services, which means that the cancer patients must be served through Medicare 

or Indigent Care Services. However, the approval process for Medicare is long, 

and sometimes may take up to three months.   
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• Many t ribal na tions a re c oncerned t hat dur ing t heir years l iving o n t he 

reservation t hey h ave b een e xposed t o e nvironmental pol lutants t hat may b e 

responsible for the increase in cancer prevalence. 

• After gaining access to screening programmes and enduring long waiting l ists, 

cancer patients suffer from severe lack of funding for treatment programmes. 

• Many tribes regard cancer as a white man’s disease. 

• People do not  di scuss it be cause t hey consider the d isease as  a form o f 

punishment, shame and guilt for them. 

• A f ew t ribes c onsider the di sease t o b e a  condition f or w hich t he patient 

experiences physical challenges that may enable the rest of the tribal members to 

have fewer health problems. Thus, they consider it as a sacrifice in favour of the 

welfare of the other members of the community (“i.e. they wear the pain so that 

their community will be spared the pain”). 

• Some r egard can cer as  t he r esult o f a cu rse from s omeone, o r a p ersonal 

violation of tribal mores (“stepping on a frog, urinating on a spider”) and so on.  

• Some tribal beliefs regard an individual with cancer as being contagious with the 

cancer spirit and therefore others in the community ostracise that person. 

• Some refuse surgery to t reat cancer for fear that one’s bod y and spirit may be 

missing a part after the surgery and therefore the individual can never find their 

ancestors when they move to “the other side”, after death. 

 

The s ame s tudy also id entified b arriers to  p articipation in  c ancer p revention a nd 

control programmes, such as: 

• Inadequate policy and services 

• Poverty 

• Psychosocial (level of  education, practices, and beliefs about health and disease; 

daily c ustoms, l ifestyles a nd be liefs; l anguage or  non -verbal c ommunication 

styles; fear of using health services based on cultural practices or unpleasant past 

medical experiences; misconceptions about cancer; lack of cancer education)  
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• Sociocultural b arriers ( culturally i rrelevant can cer education an d r ecruitment 

materials; culturally specific beliefs and misconceptions about cancer) 

• Information on c ancer a mong A IAN ha s been l acking u ntil r ecently and m ore 

needs to be done in terms of research, policy and strategy changes. 

 

Initiatives are being taken to reduce misclassification, increase the generalisability of 

data and improve cancer services for AIAN in USA. Some are mentioned below: 

• The S urveillance, E pidemiology a nd E nd R esults ( SEER) i s a n a uthoritative 

programme of the National Cancer Institute on c ancer incidence and survival in 

the United States. In the past, this programme covered up to 12 registries in some 

states in the United States. It has currently been decided to expand to four more 

states i n USA, which will cover 23% of  A frican Americans, 40% o f Hispanics, 

42% of  A IANs, 53%  of A sians an d 7 0% o f N ative H awaiians and P acific 

Islanders. 

• Currently, all SEER registries are participating in a data linkage project with the 

IHS. This project is identifying additional cancer cases among American Indians, 

and the results will be reported back to the registries so that their databases can be 

updated (Swan and E dwards 2003) . O ne s uch s tate-linkage s tudy c ompleted i n 

Minnesota found that cancer rates for American Indians in that state were higher 

than p rior es timates. F or ex ample, b reast can cer r ates w ere m ore t han 3 t imes 

higher than the previous estimate (Kaur 1999). 

• Projects ar e u nderway at t he s tate and n ational levels t o m atch k ey s tate v ital 

records databases and the National Death Index with the IHS patient registration 

database so that persons who have been misclassified can be identified correctly 

(Paisano, Cobb, and Espey 2003). 

• The N ational C ancer Institute i s s upporting a  da ta l inkage pr oject f or t he 

Northwest Portland Area Indian Health Board, which is also addressing the issue 

of misclassification and developing software that can be used by other registries to 

improve r eporting o f Native A merican S tatus. In t his c ase, t he l inkage i s 

improving c ase id entification b y using tr ibal in formation (Swan a nd E dwards 

2003). 
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• The Network for Cancer Control Research among American Indians and Alaska 

Native P opulations, i nitiated i n 1990 b y t he National C ancer Institute, ha s 

encouraged m ore r esearch i nto can cers t hat ar e r elatively r are ( stomach, 

gallbladder a nd ki dney) i n t he ge neral popul ation but  di sproportionately affect 

native populations (Kaur 1999). 

• To address cancer issues among AIAN communities, the National Strategic Plan 

for Cancer Prevention and Control to Benefit the Overall Health of American 

Indians and Alaska Natives was developed in 1992 by the “Network for Cancer 

Control R esearch am ong American Indian an d Alaska N ative P opulations” an d 

was publ ished i n a  s pecial N ational C ancer Institute M onograph. T his pl an 

informed both federal agencies and tribal leaders that cancer has become a major 

public health problem for AIAN, and that steps should be taken to inform them of 

this change in cancer epidemiology (Burhansstipanov 2001). 

 

 



73 

4.4 Implications for Australia from other countries’ experiences 

The g overnment of  e ach c ountry ha s dr iven t he pr ocesses f or t aking effective a nd 

appropriate initiatives on c ancer among their Indigenous population. Each country’s 

leading cancer organisations or units of organisations have supported the initiatives.  

• Most of  t he c ountries have a  c entral bod y t hat f ocuses on c ancer i ssues f or 

Indigenous people. For example, the Aboriginal Cancer Care Unit within Cancer 

Care O ntario, C anada is r esponsible f or de veloping t he A boriginal Cancer 

Strategy and is based on a holistic approach to cancer prevention, screening and 

research. The Public Health Directorate of the Ministry of Health in New Zealand 

and the NZ Cancer Control Trust are working sensitively to improve Maori access 

to can cer c are.  T he N ational C ancer Institute i n t he U nited S tates o f America 

(USA) is working sensitively in Native American cancer issues.  

• Canada and t he USA em phasise t he n eed for i n-depth understanding o f 

Indigenous people’s opinions on their needs and necessities with regard to cancer. 

Moreover, t he b arriers t o acces s t o can cer c are s ervices h ave b een i dentified, 

recommendations m ade as  t o h ow t hese could b e ad dressed, an d s trategies 

adopted accordingly.  

• Incorporating individuals’ views regarding cancer and acknowledging its effect on 

people’s ca re-seeking b ehaviour has b een prioritised i n e ach c ountry, with the 

diversity of beliefs and attitudes explored through research at various levels. 

• The i nitiatives of  l eading or ganisations a nd gove rnment of  s ome c ountries, 

especially i n C anada and t he U SA, are s upported b y good qua lity pa rticipatory 

action r esearch an d community-driven r esearch. T his r esearch m ethodology i s 

preferred b y community m embers b ecause i t v iews p eople as  s takeholders o r 

equal pa rtners a nd not  s imply a s “participants” i n a ll a spects of  pr oject 

development, implementation and evaluation (Burhansstipanov et al. 2001). 

• Innovative p revention, s creening, t reatment an d af ter c are programmes a nd 

projects for Indigenous populations have been initiated by different agencies. For 

example, T he N ative A merican C ancer S urvivors’ S upport N etwork, S pirit of  

Eagles: National Network for Cancer Control Research in AIAN Populations and 

Native American Indian/ Alaska Native Cancer Information Resource Center and 
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Learning Exchange (C.I.R.C.L.E.), all contribute to a project to establish a cancer 

information r esource c entre a nd l earning e xchange i n t he U SA.  In Canada, 

projects t hat h ave b een s uccessfully es tablished ar e t he T obacco W ise Y outh 

Action P roject, t he Aboriginal R elationship a nd D evelopment Training 

Programme, a nd th e Aboriginal P atient N avigator P ilot P rogramme. T he 

Comprehensive Cancer Control Programme for Maoris is informed by a Kaupapa 

Maori framework in New Zealand. 

• Specific d ata on r ace, e thnicity and s ocioeconomic s tatus i s av ailable f or each  

country and considerable e ffort h as b een expended to improve ascertainment of  

Indigenous status and analysis of the data.  

• The absence of an in-depth understanding of the beliefs of Aboriginal Australians 

about cancer and knowledge of their cancer care experiences limits the capacity of 

health care providers and the health system to respond adequately to the evident 

disparities in cancer-related outcomes. 
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Increased longevity, Western lifestyle and 

food-habits have been associated with a 

steady increase in the diagnosed rates 

of cancer in most developed countries.* 

In many of these countries, cancer is now 

the second major cause of death following 

cardiovascular disease,1,2 and in Australia, 

cancer recently became the leading cause 

of mortality.3 Cancer is also the most feared 

disease with more than 60% Australians 

nominating cancer as the illness they would 

most worry about getting, a concern that has 

increased over time.4,5 

Historically, cancer has been considered a 

lesser problem for Indigenous1 populations 

in Western countries,6-8 probably due to their 

relatively short life-expectancy at birth,7,9,10 

other more immediate health problems11-15 

and the lower incidence of some cancers 

(with the notable exception of smoking-

related cancers).11 Moreover, lack of survival 

data16 and under-ascertainment of Indigenous 

cancer cases due to misclassification of 

Indigenous status affect the accuracy of 

cancer data for these populations and 

may lead to cancer rates in Indigenous 

populations being underestimated.17-20 

Progressive improvements in identification 

of Indigenous status and analysis of data19 

have shown that cancer is one of the leading 

causes of death among Aboriginal and Torres 

Strait Islander Australians, First Nations’ 

Canadians,21 Māori New Zealanders22 and 

* In this paper, the term ‘Indigenous’ refers to 
Indigenous populations of Australia (Aboriginal and 
Torres Strait Islander people), Canada (Aboriginals, 
the First Nations and the Inuit and Metis people), 
New Zealand (Maoris) and the US (American Indian 
and Alaska Natives people).
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the American Indian and Alaska Natives 

(AI/AN) communities in the US.6 In Canada, 

First Nations populations cancer rates are 

increasing.23 Cancer has a disproportionate 

impact on Māoris in New Zealand,24 and in 

AI/AN communities in the US.25 Reported 

mortality rates for cancer are markedly higher 

for Indigenous compared to non-Indigenous 

Australians.17,26,27 Better understandings of 

the reasons underlying this are needed as a 

basis for more effective action.

This literature review explores the 

similarities and differences in Indigenous 

understanding and beliefs around cancer 

in Australia, Canada, New Zealand and the 

US. It also explores the situation regarding 

cancer among these populations in these 

four countries.

Approach to literature search
Both epidemiological and in-depth 

qualitative studies were included in the 

literature search given the different nature 

of the two objectives. Published papers 

were selected from online searches of 

electronic databases such as Proquest, 

Google Scholar, Medline, Science Direct, 

Web of Knowledge and Informit. Key 

words used for epidemiological literature 

search were: ‘Indigen* and cancer’ and 

‘epidemiology’, ‘mortality’, ‘incidence’, 

‘survival’, ‘Aborigin* and cancer and 

overview’ for the four countries separately. 

‘First Nations’, ‘Māori’ and ‘American 

Indian and Alaska Natives’ were also used 

in the search. Additionally, the Australian 
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Article Regional variation

Abstract

Objective: Cancer among Indigenous 

populations in the developed world 

appears to have increased over past few 

decades. This article explores issues 

related to cancer among the Indigenous 

populations of Australia, Canada, New 

Zealand and the US and examines 

variations in the epidemiology, Indigenous 

peoples’ perceptions about cancer and 

potential effects on care-seeking behaviour.

Methods: A search of peer-reviewed 

journal articles, government reports, 

published and unpublished theses and 

other grey literature was undertaken 

using electronic databases and citation 

snowballing. Both epidemiological and 

qualitative studies were included.

Results: Cancer in Indigenous populations 

in these four countries is characterised 

by high incidence and mortality rates 

for specific cancers and lower survival 

rates as a result of late diagnosis, lower 

participation and poorer compliance with 

treatment. A higher prevalence of many 

cancer risk factors occurs across these 

populations. Fear of death, fatalism, 

payback, shame and other spiritual and 

cultural issues are reported in the few 

qualitative studies examining Indigenous 

beliefs and understanding of cancer which 

undoubtedly influences participation in 

cancer screening and treatment. 

Conclusions and implications: The holistic 

approach (physical, mental, emotional 

and spiritual) to healing and well-being, 

and the concept that individual, family 

and community are inseparable underpin 

Indigenous care-seeking behaviour. Further 

community-based research is needed to 

increase understanding of the needs of 

Indigenous people with cancer, and to guide 

policy and practice towards more supportive 

and effective care. 
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Indigenous HealthInfoNet, homepages of the Australian Institute 

of Health and Welfare, the Australian Bureau of Statistics, Māori 

Health, Canadian Cancer Society, Aboriginal Cancer Care Unit 

and American Cancer Society provided useful information. 

Information from books, published and unpublished theses 

and grey literature including reports and published data from 

government agencies, non-government organisations and research 

centers, articles from non-peer reviewed journals were also 

identified through searches and citation snowballing and included 

if appropriate [24/47 were included]. Searches yielded a total of 

1,061 initial results. These results were checked, and 203 were 

found relevant for consideration. This list was short-listed based 

on the relevance of the literature to the inclusion criteria, that is, 

if they contained information about Indigenous cancer incidence, 

mortality, survival, treatment, screening participation, risk factors 

or beliefs and perceptions of cancer and 119 were selected for 

this review. Publications were excluded if they: did not focus on 

one of the above-mentioned topics, did not concern Indigenous 

populations or were only policy papers and program descriptions. 

For searching the qualitative literature, ‘Indigen* cancer belief’, 

‘Indigen* and spirituality and cancer’, ‘perspectives on cancer’ 

were used with the same search strategy and were articles assessed 

for methodological strength. There was surprisingly limited 

literature on Indigenous beliefs about cancer, with only five studies 

identified from the four countries for inclusion. There were two 

qualitative studies from Australia, and one from each of New 

Zealand, Canada and the US. Two studies were considered by the 

authors to meet the criteria for Level I (Generalisable) and three 

for Level III (Descriptive) qualitative research studies.28

The burden of cancer in Indigenous 
populations in the four countries
Problems with the data

The inadequacy until recently of identification of Indigenous 

status in health data collections and the lack of analysis of data by 

Indigenous status underpins the fact that Indigenous cancer issues 

were overlooked for many years.29 Information regarding cancer 

among the Australian Indigenous population is beginning to be 

comprehensively documented in some jurisdictions.30,31 However, 

most published research in Australia focuses on Aboriginal people 

living in rural and remote communities, or in Australian states 

where the majority of Aboriginal people do not live in urban 

areas, making the findings difficult to generalise to the whole 

population.32 A dearth of Indigenous-specific research and cancer 

surveillance data is also noted in Canada where surveillance is 

now being prioritised based on acknowledgement that data is 

essential to providing clues to aetiology, assisting development 

of cancer control priorities and evaluating the outcomes and the 

effectiveness of cancer-related interventions.23 

The problem of under-ascertainment of Indigenous identity has 

been reported in the literature of all four countries.6,16,22,27,33-35 In the 

US, the rate of misclassification is estimated to range from nearly 

negligible to as much as 50% in several state registries.18,35 Efforts 

to improve data quality in some places are worthy of note. The 

Northern Territory Cancer Registry in Australia estimates that for 

patients diagnosed in the period 1991-2001, case ascertainment 

was over 95% complete with a small degree of misclassification 

of Aboriginal status (only 5%).36 An updated cancer profile for the 

US described regional patterns of cancer in AI/AN populations 

by linking population-based state cancer registries from 1995 

through 2004 with the Indian Health Services (IHS) patient 

registration databases. This process has diminished the effects of 

race misclassification in the US.19

Under-diagnosis of disease can also occur as a result of failure 

of Aboriginal patients to acknowledge symptoms and seek health 

care. It would also occur when there is inadequate diagnostic 

assessment or failure of appropriate death certification, but no 

evidence was found in the literature to suggest these causes. 

In Australia (data from other countries could not be found), 

a proportion (31.3 and 27.0 per 100,000 respectively among 

Aboriginal males and females, a rate ratio nearly double that of 

non-Indigenous males and females populations)12 of cancers for 

which the primary site is not identified. Such issues need further 

exploration.

There are likely to be substantial differences in cancer incidence, 

outcomes and programs in Indigenous people across the states/

provinces for countries as large as Australia, Canada and the US, 

so findings reported from one or several jurisdictions must be 

interpreted with caution where national data is unavailable. 

Overview of Indigenous cancer epidemiology
Notwithstanding these limitations, existing knowledge regarding 

cancer incidence, survival, mortality and cancer risk factors for 

the Indigenous populations of Australia, Canada, New Zealand 

and the US are summarised in Table 1 and 2. Although Indigenous 

populations have a similar or sometimes lower cancer incidence 

rates than the corresponding non-Indigenous population, the 

relative burden differs greatly between geographical locations.37 

Some common issues were identified for Indigenous people 

across the four countries. They are more likely to be diagnosed 

with cancer at a later stage of the disease;6,36 have poorer survival 

rates;23,27,33,35,38 increasing rates for some types of cancer;8 

higher rates of preventable and particularly smoking-related 

cancers;18,39,40 and are less likely to have timely access to diagnostic 

methods41 and continue cancer treatment than the non-Indigenous 

population.20,38 

The literature also consistently reports a high prevalence of 

certain risk factors for cancer among the Indigenous populations 

in these countries: almost double the rate of smoking compared 

to the non-Indigenous population42,43 higher rates of chronic viral 

hepatitis (B and C)44-49 and alcohol abuse;50 high levels of obesity 

and sedentary lifestyles;51 lower uptake of cancer screening;17,52,53 

lower socio-economic status19 and a higher proportion living in 

rural and remote areas which is a predicator for more advanced 

cancers at diagnosis.54,55 The differing prevalence of these risk 

factors may partly explain why the incidence of cancer varies in 

Indigenous populations. However, it does not adequately explain 
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why Indigenous clients have delayed presentation with cancer, 

why they are less likely to access and continue treatment and the 

circumstances that surround their different treatment outcomes. 

Indigenous beliefs about cancer
Social cognition models attest to the importance of people’s 

beliefs in determining their health-related actions. For example, 

the Health Belief Model suggests that individuals choose to 

participate in the health-related behaviour in order to reduce or 

prevent the chance of disease or early death. According to the 

Health Beliefs Model, there are two main beliefs that influence 

people’s willingness to take preventive action: beliefs related to 

readiness to take action and beliefs related to modifying factors 

that facilitate or inhibit action.56 Surprisingly, only six papers 

(five studies) exploring Indigenous psycho-social and cultural 

beliefs and perceptions about cancer were identified, showing that 

Indigenous beliefs about cancer and their effect on care-seeking 

behaviour has been largely neglected despite the possibility that 

such insights might assist in understanding the influences on 

Indigenous populations’ decision-making about accessing cancer 

treatment and other services. Given the paucity of research in this 

area and that most studies have not utilised conceptual frameworks 

to recruit a diversified sample with thorough analysis and strong 

development of policy implications, caution in interpreting the 

findings is necessary. 

Themes concerning Indigenous beliefs about cancer from 

the five qualitative research studies are summarised in Table 3. 

We selected supportive quotations to demonstrate that there are 

commonalities in beliefs across the four countries and some of 

these are distinct from Western beliefs.The literature also shows 

that Indigenous views, understanding and perspectives on cancer 

vary by geographical location and by community.7,15 However, 

not all individuals from one tribe or community hold the same 

beliefs, particularly as Indigenous communities become more 

acculturated and exposed to a range of other beliefs including the 

biomedical paradigm.

Overall, the literature reveals a generally pessimistic attitude 

toward cancer in Indigenous communities, most people viewing 

it as a frightening disease associated with death.15,57 A study from 

Canada found that the majority of respondents considered cancer 

as incurable, a death sentence where the mere mention of the word 

strikes fear into their heart.57 Such views are also common among 

non-Indigenous people. One study from North America reported 

that “one of every three people regards a diagnosis of cancer as a 

death sentence” and that “there is a widespread belief that getting 

cancer is the worst thing that can happen to anyone.”5 In the general 

Australian population, cancer is also a highly feared disease,4 

showing this perception about cancer is shared by Indigenous 

and Western views.

Many Indigenous people retain their traditional belief system 

and may have little understanding of the biomedical underpinning 

of cancer as a disease.15 Two of the five in-depth studies of 

Indigenous beliefs about cancer found that there was no word in 

Indigenous languages for cancer.15,39 The belief that ‘Indigenous 

people do not or only rarely get cancer’ may partly come from 

this fact. Limitations in understanding are not surprising in a 

population where the native tongue contains no word to indicate 

the phenomenon and explanations may only be given in English. 

The limited number of Indigenous-specific cancer resources29 

also contributes to a poorly developed understanding of Western 

biomedical knowledge of cancer. 

Fear and a fatalistic view of cancer as a ‘killer’ are also 

understandable and are recognised concerns for all individuals 

faced with a cancer diagnosis.4,5 The epidemiological data show 

Indigenous people are often diagnosed with cancer at an advanced 

stage and as a result die within a short period after diagnosis.38,41,58 

Therefore, few positive stories from cancer survivors are 

disseminated within communities to enhance understanding and 

confidence that cancer is not necessarily a death sentence. Another 

issue identified has been the reluctance by Indigenous people who 

had survived or were dealing with cancer to talk about cancer in 

their community.8 Thus, the community generally sees only the 

dark side of cancer, while the reality that cancer can often be 

overcome with timely Western medical treatment is largely hidden. 

An individual with symptoms consistent with cancer may avoid 

presenting for assessment and diagnosis, preferring to hide their 

symptoms, believing the end is inevitable and wanting to postpone 

acknowledgement of it. Considering cancer as a Western concept 

and a white man’s disease7,8 may be one reason for a person feeling 

shame when faced with cancer. This may result in keeping the 

symptoms/diagnosis of cancer private and it not being reported 

until a late stage of the disease. Others may even ignore symptoms 

because they consider that they are not at risk for this disease. 

Underlying beliefs of Indigenous people that cancer is caused 

by a curse put on a person for unlawful activity or wrongdoing 

can be another reason for late presentation. Such beliefs can bring 

additional stress to a patient who may be unwilling to talk about their 

disease for fear of bringing shame to the family and the community. 

This belief may also prevent them from accessing and continuing 

treatment.29 McGrath and associates (2006) argue that attribution of 

‘payback’ sometimes lead to acceptance of the disease, illustrated 

by the comment from one participant in their study: “may be that 

payback thing maybe they – some people might think its payback 

and that’s why they accept, you know the death.”15 

Also reported is people’s acceptance of their disease 

uncomplainingly and not accessing treatment if they think that 

they are bearing the pain on behalf of the family or the community, 

and thus, their suffering secures the safety and well-being of other 

members.6 

Prior (2005) has shown how the belief that “cancer is contagious” 

can lead to “social and emotional isolation” for the person who 

has been diagnosed with the disease. She cited an example of a 

woman treated for breast cancer who described how her children 

shied away from touching her, even refusing to sweep up her hair 

that had fallen out.8 Such social stigma can create fear and deter 

people from accessing screening or early detection services, let 

alone cancer treatments, as it is a disease that is tainted by the 

alienation it causes.
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Table 1: Age standardised cancer data for Indigenous populations across Australia, Canada, New Zealand and the US.

 Australia Canada New Zealand US

• Third leading cause of death • Third cause of mortality among • Second leading cause of death with • Second leading cause of  
among Australian Indigenous Aboriginal populations.43 substantial racial disparities.60 death for AI/AN nationally.34,62

people.11  • Leading cause of death for  
  Maori women and the second  
  most frequent cause of death 
  for Māori men.61

CANCER INCIDENCE
General patterns of cancer incidence in Indigenous populations
• Incidence rates of some  • Generally the risk of being • Māoris are 18% more likely to be  • Cancer incidence rates in  
common cancers are lower  diagnosed or dying with cancer is diagnosed with cancer than  AI/AN populations for all 
in Indigenous Australians than  significantly lower in FN people.43 non-Māori people.24 cancers combined were lower 
in the general population.17,30 • High incidence rates for some less • Higher incidence of liver, stomach,  than for non-Hispanic White 
• Proportion of cancers where common cancer in the general lung, cervix, pancreas, testis, prostate,  populations for all regions 
primary site is unknown is high  population: cervix, gallbladder and colorectal and breast cancers combined.19 
(31.3 and 27.0 respectively  kidney.43 observed.24 • Cancer incidence is high for 
among males and females per   • Study on pancreatic cancer showed  stomach, gallbladder and 
100,000 populations).12  that the incidence rate of pancreatic  kidney cancers.25 
• Incidence of preventable   cancer in the total Māori population • Another study identified five 
cancers is high.63  was significantly higher than in most common cancers, i.e.  
  other Ethnic groups in NZ (p<0.05).64 prostate, lung/bronchus,  
   colon/rectum, breast and  
   cervix, in American Indians.40

Regional variation in the data
• Regional variations in  • Regional variations in rates   • Incidence rates of  
rates observed.63 observed.23  cancer for AI/ANs varied by 
   region34,46 and by cancer  
   site.19

Cancer incidence in Indigenous men
• High incidence rates observed • Incidence is significantly lower • Cancer incidence in Māori men • Among AI/AN men, the top 
in Indigenous men for cancers in FN men for most common is slightly lower than in non-Māori three cancers were prostate,  
of lung, bronchus and trachea, cancers (lung, prostate and men.65 lung, and colon and rectum for 
mouth and throat, liver,  colorectum).43 • Most common cancers in Māori all regions except the  
pancreas, gallbladder,  • Lung cancer is the most men are: lung, stomach, prostate, Southwest, where the leading 
oesophagus and thyroid.12 frequently occurring cancer in colorectal, and testicular cancers cancers were prostate, colon 
 both FN and non-Indigenous (58% of all registrations).24,65 and rectum, and kidney.19 
 male population.43 

Cancer incidence in Indigenous women
• High incidence rates in • In FN women, the incidence • Cancer incidence (1996-2000) • Among AI/AN women, the 
Indigenous women for cancers of cancers of the breast, uterus in Māori women is slightly higher three top cancer sites were 
of the cervix, lung, pancreas, excluding cervix, colorectum than in non-Māori women.65 breast, lung, and colon and 
liver and gallbladder, mouth  and ovary are between 40% and • Most common cancers in Māori rectum in all regions except the 
and throat, oesophagus.12 50% lower that of in the general women are: cancers of the lung, Southwest, where the rate for 
 population.43 cervix, breast, colorectal and uterine cancer ranked third.19 
 • Cervical cancer is higher uterine,65 representing 57% of  
 among the FN population in all cancer registrations.24  
 Manitoba.23 

Lower incidence of some cancers
• Low incidence rates: breast, • Cervical cancer incidence has • Less common: melanoma, • Lower incidence rates: 
prostate, bladder, kidney, been declining in Ontario.23 colon, colorectal, bladder, brain leukemia, melanoma, and 
bowel, skin melanoma  and prostate cancers.24,65 cancers of the bladder, brain,  
cancers.17,30   and testis.19

Increased or increasing incidence rates
• Substantial increase in • Overall incidence, while still well  • Gallbladder cancer is elevated 
the incidence of breast and below the rate for the general  in AI/AN men and women for all 
colorectal cancers since 1991 population, is increasing in  regions combined.19 
but rates in 2005 were about Aboriginal populations.43,62  • Liver cancer incidence is 
50% lower than the Australian • In Ontario, incidence in the  increasing consistently in AI/AN 
incidence of these cancers.63  FN population is increasing for  people compared with Non

• Incidence of breast and all cancers combined and for  Hispanic White people for the 
pancreatic cancers reported to the four most common cancers:  period 1999 through 2004.19 
be increasing in NT between breast, prostate, lung and   
1991 and 2001 at an alarming colorectal.23   
rate.36 • Much of this increase is due to   
 a rise in rates for colorectal and   
 lung cancers.23  
Continued over page>>>
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Table 1: Age standardised cancer data for Indigenous populations across Australia, Canada, New Zealand and the US.

 Australia Canada New Zealand US

Smoking-related cancers
• Smoking-related cancer • Incidence of smoking-related • The largest cancer rate • In one study, lung cancer has 
incidence are higher and are cancer, especially lung cancer is differences between Maori and been identified as the second 
increasing in some increasing.39  non-Māori were for cancers of most common cancer among 
States.17,31,36 • High smoking prevalence may the lung (an extra 30 per 100,000 both male and female American 
• Higher incidence and mortality partly explain the relatively high among Māori compared to non- Indians.40  
in Indigenous people for rates of kidney, cervical and Maori).24  
smoking-related cancers is  esophageal cancers.43  
more apparent in younger    
(<65 years) people.18,63  

CANCER MORTALITY
General patterns of cancer mortality in Indigenous populations
• Cancer mortality generally • In British Columbia between • Deaths from cancer are 51% • Overall cancer mortality 
significantly higher for 1991 and 2001 the mortality and 78% higher respectively rate among AI/ANs was 
Indigenous Australians than rate of Status Indians with cancer among Māori men and women in approximately 20% lower than 
for other Australians.63 was 16.7% higher than non- New Zealand.24,61 the all-race rate in the US.68  
• Indigenous Australians have Aboriginals.62 • An analysis of mortality data • ANs average annual mortality 
45% higher cancer death rates • 71% of cancer deaths in this from national cancer registries for rate from cancer for the period 
than other Australians.66 population were for people under the 6-year period of 1996-2001 1994-1998 was 30% higher 
• 1.5 times as many cancer 75 years, as compared to 57.3% showed that cancer mortality in than that of US white 
deaths among Indigenous for non-Aboriginal people.62 non-Māori people decreased populations, a statistically 
males and females during  substantially, but was increasing significant excess.69 
1999-2003 as was expected  in Māori people.67 • Lung cancer is the leading 
based on the rates in   cause of cancer death for AI/AN 
non-Indigenous Australians.11   populations.34

Cancers for which mortality was higher
• Cancer mortality was higher • High mortality rates for • Māoris have the highest • The seven leading sites for 
for specific sites: lung, liver, lip cervix, gallbladder and kidney mortality rates among all cancer death for AI/AN (both 
and oropharnyx and cervix.63 cancers.21,43 population groups for total genders combined) were:  
• Between 1994 and 2002,   malignant neoplasm and cancer lung/bronchus, colorectal,   
the cancer mortality rate  of the lung, breast, prostate, breast, liver, pancreas, stomach 
of Aboriginal people was  colorectal, stomach, liver and and prostate cancers.68 
higher than that of the  cervix.24,65,71 • Increased mortality rates for 
NSW population for   smoking-related cancers, and 
oesophageal and stomach   cancers of the digestive 
cancers in males and for kidney,    system.69 
cervical, lung and pancreatic 
cancers among females.70    
Cancers for which mortality was lower
• Low mortality for colon, • Lower mortality rates for most 
rectum, kidney, prostate,  cancers in the FN population.43 
melanoma cancers.29,30

CANCER SURVIVAL
General patterns of cancer survival in Indigenous populations
• Survival is worse regardless • Survival is significantly worse • Survival is lower among Māori • AI/AN population have the 
of  the stage of diagnosis.27 for all cancers combined for New Zealanders for most types lowest survival rates for all

• Lower five-year survival for all the FN people in Ontario but of cancers (breast, cervix, prostate,  cancers combined among all 
cancers combined.30,38 survival gap is not seen in colorectal, lung, uterus, kidney,  races.35 
 British Columbia.23  leukemia) than for Non-Māori/ • Native Americans had the 
 • Survival is significantly worse  non-Pacific people (adjusted lowest survival for cancers 
 for prostate and breast cancers for age at diagnosis).33,61,65 of prostate, lung and female 
 respectively in FN men and  colorectal cancers and the 
 women than in the general  second lowest survival rates 
 population.23  for breast and male colorectal 
   cancers.35,58

Regional variation
• Regional variation in survival • Regional variation in survival  • Survival rates from cancer 
rates is observed.54 from cancer is observed.23  exhibits regional differences.58

Stage distribution at presentation
• For cancers of the colon and • Stage distribution at • Māori people were much more • AI/AN persons were less likely 
rectum, breast, cervix and non- presentation appears similar likely to present with extensive than Non Hispanic White people 
Hodgkin lymphoma combined for all cancers except for breast disease than Caucasians for to be diagnosed at an early 
(adjusted for cancer site and cancer, which is diagnosed at every tumor type.24,41 stage with localised cancer. 
age at diagnosis), 70% of a later stage in FN women in • One study specific to breast The pattern varied by region 
Indigenous people were British Columbia.23 cancer found that Māori and by cancer site.19 
diagnosed with advanced  women were more likely to • No difference was found in 
disease (95% CI, 62%–78%)  have late-stage disease at stage of disease at diagnosis 
compared with 51% of  clinical diagnosis.65 between American Indians and 
non-Indigenous people   other people in Montana.58 
(95% CI, 53%–59%).27

Regional variation Beliefs about the disease in Indigenous people
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Table 2: Cancer risk-factors data for Indigenous populations across Australia, Canada, New Zealand and the US.

 Australia Canada New Zealand US

Smoking
• In 2004-05, 50% of the adult • Prevalence of cigarette • Māori New Zealanders are • Smoking prevalence among 
Indigenous population (51% men smoking is high in Aboriginal more than twice as likely to be persons aged 18 years was 
and 49% women) were current populations.23 smokers than European New higher among AI/AN persons 
daily (or regular) smokers.12 • According to the Ontario FN Zealanders (47.6%/ 39.5% overall than among Non 
• While smoking rates have regional health survey, 79% and respectively for Māori female and Hispanic White peoples, with 
decreased slightly for the total 72% of on-reserve males and male compared to 19.5%/ 22.6% the highest prevalence among 
Australian population over the females reported being smokers, respectively for Caucasian males AI/AN populations in Alaska 
ten years to 2004-05, there has compared to 30% and 27% of and females).65 and the Northern Plains.19 
been no significant change for Ontario males and females.43  
that of the Indigenous population • A Canada-wide Aboriginal  
in this period.12 peoples survey reported high  
 rates of smoking (60%) in on-  
 reserve FN.43 

Obesity and sedentary life-style
• Indigenous women were around • High levels of obesity, a • Māoris are 50% more likely to • In all regions, more AI/AN than 
one-and-a-half times as likely surrogate for higher calorie be obese.65 Non Hispanic White men and 
as non-Indigenous women to be intake and reduced activity have • Māoris had a greater intake women aged 20 years reported 
overweight/obese.12  been found among FN people.43 of red meat, saturated fat, and being obese, and reported no 
• There was little variation in the • A study in Bella Coola Valley, alcohol.65 leisure time physical activity.19 
rates of overweight/obesity for BC found that 65% of Aboriginal • Māori and non-Māori adults • One study found that almost 
Indigenous and non-Indigenous people compared with 47% of had a similar prevalence of half of AI/AN people over age 
men.12 non-Aboriginal people were overweight, but Maori adults were 45 are overweight or obese.6 
• Indigenous Australians were overweight.72 one-and-a-half times more likely  
more likely than non-Indigenous  to be obese than non-Māori.73   
Australians to be sedentary or to  • Māori and non-Māori adults were  
exercise at low levels.12  just as likely to be physically  
  active.73

Alcohol abuse
• In 2004-05, Indigenous people • The incidence of alcohol, drug • Māori adults were less likely to • One report showed that 60.8% 
aged 18 years and over were and solvent abuse appears to be have consumed alcohol in the of AI/ANs and 65.8% of other 
more likely than non-Indigenous much higher in some Aboriginal past year than non-Māori adults. racial groups used alcohol in 
people to abstain from drinking communities, especially among Maori males were more than 2006, while 10.7% of AI/ANs 
alcohol.12 Aboriginal youth.74 one-and-a-half times more likely reported having alcohol use 
• Of those who consumed • The Aboriginal Peoples not to have drunk alcohol than disorder compared with 7.6% of 
alcohol, one in six Indigenous Survey (based on self-report) non-Māori males (RR 1.6, CI other racial groups.75 
adults (16%) reported being showed that a lower proportion 1.2–2.0). Among drinkers, Māori • Alcohol abuse is one of the top 
long-term (or chronic) risky/high of Aboriginal people than adults were more likely to have health problems among some 
risk alcohol consumption.12 Canadians generally drink potentially hazardous drinking AI Nations and communities, 
 weekly (35% Aboriginal patterns which was one-and- especially among young people.6 
 versus 46% other Canadians). a-half times higher for Māori • Variations found in the 
 Abstinence is almost twice as compared with non-Maori adults proportion of alcohol 
 common among Aboriginal (RR 1.5, CI 1.3–1.7).73 consumption from a low of 
 people (15% Aboriginal versus  30% to a high of 84% in AI/AN 
 8% Canadian), but among those  communities; whereas the rate 
 who consume alcohol, heavy  for the general population was 
 drinking was more common.50  67%.76

Chronic Hepatitis B Virus (HBV) Infection
• A higher prevalence of hepatitis • Prevalence of hepatitis B • Previous studies showed high • In the early 1980s, Alaska 
B virus (HBV) infection has surface antigen has been rates of HB exposure and Natives had the highest rate of 
been shown in the Indigenous reported to be high in the Inuit chronic HBV in Māori, ranging chronic HBV infection (>13%) 
community than in the general (6.9%); intermediate among from 5.4% in Māori police among all racial/ethnic groups 
population.77 FN(0.3%), and low in the general and customs workers in the of the US. The frequency of 
• Chronic HBV infection for population.79 late 1980s to around 16% in new HBV infections declined 
Australians overall was estimated • Some community-based Māori children in the Eastern among ANs following a the 
as ranging from 0.47% to studies found higher evidence Bay of Plenty in the early immunization program begun in 
0.87%, whereas the prevalence of previous HBV exposure 1980s (prior to universal 1982.46 
in Indigenous Australians was in Aboriginal communities in infant HBV immunisation).48 • Alaska Natives have very high 
estimated to be around 2% in Canada.47 • Significant regional variations rates of chronic HBV infection 
urban areas and 8% in rural  found in the prevalence of HBV and HBV-related hepatocellular 
areas.78   among Māori.48 carcinoma.44

The belief is still widespread in some places that cancer is not 

a priority concern for Indigenous populations.57 However, the 

opposite has also been found in some Indigenous communities: 

everyone knows someone who has been affected by cancer, either 

in friends or within their family, which shows the widespread 

impact of cancer.39 

Conclusion and implications
This review reveals similarities and differences in Indigenous 

cancer and cancer risk factors in Australia, Canada, New Zealand 

and the US. Rates of lung, liver, mouth and throat, cervical and 

other smoking-related cancers are high in Indigenous people. 
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Table 2: Cancer risk-factors data for Indigenous populations across Australia, Canada, New Zealand and the US.

 Australia Canada New Zealand US

Area of Residence
• A study from NSW found  • No evidence found so far in • One study showed that people  
that cancer survival varied by  New Zealand that people living living in rural parts of southern 
remoteness of residence, with  further from a GP or from a US have more advanced 
people living in remote areas  cancer centre were diagnosed at cancers at diagnosis than 
being about 35% more likely to  a later stage in the disease than people living in urban areas.41 
die from their cancer compared  those living closer.41  
to people living in areas with the   
greatest access to services.80   
• Aboriginal women living in rural   
areas have around nine times the   
risk of death from cervical cancer   
compared with non-Aboriginal   
women.81

Participation in breast screening
• In 2004-2005, the age-  • 41% Māori, 42% Pacific and • Mammography screening was 
standardised participation rates  62% other women in the 50-64 lower among AI/AN women 
for Indigenous women aged  years of age group over the than among Non Hispanic 
50-69 years (35.8%) was much  period 2004-2006 reported to Women but varied widely 
lower than the non-Indigenous  be accessed breast screening in across Indian Health Service 
rates (55.9%).52  NZ.82 regions.19

Participation in cervical screening
• Pap test coverage for • Uptake of Pap test screening • Māoris are among those least • Pap testing prevalence was 
Indigenous women is lower than by Aboriginal women has been likely to have a pap smear test.83 the lowest in AI/AN populations 
the total Australian coverage rate lower than that of by the general  with considerable regional 
[27%-63% (reported individual population.23  variations in the uptake.19 
health services or communities),  
compared with a national  
coverage reported for 1996/1997  
of 62% of women aged 20-69  
years].17 

Primary liver cancer can occur at higher rates due to the higher 

prevalence of chronic viral hepatitis infection and alcohol misuse. 

Breast, prostate, colorectal and pancreatic, cancers which were 

thought to occur less commonly among these populations are 

increasing. This increase could either be genuine or because 

of improvements in disease reporting and ascertainments of 

Indigenous status in these countries. The literature consistently 

shows a poorer outcome for Indigenous people with cancer across 

all four countries, attributed to late diagnosis, less compliance and 

discontinuing of treatment. 

Relatively little attention has been given to exploring Indigenous 

views, perspectives, understanding and experiences with regard 

to cancer and cancer services in Australia, Canada, US and New 

Zealand. This review reveals different views on cancer among 

Indigenous populations across these four countries. The belief 

system comes from multiple factors, such as shared family values, 

relationship within the family and the community, environment, 

past experiences and cultural identity. This total worldview for 

Indigenous people is about wholeness and “a harmony within the 

physical and metaphysical worlds.”57,59 Such totality guides their 

values, beliefs and understanding of reality, which influences their 

behaviour. It has been consistently demonstrated that “individuals 

and groups use their basic beliefs to guide their actions.”59 

Although some similarities in the beliefs about cancer have 

been observed from published studies, further community-based 

research is needed to better understand Indigenous perspectives 

and needs and the way that these effect care-seeking behaviour. 

Furthermore, how and whether community beliefs differ between 

urban, rural and remote populations has not been explored yet. 

This could impact the need for specific interventions to address 

such differences. Other than the research of Burhansstipanov and 

colleagues6,7 in the US, few articles have reported the voices of 

Indigenous participants, with most information deriving from 

health service providers based upon their own interpretation of 

the Indigenous community. We conclude that there exists a need 

to better engage Indigenous people and to ensure that their own 

voices and stories are heard and represented in efforts to develop 

cancer-related services. Other countries have begun this process 

of better meeting the needs of Indigenous people7,24,25,39,42 and 

Australia could learn much from their approaches. Without 

efforts to understand and willingness to make changes to 

accommodate the different perspectives of Indigenous people 

within the system of health care, the health care system with its 

focus on biomedical treatments is likely to fail to encourage many 

Indigenous clients.
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Table 3: Beliefs about cancer of the Indigenous peoples of Australia, Canada, New Zealand and the US based on 
published studies.

1. Cancer means death

• “When I hear the word, I feel fear. It is the big C you know, frightening, it means you’re going to die” [Australia]8

• “frightened, frightened. Cancer bad, make people die quickly.” [Australia]15

• “I’d kill myself if I got cancer, I couldn’t have all that pain and suffering.” [Australia]8

• “No one ever lived after cancer, they just went away to die.”[Canada]39

2. Cancer is a “White man’s disease”

• “It wasn’t here before the ‘Whiteman’. In the old days we were healthy, never had any problems. We eat bush food, possum, kangaroo meats, 
bush berries all that. We didn’t know about cancer, didn’t know what it was. No on had it….”[Australia]8 

• “I tried to act White when I was young and that is why the Creator gave me a ‘White man’s disease’.”[USA]7

• “Cancer did not exist until White men brought the disease with them from Europe.”[US]7

• “Cancer was introduced to the Aboriginal community by Western society.” [Canada]39

3. Punishment/curse/payback

• “I got cancer because my son drinks and beats his wife and so that is why I have cancer, as a punishment of his bad behaviour.”[USA]7

• “I didn’t think I had acted badly, but I must have because now I have cancer.”[US]7 

• “Aboriginal cancer these days, Aboriginal people they think different way. Frightened someone put that cancer in their body – someone trying to 
curse them. [Australia]15

• “I got cancer from my cousin…. She put a curse on me.”[US]7 

• “My cancer was caused because I urinated on a spider. I didn’t see him, but it made him angry and he gave me cancer.”[US]7

4. Cancer is contagious

• “I got cancer because my daughter played with the daughter of … who has the cancer spirit. So it is her fault that I have cancer.”[US]7

• “I caught my disease from that machine [mammography machine]. I didn’t have it before that machine touched me. Now I got it.”[US]7

• “A lot are frightened that they might catch it too, yeah.”[Australia]15

• “Surgery exacerbates cancer by exposing the cancer tumors to air”. [Canada]39

5. People’s minds, feelings and perceptions have power to fight cancer

• “A lot of cancers can be beaten; cancer comes when we do not look after ourselves.”[Canada]39

• “Every time a doctor tell you [that] you have cancer, s/her is shooting holes in your spirit. Each provider you see tells you about your stage or 
prognosis; that is another hole in your spirit. You have to heal all of those holes in your spirit to recover. You can’t just heal your body. You have to 
also heal your spirit.”[US]7

6. Predetermined/Destiny/Fatalism

• “Before I was born, my spirit selected cancer for me to learn some lessons… things that are important for me or my family to learn.”[US]7

• “Cancer is not a bad thing… it is just part of my path and my lessons. It is not upsetting. It has helped me greatly.”[US]7

• “My cancer diagnosis was a blessing… not an easy or pleasant blessing, but now, looking back, it was the best thing that happened to me…. I 
stopped drinking, I live a good life, I am in good health, and I appreciate every day the Creator has given me and my wife. My life is full of living, 
laughing, and loving … because of cancer.”[US]7

• “Life will unfold in the way it was meant to be.”[Canada]39

• “What can be done about it (cancer)? It can’t be cured, can it? No one can stop it.” [Australia]8

• “I don’t really like talking about it because it makes me feel sad” and “talking could make it happen, tempt fate.”[Australia]8

7. Cancer is not a priority here

• “I have been here 9 months, worked here 5 years (with Indigenous people) and the cancer numbers are small.”[Australia]15

• “Natives don’t develop cancer.”[US]6 

• “American Indians have a natural immunity for cancer.”[US]6

• “Cancer is rare among Aboriginal people.”[Canada]39

• “Aboriginal people have a natural immunity for cancer.[Canada]39

8. Bodies are sacred

• “Our body is a creation of God that should not be interfered with no matter what happens.”[Australia]8

• “We have to respect God’s work. Our bodies are sacred.”[Australia]8

• “Maori and Pacific women are alike in that they see breasts and genitals area of the body as sacred, an area for their husbands only.” [New 
Zealand]83

• “I’m not happy to allow doctors to look down there. And because it’s hard to tell who’s gay and who’s not. I don’t want to be touched by 
someone like that.” [New Zealand]83

• “From our traditional understanding, our body is such a special thing that it is given everything it needs to heal itself. Similarly, we are given 
things in the natural world which are medicines.”[Canada]39

Note: *Only themes identified in at a Level I qualitative research study and in more than one country are included.
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5.1 Conceptual framework and study design 

5.1.1 Choosing the study design 

The i mpact o f c olonisation a nd di sadvantages s temming from po stcolonial 

government policies and programmes results in profound health disparities between 

Aboriginal a nd non -Aboriginal A ustralians i n t his c ountry. T he history o f 

colonialism and its aftermath isolates Aboriginal communities from the mainstream 

society. C hildren w ere ta ken a way f rom th eir families a nd p laced in to mis sions 

where they were abused in many different ways. Assimilation policies significantly 

impacted on A boriginal i dentity and e xtensive di strust de veloped a mong t hem 

towards non -Aboriginal s ystem a nd a uthorities (Collard 2000; D udgeon 2000;  

Garvey 2000) . T his uni que e xperience ha s di stinguished A boriginal pe ople f rom 

other m inority c ommunities i n A ustralia. T hroughout s everal de cades Aboriginal 

people ha ve b een e xtensively r esearched w ithout a cknowledging t heir hi story, 

culture a nd ow nership o f know ledge a nd even s ometimes, a bandoning t he pe ople 

researched(Smith 1999) . As a  r esult of  this, many Aboriginal people hold negative 

views about research – research has become a dirty word to Aboriginal communities. 

Research, for A boriginal pe ople, i s l inked t o c olonisation, oppr ession [ 11] a nd t he 

exercise of  pow er a nd control by t he m ainstream r esearchers. A s Linda T uhiwai 

Smith (1999) states, 

…, ‘research’ is probably one of the dirtiest words in the Indigenous 
world’s vocabulary. When mentioned in many Indigenous contexts, it 
stirs up silence, it conjures up bad memories, it raises a smile that is 
knowing and distrustful. (1999, p. 1) 

 

To minimise the negative effect, scholars involved in Indigenous research have taken 

steps to make the research processes decolonised, ethical, responsible, accountable to 

and pa rticipatory for Indigenous p eoples. T here ar e n ow at tempts t o cen tralise 

Indigenous concerns, worldviews and perceived needs within research, to know and 

understand t heory and r esearch f rom t heir pe rspectives, a nd t o b etter utilise t he 

findings for their own benefit. This whole process is described as 'decolonisation' by 

Tuhiwai S mith (Smith 1999) . R esearchers s tart research w ith A boriginal pe ople 

within t his c ontext w here t hey a re r equired t o be  c autious a bout t heir pos itions, 

methods, relationships with the participants, accountability towards the participants 

and the community and the process of decolonisation.  
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This s tudy addressed one  of  t he unde r-researched ar eas an d aimed t o ex plore h ow 

Aboriginal p eople w ith c ancer c onstruct th e me aning o f th eir illn ess w ithin th eir 

social co ntext, ex perience t heir l ife circumstances an d d eal w ith can cer s ervices. 

Social, c ultural a nd p olitical f actors th at in fluence th eir d ecision-making a round 

access t o he alth s ervices w ere also i dentified. M ore w ork h as be en und ertaken b y 

other researchers and reported during the course of this study (McGrath et al. 2006; 

Prior 2006; Prior 2009; Walker et al. 2008). 

 

Any he alth i ssue i s m ore t han j ust a  he alth pr oblem f or A boriginal pe ople a nd i s 

inextricably in tertwined with a  lif e s ituation th at is  in fluenced b y th e ma ny crises 

Aboriginal p eople f ace. For i nstance, c ontinuous l oss of  f amily a nd f riends w ithin 

their kinship relations, ongoing problems within the community; fear of dependence 

on th e s ystem, lo ss o f f unctional a bilities to  p erform th eir s ocial r oles a nd limi ted 

financial r esources. T his c omplex s cenario is  th e “ lifeworld” o r liv ed r eality ( van 

Manen 1998)  w hich i s l inked w ith t he s ocio-political a nd c ultural c ontext a nd 

determines how Aboriginal people understand and interpret lived experiences or the 

meaning of an illness (van Manen 1998; Thome et al. 2004). It has become a widely 

accepted v iew th at p atients d iagnosed with a  similar illn ess ma y experience it  

fundamentally in many different ways (van Manen 1998). The formation of the study 

was also guided by this theoretical s tance which aimed to understand meaning and 

lived e xperiences of  c ancer f rom A boriginal pe rspectives, f rom t he w ay t hey 

experience the s ituation. It was deliberately decided to focus on “cancer” generally 

rather t han a  s pecific t ype o f c ancer, t o i nclude m en a nd w omen, a nd t o s eek 

information f rom p eople f rom ur ban, r ural a nd remote a reas. W ide va riation w as 

expected in their perspectives. The study used qualitative methods and was informed 

by t he h ermeneutic p henomenological r esearch d esign as d escribed b y M ax v an 

Manen (1990). A philosophical discussion on phenomenology followed by some key 

principles and concepts important to understand this approach is provided below. 

 

5.1.2 Phenomenology and associated concepts 

Phenomenology is a  phi losophical method that grew out  of  a  chaotic context when 

European capitalism and i ts associated enlightenment ideologies were in cr isis as  a  



78 
 

result o f th e W orld W ars a nd th eir a ftermath. Empiricism a nd r ationalism ( basic 

principles of  pos itivism) t hat w ere c onsidered a s t he ba sis of  E uropean c apitalism 

and t he s ocial o rder w ere i ncreasingly ch allenged b y an i ndefensible s ubjectivism. 

Relativism w as r eplacing m any of  pr evious i deologies and w as ha rd to r esist 

(Barnacle 2001) [Eagleton as cited in (Groenwald 2004)]. Disenchantment increased 

among scholars about the appropriateness of using quantitative or empirical methods 

in t he f ield of  hum an s cience. During t he early 1980s, i nterest i ncreased a mong 

scholars a bout t he f ocus of  i nquiry t hat e mphasized di scovery, description, 

interpretation and self-reflection or critical analysis rather than detached observation, 

prediction, c ontrolled e xperiment a nd qua ntitative m easurement (Laverty 2003;  

Osborne 1994; van Manen 1990). William Dilthey (1976) said, “We explain nature, 

but human life we must understand” (van Manen 1990). Van Manen asserts that, 

… natural science studies ‘objects of nature’, ‘things’, ‘natural events’, 
and ‘the way that objects behave’. Human science, in contrast, studies 
‘persons’, or beings that have ‘consciousness’ and that ‘act purposefully’ 
in and on the world by creating objects of ‘meaning’ that are 
‘expressions’ of how human beings exist in the world….. Whereas 
natural science tends to taxonomize natural phenomena (such as in 
biology) and causally or probabilistically explain the behaviour of things 
(such as in physics), human science aims at explicating the meaning of 
human phenomena and at understanding the lived structure of meanings 
(van Manen 1990), p. 3-4.  

 

Phenomenology d eveloped w ithin t his c ontext. E dmund H usserl ( 1859-1938) i s 

recognised as the father of phenomenological methodology. Although he started with 

a f ocus o n ma thematics, H usserl’s in terest s hifted o ver t ime as  h e p erceived 

phenomenology as s imultaneously obj ective and s ubjective, w ith s ubjectivity 

ultimately dominating his works (Reeder 1987). Husserl wanted phenomenology to 

offer a  s olid ba sis f or all hum an know ledge, i ncluding s cientific kno wledge. H e 

shifted the focus of the previous domain of knowledge that was concerned only with 

epistemological certainty [“absolute certainty of p articular k nowledge c laims” 

(Barnacle 2001), p.4] . Husserl’s idea was formulated on t he epistemological s tance 

that k nowledge c annot b e o bjectified in  its  e ntirety a s th ere w ill a lways b e a  

relationship be tween t he s ubject ( the r esearcher) a nd obj ect. P henomenology, 

according to Husserl, is principally concerned with the systematic reflection on a nd 

analysis of  t he ph enomena w hich a ppear i n a cts of  consciousness. The Husserlian 
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school regarded knowledge or understanding as perspectival, and concluded that we 

never understand objects as a whole or as they actually are, but only certain aspects 

of them (Barnacle 2001), p.6. We can only be certain about how things appear in, or 

present t hemselves t o, our  c onsciousness (Groenwald 2004) . ‘ Consciousness’ w as 

the ke y element i n H usserl’s phe nomenology. V alle e t a l. ( 1989) r eported t hat 

Husserl viewed consciousness as a co-constituted dialogue between a person and the 

world (Laverty 2003).  

 

Husserl introduced several concepts that have remained central to phenomenological 

analysis. One s uch element ke y t o t he unde rstanding of  ph enomenology i s t he 

principle of  “intentionality”. Intentionality means “directedness toward an object… 

the o bject ma y b e e ither r eal o r ima ginary”(Laverty 2003) , p.5. A s va n M anen 

frames the concept, 

From a phenomenological point of view, to do research is always to 
question the way we experience the world, to want to know the world in 
which we live as human beings. And since to know the world is 
profoundly to be in the world in a certain way, the act of researching – 
questioning – theorizing is the intentional act of attaching ourselves to 
the world, to become more fully part of it, or better, to become the world. 
Phenomenology calls this inseparable connection to the world the 
principle of “intentionality”(van Manen 1990), p.5.   

 

Another i mportant concept i s t he “essence”. P henomenology attempts t o r eveal, 

understand a nd de scribe t he i nternal m eaning s tructures o f a l ived experience. 

Researchers engaged in phenomenological research aim to describe the phenomenon 

of i nterest as  accurately as p ossible, r efraining f rom u sing any p re-conceived 

framework (Groenwald 2004) . T he ‘ essence’ i s that u niversal s tructure t hat m akes 

the study object or experience identifiable and unique from others. According to van 

Manen, 

A universal or essence may only be intuited or grasped through a study 
of the particulars or instances as they are encountered in lived 
experience (van Manen 1990), p.10. 
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The es sence c an o nly b e t hen ach ieved i f t he d escription o f t he l ived e xperience 

encompasses the lived quality and significance of the experience in a fuller or deeper 

manner (van Manen 1990).  

 

One of  t he bi ggest i ssues f or phe nomenological i nquiry i s t hat r esearchers’ p re-

understandings, s uppositions, a ssumptions a nd t he e xisting bodi es of  s cientific 

knowledge i nfluence t hem t o i nterpret t he na ture of  t he phe nomenon b efore t hey 

have even c ome t o grasp w ith t he s ignificance of t he ph enomenological que stion. 

Husserl us ed t he t erm “ bracketing” t o de scribe how  one  m ust control t he 

phenomenon “and then place one’s own knowledge about the phenomenon outside of 

it” (Husserl as cited in (van Manen 1990), p.47). Husserl described this as a  three-

fold process t hat i ncludes exemplary i ntuition, imaginative v ariation and s ynthesis. 

In the first phase, researchers choose a phenomenon and hold it in imagination. Then 

they t ake t hat i nstance a s a  m odel a nd m ove t o de velop e xamples o f s imilar 

experiences t hrough i maginative v ariation, a nd i n t he f inal s tep, t hey i ntegrate t he 

variations of those experiences and grasp the essence (Klein and Westcott 1994). van 

Manen ( 1990) de scribed br acketing a s i dentifying one ’s pr esuppositions a bout t he 

nature of the phenomena and then attempt to set them aside to see the phenomena as 

it really is. He added, 

If we simply try to forget or ignore what we already “know”, we may 
find that the presuppositions persistently creep back into our reflections. 
It is better to make explicit our understandings, beliefs, biases, 
assumptions, presuppositions, and theories. We try to come to terms with 
our assumptions, not in order to forget them again, but rather to hold 
them deliberately at bay and even to turn this knowledge against itself, as 
it were, thereby exposing its shallow or concealing character (van 
Manen 1990), p. 47)   

 

Hans-Georg Gadamer, another s tudent of  Husserl, viewed bracketing as impossible 

and a bsurd. A ccording t o G adamer ( 1976), u nderstanding a nd i nterpretation in 

phenomenology are b ased on our  hi storicality of  be ing a nd will i nvolve s ome 

prejudice. He did not believe that a researcher can leave his/her immediate situation 

in the present merely by adopting an attitude (Laverty 2003). 
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Although Husserl's conception of phenomenology has been criticised and developed 

by hi s s tudents a nd b y ot her e xistentialists a nd phi losophers, hi s w ork i s s till 

considered c entral. H ermeneutic phe nomenology is one  b ranch of  phe nomenology 

which was developed by Martin Heidegger (1889-1976). While Husserl’s focus was 

on unde rstanding b eings or  phe nomena, H eidegger w as i nterested i n ‘ the s ituated 

meaning of  a  human in the world’. Heidegger vi ewed humans as be ing p rincipally 

concerned cr eatures who are concerned on t heir fate i n an  al ien world. He a rgued, 

“The meaning of phenomenological description as a method lies in interpretation…. 

The phenomenology … is a hermeneutic in the primordial significance of this word, 

where i t de signates t his bus iness of  i nterpreting” ( Heidegger, 1962 a s cited i n va n 

Manen, 1990, p 25). H eidegger also a dded a n i mportant c omponent i n 

phenomenological a nalysis – the f ormation o f h istorically liv ed e xperience. 

Heidegger e mphasised t he hi storicality o f unde rstanding a s one ’s ba ckground or  

situatedness i n t he w orld. A  person’s hi story o r ba ckground a lso i ncludes t heir 

cultural orientation and influences their understanding of the world. Heidegger had a 

view of people and the world as indissolubly related in cultural, social and historical 

contexts (Munhall 1989). In this view, all understanding is connected to a given set 

of forestructures, including one’s historicality and experiences. Thus, one needs to be 

aware o f t hese i nterpretive i nfluences. P olkinghorne ( 1983) de scribed t his 

interpretive process as concentrating on hi storical meanings of experience and their 

development a nd c umulative e ffects on i ndividuals a nd s ocial c ontexts (Laverty 

2003). The basic difference between Husserl’s transcendental method of descriptive 

phenomenology and he rmeneutic phe nomenology i s t hat t he f ormer is a  pur e 

description of lived experience and the latter one concentrates on the interpretation of 

that experience via some “text” or symbolic form (van Manen 1990). 

 

In summary, some of the basic characteristics of phenomenological research as van 

Manen (1990) listed are discussed below: 

• Phenomenological r esearch i s t he s tudy of  t he l ifeworld – the w orld as  w e 

experience i t p re-reflectively. It d oes n ot ai m t o b uild ef fective abstract t heory 

with w hich th e w orld c an be  e xplained a nd c ontrolled, but  r ather i t p rovides 

reasonable i nsights o n o ne’s ex perience t hat h elp r esearchers i n m ore d irect 

contact with the world.  
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• Phenomenological research is the revelation of a phenomena or the object that can 

be real or imagined and empirically measurable or subjectively felt as they present 

themselves to our consciousness. This type of research is reflection on experience 

that is already passed or lived through.  

• Phenomenological human science tries to describe and interpret lived experiences 

to a certain degree of depth and richness. “It differs from other disciplines in that 

it does not aim to explicate meanings specific to particular cultures (ethnography), 

to certain social groups (sociology), to historical periods (history), to mental types 

(psychology), or to an individual’s personal life history (biography)” (van Manen 

1990), p.9. 

• Phenomenological r esearch i s “a s ystematic, ex plicit, s elf-critical, an d 

intersubjective study of its subject matter” [ref?]- the lived experience.  

• “Phenomenological know ledge i s e mpirical, ba sed on e xperience, but  i t i s no t 

inductively empirically derived. This does not allow for empirical generalisations, 

the pr oduction of  l aw-like s tatements, o r th e e stablishment o f f unctional 

relationships. G eneralisations a bout hum an e xperiences a re a lmost a lways o f 

troublesome value. Hence, the only generalisation applicable to phenomenology is 

that: Never generalise!” (van Manen 1990), p.21 

• Phenomenological r esearch t akes account o f l ived ex perience o r em pirical d ata. 

So, it is not just ‘speculative inquiry’ in the sense of unworldly reflection  

• Phenomenological r esearch a sks m eaning que stions. P henomenologists do not  

seek t o s olve any pr oblem but  r ather a sk f or t he m eaning and s ignificance o f 

certain phenomena According to van Manen (1990), “A phenomenologist might 

want to  s tudy concrete examples of real talk, the quality of the relation between 

people, t he na ture of  t he s pace which i s s omehow “ good” f or ha ving a  t alk. A 

phenomenologist w ould not  l ikely s end around que stionnaires, or  pl ace 

individuals in experimental situations to see under what controlled conditions real 

talk ha ppens: a nd he  or  s he w ould not  s imply s tart t o “ philosophize” a bout t he 

nature of real talk either” (van Manen 1990), p.24 .   
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5.1.3 Philosophical assumptions and choice of methods 

It is crucial to explicitly clarify a researcher’s philosophical positioning at the start of 

any research because it guides the researcher to decide how social phenomena need 

to be addressed and s tudied. The underlying principles of  the social constructionist 

perspective guided the choice of research topic, framing of the research question of 

the study and the methodology. Social constructionist perspectives, in contrast to the 

positivistic stance, s eek t o unde rstand how  pe ople i nterpret a nd m ake s ense of  

phenomena within particular social and hi storical contexts. As Goulding puts i t, “a 

person’s l ife i s a s ocially co nstructed t otality i n w hich ex periences i nterrelate 

coherently a nd m eaningfully” (Goulding 2005 ) p.23. A s one  of  t he t wo m ain 

epistemological s tances, s ocial c onstructionism u nderpins mo st o f th e r ecent 

developments o f s everal al ternative approaches, s uch as  c ritical p sychology, 

discourse a nalysis, de constructionism, pos tstructuralism, c ritical f eminist th eory, 

social ecological theory and so on (Burr 1995). The approaches of Dilthey and Max 

Weber focused on interpretive understanding  or Verstehen to access the meanings of 

participants’ e xperiences a s oppos ed t o e xplaining or  pr edicting t heir behaviour 

which w as t he goal of  the e mpirico-analytical paradigm o r q uantitative r esearch 

(Ajjawi a nd H iggs 2007 ). E mpiricism, th e b asis o f p ositivism, p erceives r eality as 

universal, obj ective a nd qua ntifiable, a nd a rgues t hat g eneralisation i s a ttainable 

about a  phe nomenon a s e veryone s hares t he reality i n t he same w ay. S ocial 

constructionism, on the contrary, views the actors or objects as a sense maker of their 

context an d ex periences (Darlaston-Jones 2007) . A ccording t o t his pa radigm, 

meanings are constructed by human beings and are influenced by their context and 

personal f rames o f r eference as  t hey co nnect w ith t he w orld (Ajjawi a nd Hi ggs 

2007). 

 

To a ddress t he r esearch que stion of  unde rstanding A boriginal pe ople’s de cision-

making process about access to cancer-related services in WA, literature informed by 

the positivist paradigm would focus on the role of Aboriginal people in terms of their 

motivation, s elf-responsibility, a wareness and e ducation, ability and s ocial 

epidemiology. This perspective aligns with the concept of ‘victim blaming’ (Germov 

2005) and do es not  consider t he context w ithin w hich A boriginal pe ople a ct. T he 

social constructionist paradigm focus on t he reality of each person having complex 
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decision-making processes that are influenced by an individual worldview shaped by 

their s urroundings, culture, s ocial, e conomic s tatus, hi storical or  pr ior experiences. 

As a  researcher, i t i s vi rtually impossible to objectively scrutinise another person’s 

subjective experiences yet we can only interpret other peoples’ actions using our own 

understanding of what we think their world is like (Darlaston-Jones 2007). A pattern 

of m eaning (Creswell 2007)  about m eaning of  c ancer and pos sible f actors 

influencing Aboriginal peoples’ decision-making processes was inductively derived 

from the study. This worldview informed the formation of the study, and guided to 

decide different parameters/ methods of investigation. 

 

According to Creswell, researchers exploring the meaning of a subjective and first-

person experience (Smith 1999) may adopt the phenomenological perspective as this 

approach al lows t he r esearcher t o u nderstand a p henomenon at  a d eeper l evel 

through unv eiling t he “life e xperiences” of  s everal i ndividuals. T he a pproach also 

reports de scriptions a nd i nterpretive “ meanings” c onsisting of  “what” individuals 

experienced and “how” they experienced i t (Creswell 2007). This approach is ideal 

for investigating personal journeys and pre-reflective experiences and feelings about 

a phenomenon. A key aspect of this research was to explore Aboriginal Australians’ 

understanding o f can cer an d t heir ex periences with can cer and can cer services i n 

WA. The use of hermeneutic phenomenology added the component – ‘interpretation’ 

and enabled the exploration of participants’ experiences by further considering their 

historicality a nd cultural a nd s ocial ba ckground. T hus, i n t his s tudy, t wo ke y 

concepts – 'meanings of can cer' an d 'experiences w ith can cer an d cancer s ervices' 

were explored from the lived experiences of Aboriginal Australians. 

 

Phenomenology was considered suitable for this research because it emphasises the 

meaning of experiences for a number of individuals. Grounded theory approach was 

not adopted because the intention was not to generate or discover a theory. Grounded 

theory goes beyond description and aims to generate an abstract analytical schema of 

a p rocess o r a  t heory (Creswell 2007) . P henomenology do es not  aim t o de velop 

abstract t heories (van Manen 1990) . T he a im of  t his s tudy w as t o understand 

Aboriginal Australians’ meaning of cancer and their experiences with cancer services 
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in a  de scriptive m anner. A ttempts w ere m ade t o i nterpret a nd unde rstand s uch 

experiences by considering diverse factors that can affect their experience. The study 

was neither designed to be conducted in a  particular area, nor  was i t planned to be 

done with a particular Aboriginal community. Hence, ethnography was not adopted. 

Moreover p articipant ob servation, one of  t he k ey m ethods of  da ta c ollection of  

ethnography, was not considered suitable for this particular research. 

 

Phenomenology doe s not  i mpose a  s tructure i n unde rtaking a  s tudy i n a dvance. 

Rather the phenomenon of interest is apprehended and explored as it is viewed and 

experienced b y people i nvolved with i t. In Barnacle’s vi ews, “when w e attempt t o 

understand the world w e do not  a ccess i t ‘as i t i s’ but  r ather ‘ as i t i s t o us’ – and 

indeed in trying to make sense of the world it is  inevitable that we will always find 

something of ourselves, both historically and culturally.” (p.7) Understanding occurs 

in relation between thought and its object, rather than in the application of principles 

or propositions decided in advance of that relation. Thought is relational.  

 

The i nterpretation a nd analysis of  f indings w as g uided b y t he s ocial ecological 

framework, which is an overarching interpretive framework that examines and assists 

understanding t he i ntertwined r elationships a mong di verse pe rsonal a nd 

environmental f actors t o e xplain a  phe nomenon (Stokols 1996) . T his a pproach i s 

well suited to Aboriginal health research because i t a ligns with Indigenous hol istic 

values and considers physical, mental, emotional and spiritual aspects of healing and 

wellness together for the total well-being of  an individual (Aboriginal Cancer Care 

Unit 2002, 2002) . U nderstanding A boriginal c are-seeking be haviour a nd he alth 

consequences i s t oo complex t o be  unde rstood a dequately from a s ingle l evel of  

analysis, and requires more comprehensive approaches that r ecognise and integrate 

psychological, or ganisational, c ultural, s tructural a nd b roader s ocio-economic an d 

political (Stokols 1996) . T he i nterpretive pa radigm w as f avoured be cause of  i ts 

potential t o g enerate n ew unde rstandings of  complex m ultidimensional hum an 

phenomena, as in this research which studied beliefs, understanding and experience. 
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5.1.4 Data collection and analysis 

Multiple s ources, i ncluding obs ervations, doc ument a nalysis a nd one-on-one i n-

depth i nterviews w ith i ndividuals w ere us ed t o c ollect da ta. T hirty i n-depth 

interviews w ere ca rried out w ith A boriginal c ancer patients, s urvivors and f amily 

members who had close experience of cancer in their families from several s ites in 

WA. S ite-selection w as b ased o n t he can cer p revalence ar eas i n W A. Rural an d 

remote s ites w ere s elected b ased o n t he established r elationship of t he supervisor 

with several Aboriginal communities in WA. In addition, 20 health service providers 

from a variety of service settings were interviewed, although these interviews are not 

analysed or reported in this thesis.  

 

A purposive sampling strategy was used during recruitment although a small number 

of participants were recruited through snowball sampling in rural a reas in the later 

phase of the study. Purposive sampling was chosen because it is being considered as 

the mo st effective non-probability s ampling t echnique t o i dentify k ey i nformants 

[Welman and Kruger, 1999 as cited in (Groenwald 2004)]. Research question of the 

study also guided the selection process as I was looking for participants who got the 

most relevant experiences in relation to the phenomenon of interest. Snowballing, the 

technique w hich asks p articipants t o s uggest ot hers f or i nterviewing, w as us ed t o 

expand recruitment. I requested some purposive sample interviewees and the ARG 

members to refer me to a person who had been living with cancer themselves or had 

experience in dealing with cancer within their family.   

 

At the end of most interviews, I documented my overall impression and reflections 

on the interview. These reflections were then documented as  a m emo3

                                                 
3 Memo is an abbreviation (and common usage) for memorandum (which has a much more formal 
usage). Memos, in the context of data analysis, are used to capture thought and insights we have when 
we work through the data. The computerized equivalent of a notebook, they are great tools for noting 
down possible themes, ideas and concepts that we want to go back and explore later. (QSR 
International, NVivo 7 Workbook, 2006-2008, p 17) 

 (dates were 

included) within NVivo so that feeling and ideas that arose about the research were 

captured. ‘ Memoing’ (Birks, C hapman, and F rancis 2008)  is an imp ortant 

information source where “the researcher’s field notes recording what the researcher 
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hears, sees, experiences and thinks in the course of collecting and reflecting on t he 

process”(Groenwald 200 4), p.13. These r eflections w ere l inked w ith t he r esponses 

during da ta a nalysis, and of ten he lped i nterpreting a nd unde rstanding t he 

participants’ context, experiences and responses. My impressions, observations, any 

significant in cident a nd r eflections upon l imitations a nd ne gative e vents on t he 

overall research process were recorded in a separate reflective journal. The reflective 

journal supports the credibility, transferability, dependability and confirmability of a 

study (Erlandson e t a l. 1993). A ccording t o Lincoln a nd G ube (1985), a  r eflective 

journal i s a  ki nd of  di ary i n w hich t he i nvestigator on a  regular b asis r ecords 

information a bout hi m or  he rself and t heir i mpressions w hile c onducting r esearch. 

They have suggested a daily journal (Lincoln and Guba, 1985). The reflective journal 

also provided an opportunity to ‘bracket’ my own feelings, opinions, preconceptions 

and biases towards the research topic, process, participants and data. I documented 

what I knew ab out A boriginal p eople b efore I started t his r esearch, what I h eard 

about them, how my conceptions and understanding was shifting and changing, how 

my collective experience of colonisation impacted/ assisted my understanding of the 

Aboriginal c ontext a nd s o on. I  w as c onstantly de constructing m y p erspective 

throughout this research and reflective journaling, although quite erratic, helped the 

process.  

 

Initially, th e existing l iterature i n r egard t o c ancer b eliefs, s ervice s trategies an d 

treatment experiences among Indigenous populations both in Australia and in other 

parts of the world were examined to identify the categories, processes, problems and 

common t hemes w ithin t he l iterature. T his a nalysis g uided t he de sign of  t he 

qualitative research approach and the instruments (a theme list) for the study, as well 

as the conduct of qualitative data collection and analysis in the subsequent phases of 

the r esearch. T he t heme l ist ha s be en i ncluded in t he m ethodology pa per f rom t he 

research (Shahid, Bessarab et al. 2009).  

 

After e ach interview, I  lis tened t o t he a udio recording onc e or  t wice t o be come 

familiar with the words and context. I was a lso comparing my f ield notes with the 

tape r ecording and doc umenting a ny ne w i nterpretation a nd unde rstanding c oming 
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through t he pr ocess. R esponses f rom p articipants w ere t hen t ranscribed v erbatim 

from the tape recordings, and the manuscripts were reviewed several times. This was 

done by reading the t ranscription l ine-by-line and paragraph-by-paragraph (Chenitz 

and Swanson 1986). Initially notes and comments were written on the manuscripts of 

the i nterviews t o i dentify t he pa tterns i n t he respondents’ t houghts a nd i deas. 

Transcripts were independently coded by at least one of Kim Worthington, Lisabeth 

Finn or Sandra Thompson, and differences discussed and resolved within the group 

of coders. Group coding of this type helped to enhance the validity and dependability 

of the data analysis and interpretation (Lincoln and Guba 1985). All of those coded 

texts were then ordered, recorded and stored using the Qualitative Data Management 

Software NVivo7. I s hould c larify h ere t hat c omputer s oftware do es n ot an alyse, 

interpret and understand the meaning of phenomena; rather it can ease the hard and 

time-consuming t ask of  “analysing t ext-based da ta t hrough rapid a nd s ophisticated 

searches, l ine-by-line c oding, a nd s o on”  (Groenwald 2004) , p.20. T he i nitial 

findings or the essence (Groenwald 2004) of each interview were brought back to the 

participants where possible for corrections and validation. It was not possible to go 

back to all participants in rural and remote areas due to funding and other personal 

constraints.  

 

The n ext s tage o f d ata an alysis w as t he f ormation o f cat egories. Information 

contained under similar content was grouped to form preliminary categories (Lincoln 

and Guba 1985). We also noted how many times a meaning was mentioned and how 

it w as s tated. T he f requency a nd di stribution o f i mportant c odes w ere i dentified, 

highlighted a nd grouped. F ollowing i dentification of  t he c ategories, t hemes w ere 

recognised a t th e f inal s tage o f th e a nalysis. N oteworthy to pics o r u nits o f 

significance (Sadala an d A dorno 2001)  were i dentified i n c onsultation w ith m y 

supervisor and other people i nvolved in coding. Overlap of ten occurred within t he 

clusters of meaning. We discussed, interrogated and determined core themes. Priority 

was given to use quotes and themes in words of participants in publ ished f indings, 

thus the minority voices were not ignored. 
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Detailed d escription of  t he s tudy de sign, a pproaches, d ata collection m ethods a nd 

analysis i s pr ovided i n the pa per “ Exploration of t he be liefs a nd e xperiences o f 

Aboriginal people with cancer in Western Australia: A methodology to acknowledge 

cultural difference and build understanding” included in Chapter 4. 

 

This pa ragraph w ill t alk a bout how  t rustworthiness w as a ttained a s p art of  t his 

qualitative r esearch s tudy. To en sure q uality of q ualitative r esearch Lincoln an d 

Guba (1985) suggest the importance of ‘trustworthiness’, instead of ‘reliability’ and 

‘validity’ that are most commonly used in quantitative research.. According to them 

’trustworthiness’ w ill e nsure the r esearcher as w ell as  t he au dience can r eliably 

depend on t he f indings f rom an inquiry. “How c an an inquirer pe rsuade his or  he r 

audiences (including self) that the findings of an inquiry are worth paying attention 

to, worth taking account of?”(Lincoln and Guba 1985), p.290. T rustworthiness can 

be a ttained in  q ualitative r esearch w hen c redibility ( similar to  in ternal v alidity), 

transferability (resembling external validity), dependability (similar to reliability) and 

confirmability ( akin to o bjectivity) (Lincoln a nd G uba 1985;  W estphal 2000)  are 

ensured. 

 

To ensure credibility, t ime was spent to make relationships and build trust with the 

participants an d r elevant co mmunities. E fforts were m ade t o en sure p articipants 

understood a nd w ere i nformed a bout t he s tudy w hile e xercising c aution not  t o 

impose meaning. I conducted all the interviews, and in some instances was assisted 

by an Aboriginal navigator who was familiar with the context. This was decided in 

consultation w ith t he participants. T o reinforce de pendability, a nalyses w ere 

performed concurrently with t he da ta c ollection pr ocess a nd i nitial t hemes w ere 

brought b ack t o s ome i nformants f or v erification. I w orked c losely with t he 

Aboriginal R eference G roup ( ARG) during t he w hole pr ocess o f t his r esearch. 

Dependability w as a lso a chieved b y us ing a  t riangulation pr ocess i n t he a nalysis, 

where the findings were discussed by my supervisor, other associates and I, each of 

us bringing different degrees of proximity to the interviews and context. Field notes 

were maintained in detail. Direct quotations were used in reporting the findings from 

the study. This provides real examples of the understandings, thoughts, feelings and 
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experiences of the people interviewed. Transferability could have been strengthened 

if s ome f orm of  c onformity could be  m aintained, f or e xample, i f I c ould f ocus on 

same type and stages of cancer or persons of similar backgrounds could be recruited. 

However, w hen t he s tudy be gan t here w as no  pr ecise i nformation a vailable on  

different t ypes of  cancers di agnosed among A boriginal p eople i n W A. A lthough 

more w ork ha s be en u ndertaken a nd reported dur ing t he c ourse of  this s tudy 

(McGrath et al. 2006; Prior 2006; Prior 2009; Walker et al. 2008), little was known 

about how  A boriginal p eople w ith c ancer e xperience a nd i nterpret t he m eaning of  

their illness when the study was conceptualised. Thus, I had to keep the focus quite 

broad. T he f indings m ay t hus a ssist t o de velop a  g eneral unde rstanding a bout 

Aboriginal pe ople’s m eaning of l iving w ith c ancer and t hen be  applied t o ne w 

comparable context.     

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 









BioMed Central

BMC Medical Research 
Methodology

ss
Open AcceCorrespondence
Exploration of the beliefs and experiences of Aboriginal people with 
cancer in Western Australia: a methodology to acknowledge 
cultural difference and build understanding
Shaouli Shahid*1, Dawn Bessarab1, Peter Howat2 and Sandra C Thompson1

Address: 1Centre for International Health, Curtin University of Technology, GPO Box U1987, Perth WA 6845, Australia and 2Centre for 
Behavioural Research in Cancer Control, Curtin University of Technology, Perth, Australia

Email: Shaouli Shahid* - s.shahid@curtin.edu.au; Dawn Bessarab - d.bessarab@curtin.edu.au; Peter Howat - p.howat@curtin.edu.au; 
Sandra C Thompson - s.thompson@curtin.edu.au

* Corresponding author    

Abstract
Background: Aboriginal Australians experience poorer outcomes, and are 2.5 times more likely
to die from cancer than non-Aboriginal people, even after adjustment for stage of diagnosis, cancer
treatment and comorbidities. They are also less likely to present early as a result of symptoms and
to access treatment. Psycho-social factors affect Aboriginal people's willingness and ability to
participate in cancer-related screening and treatment services, but little exploration of this has
occurred within Australia to date. The current research adopted a phenomenological qualitative
approach to understand and explore the lived experiences of Aboriginal Australians with cancer
and their beliefs and understanding around this disease in Western Australia (WA). This paper
details considerations in the design and process of conducting the research.

Methods/Design: The National Health and Medical Research Council (NHMRC) guidelines for
ethical conduct of Aboriginal research were followed. Researchers acknowledged the past negative
experiences of Aboriginal people with research and were keen to build trust and relationships prior
to conducting research with them. Thirty in-depth interviews with Aboriginal people affected by
cancer and twenty with health service providers were carried out in urban, rural and remote areas
of WA. Interviews were audio-recorded, transcribed verbatim and coded independently by two
researchers. NVivo7 software was used to assist data management and analysis. Participants'
narratives were divided into broad categories to allow identification of key themes and discussed
by the research team.

Discussion and conclusion: Key issues specific to Aboriginal research include the need for the
research process to be relationship-based, respectful, culturally appropriate and inclusive of
Aboriginal people. Researchers are accountable to both participants and the wider community for
reporting their findings and for research translation so that the research outcomes benefit the
Aboriginal community. There are a number of factors that influence whether the desired level of
engagement can be achieved in practice. These include the level of resourcing for the project and
the researchers' efforts to ensure dissemination and research translation; and the capacity of the
Aboriginal community to engage with research given other demands upon their time.
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Conceptualising the study
The profound health disparities that arise out of political,
social, economic, educational and other disadvantage
experienced by Aboriginal and Torres Strait Islander
(hereafter Aboriginal) people in postcolonial Australia are
well described. In this paper, the term Aboriginal denotes
Indigenous people of Australia. We have used "Indige-
nous" to refer to common features that are identified
across different Indigenous peoples. As data collection
systems have improved, it has also been recognised that
Aboriginal Australians have a higher incidence of some
preventable, especially smoking-related malignancies
compared to non-Aboriginal Australians and are less
likely to access cancer screening, more likely to be diag-
nosed at a more advanced stage and to have poor continu-
ity of care and lower compliance with treatment[1].
Aboriginal cancer rates appear to be increasing and Abo-
riginal people experience lower survival for all cancers
when adjusted for stage at diagnosis [1-3]. Further
research that merely continues to describe these gaps is
limited in its use.

In public health research, consideration should be given
to both quantitative and qualitative research when plan-
ning health promotion interventions. Qualitative research
is increasingly recognised as playing a role in understand-
ing the determinants of health behaviour, and informing
alternative approaches[4]. Qualitative research can also
enable an appreciation of the socio-cultural and historical
context in which the problems or risks are constructed[5]
and provide information upon which specific interven-
tions or changes in policy and practice can be based.

This research aimed to explore Western Australian (WA)
Aboriginal perspectives and experiences of cancer, cancer
services and treatment from the lived experience of Abo-
riginal people. The project was conceived to find out
information which might assist the development of effec-
tive health promotion interventions in cancer control in
the Aboriginal community.

This paper explores methodological considerations in
conducting the research which was initiated by non-Abo-
riginal researchers in response to a need identified by serv-
ice providers for greater understanding of Aboriginal
beliefs about cancer[6].

Key considerations and challenges in Indigenous 
research
Aboriginal and Torres Strait Islander people are the origi-
nal inhabitants and the Indigenous people of Australia
with a history of 60,000 years of habitation. Since the
arrival of the first colonists in 1788 Aboriginal people's
lives have changed dramatically. Devastating affects of
colonization resound through the generations and is con-

sidered to be one of the underlying reasons impacting on
the poor health of Aboriginal people today.

Colonisation and decolonisation
It is imperative to understand the historical context of
Aboriginal people in Australia when attempting to con-
duct research with Aboriginal communities and individu-
als. Part of the colonial legacy is the negative view that
many Aboriginal people hold of research. This is a conse-
quence of past unethical practices where research was
inappropriately carried out on Aboriginal Australians
rather than with them and was often undertaken without
adequate consultation or informed consent[7,8]. Denzin
and Lincoln (2008) have framed it this way – "Western
scientists discovered, extracted, appropriated, commodi-
fied, and distributed knowledge about the Indigenous
other[9]." All these experiences have contributed to
research becoming a dirty word[10] to Indigenous com-
munities with research linked to colonisation, oppres-
sion[11] and the exercise of power and control over
Indigenous peoples. To minimize such consequences,
scholars involved in Indigenous research have taken steps
to make the research processes decolonized, ethical,
responsible, accountable to and participatory for Indige-
nous peoples. There are now attempts to centralise Indig-
enous concerns, worldviews and perceived needs within
research, to know and understand theory and research
from their perspectives, and to better utilise the findings
for their own benefit. This whole process is described as
'decolonisation' by Linda Tuhiwai Smith [10].

Indigenous paradigm
In the last 20 years [12], there has been a paradigm shift
in Australia and internationally when undertaking Indig-
enous research away from research which conceptualised
and understood systems of knowledge in conventional
positivistic social science terms. 'Indigenous scholars from
Australia, Aotearoa-New Zealand, the United States, and
Canada have brought to academic discussions the Indige-
nous peoples' project of reclaiming control over Indige-
nous ways of knowing and being'[11,13,14]. Indigenous
methodological approaches are based on Indigenous
epistemologies that privilege Indigenous voices and ways
of knowing and understanding the social world. For
Indigenous people, knowledge is relational and Indige-
nous knowledge systems are founded on relationships
with other people, the land and everything around them.
Indigenous epistemology recognizes that there is more
than one reality and meaning in understanding the social
world [15].

Whereas positivistic research is based on objectivity, qual-
itative research is subjective and undertakes to describe
the social world through the lived experience of the partic-
ipant. These two different research approaches lead to dis-
Page 2 of 8
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tinctly different research processes, design and
methodology. The positivistic scientific research process
requires researchers to remain outside the research experi-
ence, to investigate through observation and discovery, as
objectively or neutrally as possible, and to draw conclu-
sions based on those observations[11]. Indigenous
research, on the other hand, develops a shared relation-
ship between the researcher and the researched popula-
tion who must be interconnected in a reciprocal way
during the research process. Principles of respect, reciproc-
ity and relationality are critical for Indigenous methodol-
ogies.

Practical challenges and stigmatisation towards Aboriginal 
community
There can be difficulties in accessing Aboriginal people as
research participants given that they are often marginal-
ised, suspicious of research and of discussing personal
experiences with strangers. In regional/remote areas, dis-
tance makes travel challenging and people difficult to
access. Aboriginal people in communities often speak
their own language as a first language with English being
their second or third language. Cultural protocols and
taboos must be followed when engaging with Aboriginal
communities[7]; failure to do so can limit researchers'
interaction with their Aboriginal participants and cause
mistrust and misunderstanding. These factors may be
some of the reasons behind the dearth of systematic inves-
tigation of what underlies poor Aboriginal cancer out-
comes[1]. Apart from these access difficulties, negative
stereotypes about Aboriginal Australians can influence
non-Aboriginal people's attitudes and behaviours towards
them[16] as it is unlikely that researchers are not influ-
enced by stereotyping and the institutional and overt rac-
ism that exists in mainstream Australia.

Axiology (values and ethics) in conducting this 
research
Indigenous axiology, which incorporates nature, types
and criteria of values and value judgments, are of great
importance in designing Indigenous methodologies;
especially in relation to research ethics. Indigenous
research ethics encourages researchers to incorporate
alternative perspectives, and apply nuanced judgments to
any ethical implications. Six values (see Table 1) outlined
in the National Health and Medical Research Council
(NHMRC) guidelines for ethical conduct of Aboriginal
and Torres Strait Islander health research[17] in Australia,
were followed for this particular study. Ethics approvals
were obtained from the Human Research Ethics Commit-
tee (HREC) of Curtin University, the Western Australian
Aboriginal Health Information and Ethics Committee,
and the Royal Perth and Sir Charles Gairdner Hospitals.
Approval was also obtained from local Aboriginal Health
Services.

Another important consideration is the nature of 'insider'
and 'outsider' positions of research conducted in Indige-
nous settings[10]. Because the research team was univer-
sity educated, predominately non-Aboriginal and not
local community members, the researchers were aware
they would be considered 'outsiders'. They were cautious
about their interpretation of different issues while collect-
ing data as they understood that they might not have the
intimate, intuitive understanding of the world of an
'insider'. To assist with overcoming this, a local trusted
person was engaged to introduce the interviewer on each
rural and remote visit; sometimes they remained through-
out the interview. This process assisted fostering the devel-
opment of a trusting relationship with the participants
and assisted the researchers to maintain local cultural pro-
tocols. Aboriginal participants were assured that they need
only provide information that they were comfortable with
sharing. Standard research processes were adopted to
ensure the confidentiality of individuals and the integrity
of the data collected.

Research methodology
Research design
This research was considered exploratory since few studies
have examined Aboriginal peoples' understanding,
knowledge and beliefs about cancer and experiences of
cancer care[1]. The diversity of the Aboriginal population
in Australia, to which further differences have accumu-
lated in terms of acculturation, education and opportu-
nity, meant that considerable variation was expected
between participants. Two key concepts – 'meanings of
cancer' and 'experiences with cancer and cancer services'
were explored from the lived experiences of individuals.
The phenomenological qualitative approach was chosen
because of its suitability for research that seeks to provide
an insight into how people make sense of, describe and
interpret their experiences and portray the process
involved in a phenomenon. This methodology aims to
extract "the contextualized nature of experience and
action, and attempts to generate meaning that are
detailed, 'thick', and integrative[18]."

The establishment of an Aboriginal Reference Group
(ARG) at the beginning of the research was crucial to assist
and ensure that all stages of the research adhered to and
acknowledged community values and aspirations. Mem-
bers of the ARG were acknowledged as professionals both
by their Aboriginal and non-Aboriginal peers in the areas
of Aboriginal health and welfare. Initially, researchers uti-
lized their personal networks to identify Aboriginal peo-
ple who were working in different cancer services and in
other Aboriginal health services in WA. Researchers then
approached them personally, explained the initial
research plan, processes and the purpose of forming the
ARG. Aboriginal people, who expressed interest, to the
Page 3 of 8
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extent of being willing to commit their time were formally
requested to be a part of the ARG. The management of
data, the protection of individual and community identity
and the dissemination of findings were discussed
throughout with the ARG members.

Development of an interview guide
An open-ended, exploratory general theme list that could
guide semi-structured interviews was initially developed.
The guide was based upon an in-depth examination of
common themes identified in the existing literature on
cancer beliefs and understanding among the Indigenous
population in Australia, Canada, New Zealand and the
USA[1]. This literature guided the approach and the
design of an appropriate qualitative research instrument,

the approach to data collection and the analysis in the
subsequent phases of the research. The initial draft was
modified after discussion with the ARG. The topic list is
included in the Appendix.

Participant recruitment and data collection
Data collection occurred in two rural and one remote
community and in the urban Perth metropolitan area.
Thirty interviews were conducted among Aboriginal can-
cer patients, survivors and family members of people with
cancer or who had died of cancer. Interviewees were male
and female adults. Recruitment initially occurred through
the networks of the researchers and reference group and
also through health professionals in primary or tertiary
care. Some limited snowball recruitment occurred as ini-

Table 1: The six key values that lie at the heart of research engagement with Aboriginal communities activities as recommended by 
the National Health and Medical Research Council and the activities undertaken to address those values while conducting this 
research.

i. Reciprocity
Reciprocity entails the inclusion and recognition of participants' 
contributions and in return the delivery of research outcomes that 
benefit the communities or individuals. The benefit should be valued by 
Aboriginal individuals and communities.

• Sharing of knowledge and expertise
• Assistance give to ARG members with their personal and professional 
needs
• Researchers assisted with writing applications to gain support for ARG 
members
• Funding for reimbursing some organisations that provided assistance
• Capacity building as part of the research, e.g. through co-presenting 
research findings and assisting develop an Indigenous cancer support 
group as an outcome of the research

ii Respect
Respect for individual and collective culture and acknowledgement of 
the right of Indigenous Australians to have different values, norms and 
aspirations are critical to the research process. This is fundamental to 
have a sustainable research relationship between participants and 
researchers.

• Consultation with and involvement of Aboriginal people throughout 
the research; guidance by ARG
• Flexibility of the research design with modifications to reflect feedback
• Acknowledgement of differing cultural beliefs and understanding of 
health and illness
• Responsiveness to feedback and ensuring that some feedback of study 
results occurs to Aboriginal people

iii Equality
Equality affirms Aboriginal and Torres Strait Islander peoples' right to be 
different and thus entails the appreciation and respect towards these 
differences while performing research.

• Valuing of Aboriginal knowledge and wisdom through exploring 
Aboriginal perspectives, knowledge and preferences to inform the 
research process
• Actively encouraging Aboriginal involvement and support
• ARG's comments and suggestions on any aspect of the project valued
• Aboriginal people are co-presenters and co-authors of findings

iv Responsibility
The recognition of "core responsibilities", including those to country, 
family, community and maintaining harmony between the spiritual and 
physical realms.

• Attention to minimizing risk and ensuring no harm to participants and 
no unintended consequences
• Accountability to Aboriginal stakeholders
• The research process included: adequate, transparent consultation, 
opportunities for feedback during the development and conduct of the 
research, distribution of research findings in a way that was accurately 
represented, appropriate and understandable

v. Survival and Protection
The need to protect Aboriginal cultures from erosion and maintain the 
collective identity.

• Reflected in the aim of the research to explore Aboriginal perspectives 
and the intent of reporting the findings in a way that is respectful of 
Aboriginal values and does not inadvertently contribute to 
discrimination or derision of Aboriginal Australians

vi Spirit and Integrity
It refers to show respect for the richness and diversity of Aboriginal and 
Torres Strait Islander peoples' cultural inheritance of past, present and 
future generations and of the links which bind the generations together 
and requires the behavioural and perceived integrity of the researchers.

• Recruitment strategy to capture a broad range of Aboriginal 
perspectives, enriching the diversity of knowledge obtained.
• Flexibility around timeframes, recognition of the importance of 
relationships while conducting the research
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tial participants recommended others as candidates for
the study, but care was taken to ensure a mix of males and
females, types of cancer and geographical locations.
Recruitment and data collection continued until the
research team was satisfied the data was comprehensive
and rich, and there was repetition of themes in the inter-
views with new participants[18].

Agreement for the research to occur was obtained from
local community leaders and community health organisa-
tions in rural or remote regions. Whenever possible, par-
ticipants were given an information statement about the
research well before the interview which clearly explained
its purpose, procedures, risks and benefits including the
rights of the participant and contact information for the
researcher. Participants were invited to have a support per-
son present at the interview if they wished. Before begin-
ning the research interview, time was spent building a
relationship with the participant. Several strategies were
used, for example, the interviewer visiting several times
before the actual interview date, or sharing her personal
stories and background to make the participant feel com-
fortable and to assist with establishing a relationship. The
interviewer explained the research and obtained written
consent before the formal interview commenced; agree-
ment for the interview to be recorded was obtained sepa-
rately. Interviews varied considerably in length,
commonly lasting around 1.5 hours.

Once the relationship had been established and any ini-
tial anxiety was reduced, participants were asked to share
the story of their journey with cancer (either their own or
their family member). They were asked to include their
experiences of diagnosis, treatment, recurrence of cancer
and to suggest strategies to address the issues they faced
during their cancer journey. They were also asked about
their perspectives and meaning attached to cancer. A nar-
rative method was chosen because the study aimed to
explore the complexity and in-process nature of meanings
and interpretations of Aboriginal men and women's expe-
rience of cancer. The interviews were akin to conversa-
tions, letting the interviewees talk freely and frankly about
their cancer experience, and the meanings and under-
standings they attributed to it. This flexible style was cho-
sen so that people's voices could be heard accurately and
in their own way. Some interviewees reported they had
not previously discussed their cancer experience and
many found it quite liberating, even cathartic, to have the
opportunity to reflect on and talk about it. The topic list
was not generally needed to guide the interviews.

Information was also collected from relevant Aboriginal
and non-Aboriginal health service providers from a mix-
ture of primary and tertiary health care service settings.
Their inclusion ensured triangulation of views on Aborig-

inal perceptions and engagement with cancer-related serv-
ices. It also helped to recognise the nature of differences
that Aboriginal people and health service providers had in
understanding cancer and relevant services. Twenty pro-
viders were interviewed between March 2006 and Septem-
ber 2007.

In addition, a field log was carefully maintained through-
out, documenting impressions, observations, any inci-
dents, the research process, and reflections upon
limitations and negative events. These reflections were
linked with the responses during data analysis.

Data analysis
All interviews were audio-recorded and transcribed verba-
tim. Initially, manual open coding[19] was carried out
independently by two researchers who carefully read and
re-read hard copies of the transcript. Differences were later
discussed and resolved in the research team[20]. Detailed
coded texts were entered into N-Vivo7 software and the
distribution of important codes was identified, high-
lighted and grouped according to major categories and
sub-categories developed from the text and a background
literature review[1]. Feedback sessions with available par-
ticipants assisted clarification of whether emerging
themes were an accurate reflection of participants' experi-
ences.

Social constructivism, which incorporates a social ecolog-
ical and holistic approach, was considered during the
interpretation and analysis of data [21-23]. The applica-
tion of social ecological frameworks examines the multi-
ple effects and interrelatedness of several social
elements[24] to establish a bigger picture in explaining a
phenomenon. This framework explicitly recognises that
"the well-being of the individual is predicated on the well-
being of the immediate family, which, in turn, is contin-
gent upon community and societal conditions[21,22].
This approach is well suited to Aboriginal health research
because it aligns with Indigenous holistic values and con-
siders physical, mental, emotional and spiritual aspects of
healing and wellness together for the total well-being of
an individual[23].

Discussion
This paper describes the research approach and methods
of a study exploring Aboriginal Australian beliefs and
experiences around cancer and cancer services in WA
(results are reported elsewhere[25]. The researchers con-
sidered and were respectful of key steps of conducting
Indigenous research. However, there were limitations,
some that could not be overcome. It was not possible,
despite the efforts of the researchers, to secure funding
beyond one year for the research, which was a major con-
straint upon providing the optimal means of feedback to
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participants and the Aboriginal community; and for
research translation. However, to minimise the fact that
the project did not get funding for research translation,
the findings were presented to Aboriginal community rep-
resentative forums organised by other organisations and
their feedback obtained. Copies of the interviews were
sent to some participants and permission was given to
other organisations to utilise the study findings in their
activities. However, this falls short of the personal feed-
back to study participants that would be optimal. The
long time it takes for data collection, analysis and report-
ing is another reality for researchers that is not well under-
stood by members of the Aboriginal community.

Funding constrained capacity in other ways; the main
interviewer was female whereas ideally an Aboriginal
male interviewer may have been important for recruiting
male participants and their willingness to talk freely.
Many of the ARG members were females, the community-
based health workforce are overwhelmingly female, and
females are known to attend health services more com-
monly than males, all of which are likely to have favoured
recruitment of more females than males. Another chal-
lenge was that the researchers were often dependant on a
local person to contact and liaise with the participants on
their behalf, which sometimes limited the researchers'
choices and opportunities.

The researchers were reliant upon the ARG as a conduit to
the Aboriginal community. Coordinating the ARG as a
group advisory network proved challenging due to mem-
bers' individual commitments and work. Aboriginal pro-
fessionals often have membership on several reference
groups for different projects to be managed on top of their
core job role, and this can place additional stress and pres-
sure on them. Thus, when group meetings were difficult to
convene, members of the group had to be contacted indi-
vidually which was time consuming and provided input
of a different nature to that of a face-to-face meeting.

The Indigenous research paradigm with its need for the
research process to be relationship-based, respectful, cul-
turally appropriate and inclusive of Aboriginal people
challenged the training and experience in positivist social
science of the interviewer. Building the trustworthy rela-
tionship with the participants before doing the actual
interview created important insights during the research
about the life of contemporary Aboriginal people and
their concerns.

Presentations of the findings by the researchers needed to
be tailored to the audience with the researchers being con-
scious of balancing their responsibility and obligation to
their participants and the wider Aboriginal community
with the academic expectations of their disciplines. Wher-

ever possible, an Aboriginal co-presenter assisted with
presentations. There are specific guidelines from journals
concerning criteria for authorship and the desire to
include Aboriginal authors must be balanced against
tokenism. In the current study, authorship issues were
given careful consideration and based upon a substantial
contribution to the conception, conduct, analysis and
writing of the research. One of the authors in this paper is
an Aboriginal researcher who was involved with the
research and has contributed significantly to publications
arising from the study.

Given our commitment to working with the Aboriginal
community, it is important to consider how they benefit
from this research. Arising out of contacts made during
data collection in one regional area, the researchers sup-
ported an Indigenous woman to establish an Indigenous
Women's Cancer support group[26], and are continuing
to work with the group around resourcing and developing
a working partnership with mainstream services. There
have been opportunities for capacity development of
Indigenous people as researchers in the process including
them undertaking university postgraduate coursework
and research, as co-presenters during presentations in
conferences, seminars and lectures and as co-authors on
publications arising from this study. Given the dearth of
understanding that service providers had of issues relevant
to Aboriginal people and cancer, the systematic consider-
ation of the understanding, views and experiences that
Aboriginal people have with regard to cancer and that
impact upon their access to cancer prevention and treat-
ment services has been important. Information has been
disseminated to prompt relevant agencies to improve
health and social support in favour of the health and well-
being of Aboriginal people. The information and advo-
cacy efforts have influenced policy planners and service
providers to acknowledge the need for approaches differ-
ent to traditional mainstream services. The findings are
also informing and assisting the development of appro-
priate messages with regard to cancer in Aboriginal com-
munities.

Our approach has elements of community-based partici-
patory research which is research conducted as an equal
partnership between traditionally trained "experts" and
members of a community, and is generally iterative in
nature, incorporating research, reflection, and action in a
cyclical process[27]. The nature of our research, the
research funding constraints, and the many demands
upon the small Indigenous population (both community
members and health professionals), would create many
challenges for truly equitable partnerships. Moreover,
community-based participatory research is most likely to
be effective in creating change if it arises in the community
and has a clear intention to being action-oriented[28].
Page 6 of 8
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This seems most likely to be achieved if there is long-term
engagement and adequate time and resourcing for each
partner, requisites not overcome simply by good inten-
tions.

Western researchers and academics are becoming more
appreciative of the need to work with Indigenous
researchers as part of decolonising research methodolo-
gies and, to incorporate appropriate processes in research
with Indigenous people. Some of the key issues of Indige-
nous research methodology – including the need for
being attentive to the culture and traditions of the popu-
lation they are working with, the necessity to make the
process participatory and inclusive of Indigenous commu-
nities, the requirement for providing feedback to the com-
munity – are equally applicable to other culturally distinct
and marginalised communities in the world. However,
the profound effect of colonisation on the Australian
Indigenous population and its legacy of mistrust and sus-
picion has a huge impact which needs to be acknowl-
edged and addressed in approaches to Indigenous
research. The ongoing challenge is to prioritise responsi-
ble conduct of research that ensures a social justice out-
come, builds the capacity and develops positive
relationships with the researched populations, and creates
spaces for Indigenous voices to be heard. This view has
also been supported by researchers conducting Indige-
nous and cross-cultural research in other countries[29].
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Appendix
Issues explored during interview

1. Journey with the illness

• Experiences with diagnosis, including causes of
delayed diagnosis

• Treatment phase

• Coping with cancer

• Recurrence of cancer

• Death and dying

2. On services

• Experiences and issues with the hospitals/health
services/cancer services

• Good experience/facilities

• Bad experiences/difficulties/problems with the
health system

• How to address the problems they faced in the
health services

• What is needed for cancer patients, and Aborigi-
nal cancer patients

• What supports they got and from where

• Any barriers to screening, diagnosis or treatment

3. Perspectives of cancer

• What is cancer

• Causes and aetiology of cancer

• How to get rid of this illness?

• Impact – How it changes someone's life

• Meaning attached to cancer
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Abstract
Background: Despite a lower overall incidence, Aboriginal Australians experience poorer outcomes
from cancer compared with the non-Aboriginal population as manifested by higher mortality and lower 5-
year survival rates. Lower participation in screening, later diagnosis of cancer, poor continuity of care, and
poorer compliance with treatment are known factors contributing to this poor outcome. Nevertheless,
many deficits remain in understanding the underlying reasons, with the recommendation of further
exploration of Aboriginal beliefs and perceptions of cancer to help understand their care-seeking behavior.
This could assist with planning and delivery of more effective interventions and better services for the
Aboriginal population. This research explored Western Australian (WA) Aboriginal peoples' perceptions,
beliefs and understanding of cancer.

Methods: A total of 37 Aboriginal people from various geographical areas within WA with a direct or
indirect experience of cancer were interviewed between March 2006 and September 2007. Interviews
were audio-recorded, transcribed verbatim and coded independently by two researchers. NVivo7
software was used to assist data management and analysis. A social constructionist framework provided a
theoretical basis for analysis. Interpretation occurred within the research team with member checking and
the involvement of an Aboriginal Reference Group assisting with ensuring validity and reliability.

Results: Outcomes indicated that misunderstanding, fear of death, fatalism, shame, preference for
traditional healing, beliefs such as cancer is contagious and other spiritual issues affected their decisions
around accessing services. These findings provide important information for health providers who are
involved in cancer-related service delivery.

Conclusion: These underlying beliefs must be specifically addressed to develop appropriate educational,
screening and treatment approaches including models of care and support that facilitate better engagement
of Indigenous people. Models of care and support that are more culturally-friendly, where health
professionals take account of both Indigenous and Western beliefs about health and the relationship
between these, and which engage and include Indigenous people need to be developed. Cultural security,
removing system barriers and technical/scientific excellence are all important to ensure Indigenous people
utilise healthcare to realise the benefits of modern cancer treatments.
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Background
A series of reviews recently highlighted differences in the
epidemiology and the poorer outcomes of cancer in Indig-
enous people in Africa, Polynesia and Australia [1-4].
Given the complexity, expense and technology involved
in modern cancer treatment, such disparities in cancer
outcomes are unsurprising in the developing world. How-
ever, in Australia and New Zealand, the differences in can-
cer survival for Indigenous compared to the non-
Indigenous populations warrants further investigation as
these countries have well developed health systems offer-
ing universal healthcare for their citizens. Aboriginal and
Torres Strait Islanders are the original inhabitants of Aus-
tralia, and often referred to as Indigenous Australians. In
this paper, the term Indigenous has been used to refer to
first nation or the original inhabitants prior to colonisa-
tion in different countries including Australia. However,
Aboriginal is the term preferred by vast majority Indige-
nous people of WA and is used for study participants.

Indigenous Australians have a lower incidence of cancer
overall than the non-Indigenous population[3,5]
although the epidemiology differs and includes higher
rates of cancers with a poor prognosis. The improvement
of around 20% in cancer survival in Australia over the last
twenty years[6] has not been shared by Indigenous sur-
vival figures, with Indigenous Australians 2.5 times more
likely to die within five years of cancer diagnosis[7]. The
factors underlying these poorer outcomes include health
and social disadvantage, health risk behaviours, lower
participation in screening programs, later diagnosis of
cancer, lower uptake and poorer compliance with treat-
ment and poorer continuity of care[3,8-11]. While the
relationship between knowledge, attitudes, beliefs and
behaviours is complex, most theories of behaviour
acknowledge that beliefs and attitudes have also an
important influence upon an individual's decision to
access healthcare.

Health, health practices and care-seeking behaviour are
culturally bound[12]. Culture is enmeshed in historical,
social, economic and political relationships and proc-
esses[13] and influences the ways that people understand
cancer which, in turn, affects their decision-making
around care-seeking and accessing of services [14-18].
Beliefs such as 'talking about something can cause it to
happen',[18] screening is unnecessary in the absence of
symptoms; relating cancer with black magic; and religious
beliefs about destiny have been found to impede early
detection and treatment[12,19,20].

The system of health care provision often fails to meet the
needs of vulnerable groups. In Australia, Indigenous peo-
ple are particularly at risk because, on a range of health

and social indicators, they are the most marginalised of
any identifiable group. While individual disadvantage is
not unique to Indigenous people, it is the coalescence of
markers of disadvantage and the resulting health out-
comes that make understanding Indigenous beliefs partic-
ularly important. Cunningham et al recommended that
messages from qualitative studies exploring the views and
understanding Indigenous people with cancer must be
taken into account[3].

Considerable differences exist in the perception and defi-
nition of health, healthy living, wellbeing, illness, and the
meaning of disease and death between Indigenous Aus-
tralians and the dominant Anglo-Australian society [21-
23]. Few attempts have been made to systematically
explore Indigenous views about cancer[24]. This paper
reports the first comprehensive Australian study of Abo-
riginal beliefs about cancer.

Methods
Ethics approval
The research adhered to guidelines for ethical conduct of
Aboriginal and Torres Strait Islander health research[25],
and was approved by the Human Research Ethics Com-
mittee (HREC) of Curtin University, the Western Austral-
ian Aboriginal Health Information and Ethics Committee,
and the ethics committees of the Royal Perth and Sir
Charles Gairdner Hospitals. Approval was also obtained
from local Aboriginal Health Services. Efforts were made
throughout to conduct the study in ways that would build
capacity and help equalize power between Aboriginal par-
ticipants and researchers[26,27]. An Aboriginal Reference
Group (ARG) provided input throughout.

Data collection
This was a qualitative study in which the 'meaning of can-
cer' was explored among Aboriginal people in WA. Partic-
ipants were Aboriginal males and females who were
cancer patients/survivors (n = 14), family members of
people with or who had died from cancer (n = 16) and
health service providers (n = 7) (Table 1). All spoke Eng-
lish and in-depth interviews between March 2006 and
September 2007 explored participants' beliefs and how
they felt about and made sense of cancer. A semi-struc-
tured interview schedule guided the interviews, with par-
ticipants encouraged to introduce topics of importance to
them. Data collection continued until there was repetition
of themes.

Data analysis
The social constructionist framework which emphasizes
the complex development and interaction between
knowledge, meaning, interpretation and power in the
constitution of belief systems[28] assisted understanding
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in how the cultural meaning of cancer impacted upon par-
ticipants' care-seeking behaviour. Social constructionists
hold assumptions that individuals develop subjective
meanings of their experiences that are guided, to some
extent, by their beliefs and understanding which are con-
structed and negotiated socially and historically[29].

QSR NVivo7 software was used to manage data and sup-
port analysis. Thematic analysis of participants' tran-
scribed interviews involved open coding independently
by two researchers. Participants' responses were broken
down into distinct units of meaning, or codes. Member
checking was used to clarify whether emerging themes
were an accurate reflection of the participants' experi-
ences. The axial coding stage involved continuous com-
parisons of codes with one another to discover links
between the categories[30], with related categories com-
bined and compared to new data, arranged and rear-
ranged to identify the key themes. To maximize reflexivity
and rigour, all stages were discussed within the research
team for verification and clarification of emerging
themes[31]. Interpretation was assisted by consultation
with ARG members and through presentations and feed-
back at various Aboriginal group meetings.

Findings
A range of beliefs were reported, some by most partici-
pants while others occurred less commonly. Beliefs for-
eign to the western scientific paradigm were just as likely
to be expressed by urban and educated residents, includ-
ing those who had worked within mainstream health set-
tings. In reporting, emphasis is given to findings at odds
with western medicine or experiences common to many
participants.

Perspectives and understanding of cancer
Spirituality and cancer
Some participants associated cancer with the spiritual
world of curses, a form of punishment resulting from
some misdeed the person had done in the past. Blaming
others or a particular life experience as a cause of sickness
is widespread within Aboriginal communities where spir-
ituality exerts a powerful influence upon the notion of
wellbeing[32,33]. Such attribution of cancer to spiritual
causes can lead to fatalism, acceptance of the disease with-
out question and not seeking help for it – "Aboriginal peo-
ple have this notion of being sung... it's basically a bad magic
put on somebody." As a consequence of such beliefs, people
may feel ashamed about their "wrong-doing" and hide
their symptoms from others, delaying diagnosis or not
pursuing treatment [6]. As stated by one family member:

"...it was almost like you deserved it or there was definitely
this sense of shame. It was whispered. If someone died of a
heart attack you would say that, but... all this cancer stuff
was a whispered sort of stuff."

Relating cancer to spiritual causes is a pre-Enlightenment
phenomenon and continues in Indigenous people else-
where[19,34] and in other cultures[18,35]. It can often
work as a coping mechanism to help overcome loss. One
participant who had trained as a nurse in telling the story
of her daughter's death from cancer talked of her daughter
embodying her grandmother's spirit, being sent to explore
her grandmother's country and ancestors. The daughter's
death was accepted as inevitable, an outcome whispered
to her by her mother's spirit long before her daughter's
death.

Fatalism and cancer as a death sentence
Participants expressed deep fear and fatalistic expectations
about cancer: 'cancer equals death'. This belief was consid-
ered as a major factor explaining why people ignore early
symptoms and do not access treatment even after medical
diagnosis.

"... they are just scared, because at the very end they know
they are going to die. As soon as they hear the word cancer
they are scared. Cancer is a scary word in the Aboriginal
communities."

Fear of cancer is universal, yet attitudes have changed in
most developed countries where messages emphasizing
early detection and cure are publicised. Traditional atti-
tudes towards cancer involving hopelessness and death
have been replaced by a culture of hope [16], and the
belief that cancer is incurable has been largely over-
come[36]. However, the pessimistic attitudes towards
cancer in this study reinforce similar findings in other
Indigenous peoples[19,34,37], with their unfortunate

Table 1: Characteristics of study participants

Aboriginal Participants (n = 37)

Area of Residence
Urban participants 15
Regional participants 22

Category of Respondent
Patients 14
Family Members 16
Health Service Providers 07

Sex
Male 8
Female 29

Age (years)
30–39 5
40–49 19
50–59 9
60+ 4
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life-threatening consequences [19]. Participants consid-
ered that Indigenous interpretations of cancer as a 'death
sentence' reflected the outcomes they have seen.

"It's sort of like your world crumbles. All we know about
cancer is you die from cancer, not so much that cancer can
be cured. You always know that as soon as you get cancer
you are gone..., you are a goner".

Few members of their families and communities were
seen to survive cancer:

"I saw my Mum goes through chemo and radiation... I saw
my baby brother go through it. I seen my first cousin goes
through it, and all my aunties all had cancer, all my mum's
sisters. They have all passed away with cancer...."

Spirituality, fatalism and religion all co-existed. Eight par-
ticipants said that contracting cancer was beyond the con-
trol of an individual, many believing that one was chosen
by God to get it.

"I don't think that it's something you can prevent, it's just
people are chosen. ... you can go and have tests every six
months, and one day you could just have it and it's been
there the whole time..."

Many cultures hold similar beliefs regarding destiny and
God's will[18]. Such fatalistic beliefs are strongly associ-
ated with delays accessing pap smears and follow-up of
abnormalities[17]. Patients with a fatalistic outlook are
less likely to take steps to lower their cancer risk[38], and
accept their "imminent demise and refuse potentially life-
saving treatment"[16].

Passivity existed alongside fatalism, expressed as belief
that nothing could prevent a person from getting cancer:
"When your time's up, your time is up, and you cannot do any-
thing about it". One participant emphasized latent internal
causes – 'everybody has got cancer cells in their body, but it just
takes something to spark it off'. The participant was not refer-
ring to spontaneous cell abnormalities escaping normal
immune surveillance[39] but rather elaborated on "some-
thing" as anything starting from curse, bad spirit, stress
and bad luck, very different from the attribution in scien-
tific explanations. Furthermore, such views do not
acknowledge health behaviors as known risk factors for
cancer[2]. Some participants voiced not wanting to worry
about any sickness until they faced it, wanting to continue
to live the way they had despite awareness of the associ-
ated risks:

"...you shouldn't stop your life because of all these sick-
nesses... that's just something that happens, and you deal

with it when it comes along... so until then ... just forget-
ting... laughing...".

Unrealistic expectations of treatment
Contradicting the view 'cancer means death' were com-
ments that Indigenous people accessing cancer treatments
often put too much faith in doctors, believing they could
fix their health problem. One respondent referred to "the
doctors as gods ...they are the ones that are going to fix it, the
miracle-makers". This confidence existed without under-
standing the complexities of cancer staging, co-morbid
physical conditions, treatment options and the prognosis
of different types of cancer. After finishing treatment,
some thought they had been cured, that the cancer had
gone and they could get on with their life normally, per-
haps not attending for follow-up check-ups. One cancer
patient spoke about her mother who believed she was
cured by a mastectomy:

"she keeps saying, 'I have no more cancer... oh they took it
all now...' And I keep saying to her, 'Mum, no, it's not true.
It's still in your body. Although they took your bubies off,
you still got the disease. You got to be careful...."

Both cancer deaths and recurrences led to disappoint-
ment, often considered as an over-reliance or misplaced
trust in doctors and western medicine. This could
strengthen the distrust Indigenous people commonly feel
towards western organisations including doctors and the
medical system[40,41]. Personal stories of an individual's
disillusionment with the medical system spread in the
community, in turn influencing the choices others make
around screening, early presentation and treatment for
cancer. Distrust and negative experiences in the health sys-
tem have similarly adversely impacted cancer care-seeking
of other minorities[42].

Cancer is contagious
While not universal, some Aboriginal people believe can-
cer is contagious. Participants spoke about feeling isolated
after diagnosis by the distancing behavior of some friends,
family members and others who believed they were at risk
of catching the cancer.

"There was a couple who were really scared of but there was
one lady... she actually couldn't sit next to me. She sat
across the room from me. She wouldn't talk to me for a long
time, because she was scared...

Other studies have shown strong links between a person's
beliefs about contagiousness, hiding their sickness and
avoiding treatment, and feeling stigmatized or fearing
being ostracized[19,29]. Although the belief that cancer is
contagious is almost non-existent among the general pop-
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ulation in WA[36], it can persist among some people from
diverse cultural backgrounds[43].

Understanding of cancer
Fatalistic beliefs and attitudes in the general population
have changed as a result of scientific research, dissemina-
tion of information and education to help people under-
stand the biological basis of cancer and modern
treatment. However, the poorer educational background
and socio-economic conditions of many Indigenous Aus-
tralians have limited their access to information and
understanding about disease. A lack of knowledge about
types of cancer, symptoms, treatment options and out-
comes was apparent, with some respondents having never
considered what type of cancer a loved one had. Irrespec-
tive of geographic residency, respondents reported not ini-
tially recognising the cancer symptoms and delaying
getting them checked. One woman had never taken the
time to find out about serious illnesses and "didn't have a
clue that it was the start of ...where that brown part puckering
up, tightens up." The idea of self examination, of checking
yourself for abnormalities that appeared to be foreign:
"He asked how long I had the lumps (under my arms and
neck)...I asked what lumps, I hadn't even felt any lump."

Attribution of cause for cancer was often unsophisticated:

"She thought her nose was bleeding because her husband
punched her in the nose, and I don't know that she ever
understood that it was anything more than that, because
that was her experience was, everything was all right until
he punched her in the nose and it started bleeding."

Close family members were often unsure about what was
happening to relatives and felt they could have helped
more had they been better informed or more knowledge-
able. Comments such as "we didn't know what was happen-
ing" and "We didn't know that she got cancer until she died"
were common. These comments reflect communication
problems for Aboriginal people within health facilities,
and ignorance about cancer symptoms such as weight
loss, anorexia and bleeding. "I didn't relate dad's condition
to cancer. I found out later when I read up about it ...it was...
almost ten years after I lost my dad."

Working in health services had improved some partici-
pants' understanding and knowledge about cancer but
they commented on the lack of understanding in the
Indigenous community: "a lot of Indigenous people...I sup-
pose 70 to 80 per cent, wouldn't really know properly."
Another commented:

"I don't think they understand it. They don't understand
about prevention. They don't understand about early detec-

tion and screening. Really, I felt that – from working there
– some of their experiences or their understanding is so sim-
ple, it is very childlike."

Poor knowledge about cancer warning signs, screening
and risk factors among minority populations have been
reported elsewhere[17,44,45]. This limited understanding
contributes to the many communication gaps between
practitioners and patients, increasing patients' frustration
with doctors and the medical system.

Perceptions of cancer screening
Understanding of cancer screening, its purpose and
importance was often limited and vague. Ambivalence
about participation in screening is unsurprising, particu-
larly if there is a fatalistic view of cancer. As one health
worker commented, "It's a sense that why I am doing a pap
smear is to tell them they have got cancer and they are going to
die from it...." Some participants believed that accessing
screening would prevent cancers from occurring, with a
few viewing screening as an early diagnostic tool. The dis-
comfort and inconvenience of screening, "fear of knowing",
"fear of having their breast squashed" and the "shame" of
being touched by another person, were relayed as factors
why Aboriginal women do not participate in screening
programs. One woman referred to the shame of letting
another woman touch her breasts or private parts and
concern of being stigmatized as "lesbian". Prohibitions
were also in place for men.

"The prostate thing with the Aboriginal men is... like I say
is a 'taboo'... area. They will not go and get a simple test
done by the doctor... they feel very funny about it, and so
they usually leave it until the last minute, and sometimes
that's just too late."

Urban versus rural/remote differences
The research explicitly proposed to examine differences in
beliefs and understandings of regional compared to urban
Aboriginal people who were considered likely to have
more acculturation to western understandings. However,
the range of views and beliefs did not map readily on the
basis of geography or residence. Aboriginal people are
mobile and many participants maintain connection with
their homeland and culture despite living else-
where[32,46]. One participant commented about return-
ing to her country:

"I just feel replenished. My soul is just ... sort of filled up
again. I'm home; 'This is where I feel so good.' And it feels
good in here. I might not feel healthy. I might have a cold
or whatever, but inside I feel ...It just fills me up. It's like a
warm bath inside..."
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Bush medicine and traditional Aboriginal healing practices
Other than a few participants "never brought up that tradi-
tional way", use of bush medicines for cancer was widely
reported. The Indigenous "holistic view" of life [47,48] in
which health is defined as their total wellbeing [49] was
frequently iterated: "Healing is not just physical; it's mental,
emotional and spiritual as well." For Indigenous people, "a
positive outlook and in-look" was considered necessary to be
healthy:"If you feel good inside regardless of your health, it will
help you in any medical problems". The majority of cancer
patients had used bush medicine either sequentially or
concurrently[50] with Western medicines.

"There is something in it...that is good for your insides, just
as a cleanser. Makes all your body organs healthy and
strong, it gets rid of all your internal stress."

Participants also emphasized the importance of cancer
being diagnosed at an early stage for bush medicine to
work. Even when cure was not possible, bush medicine
was used for palliation, often signifying a re-connection to
land, ancestral and spiritual roots that enhanced the per-
son's overall wellbeing.

Use of complementary and alternative medicine is high
among cancer patients[51,52]. Certain populations,
including Indigenous people worldwide, have their own
approaches to healing as part of their culture [50,53].
Western health practitioners need to understand and
acknowledge traditional healing and treatment
approaches in order to work and communicate effectively
with Indigenous patients.

Discussion
Patients' beliefs influence their care-seeking behaviour for
cancer-related services. Considerable literature shows that
Indigenous people are often unwilling to use mainstream
health services[32], and cancer services are no exception,
with lower Indigenous uptake and compliance with can-
cer treatments. To increase Indigenous people's willing-
ness to accept modern oncology treatments will require a
different approach to engaging them in treatment, one
which understands and addresses their concerns and pro-
vides more psychosocial and holistic care alongside West-
ern medical treatment. Yet to date, understanding
Indigenous psycho-social and cultural beliefs and fears
about cancer and their impact on care-seeking has been
largely neglected despite qualitative methodology being
useful for health services research in multicultural set-
tings[54]. The findings from this study align with the
social constructionist approach [55], which considers
how culture, social life, social interactions and relations
shape people's beliefs and understanding about cancer
which in turn influences their cancer care-seeking behav-
iour. This relationship is illustrated in Figure 1.

Beliefs, understanding and interpretation stem from
shared values, social relations within and between the
family and the community, past experiences, cultural
identity, and values[56,57]. Like many other cul-
tures[18,58], notions of 'living well', 'sickness' or 'illness'
present a complex, dynamic picture in Indigenous popu-
lations. Concept of health and wellbeing range from
'absence of symptoms of illness' to a more complex and
holistic view of health as the consequence of physical,
environmental, mental, and spiritual balance. Lifestyle
factors, a person's social relationship with others and har-
mony with their culture are considered interrelated influ-
ences on health[59]. Thus, there is poor compatibility
between the underlying principles of the Western reduc-
tionist medical system and traditional Indigenous health
beliefs[50,59], or even those more recently socially con-
structed, which shape their care-seeking and willingness
to engage with services. Changing community narratives
by respecting Aboriginal culture, through education and
improving life circumstances and trust of the health sys-
tem will be important to change the constructs within
which cancer beliefs are framed. Health care providers
must consider, respect and respond to these needs if they
are truly committed to improving Indigenous health out-
comes.

The overall pessimistic attitude of Aboriginal people
towards cancer as a 'killer' resonates with that of many
other cultures [60,61]. Participants' understanding that
cancer can often be delayed or overcome with timely
Western medical treatment was limited. They had limited
access to relevant information, and the shame attributed
to cancer and reluctance to talk about it meant stories of

Meaning-making around cancer and its impact on care-seek-ing behaviourFigure 1
Meaning-making around cancer and its impact on 
care-seeking behaviour.
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survival were not widely disseminated. Appropriately tar-
geted education campaigns, Aboriginal cancer support
services and opportunities for Aboriginal survivors of can-
cer to be advocates in their communities are needed.

Traditional beliefs are not simply displaced by western
biomedical understanding, they can co-exist. A study of
Indigenous Australian and Papua New Guinean health
science students showed that the Indigenous university
students conceptualized health and illness in a way which
accommodated biomedical science within an integrated
scheme of mental, physical and spiritual well-being[59].
Education in western health care did not alter their core
philosophy towards life and their spiritual belief system.
Therefore, ensuring services are culturally appropriate is
important for all Indigenous people, including those with
higher levels of education and living in urban areas.

Many Aboriginal people retain a preference for using bush
medicine and traditional healing, even for a "western" dis-
ease like cancer. The "doctor-dependent, hospital-based,
curative western health care model"[58] for treating can-
cer does not generally recognize, and incorporate tradi-
tional systems for healing. However, the combined use of
both types of expertise can optimise the response to vari-
ous health problems, including cancer.

Participants argued for cross-cultural educational initia-
tives where western cancer support entails an understand-
ing, acknowledgement and acceptance of Aboriginal
belief systems and that they are different to western under-
standings. Aboriginal people also need to understand that
western understandings are different. Consideration of
cultural differences is essential for health care providers to
fully appreciate the impact of this disease on patients'
physical and mental well-being. Mutually appreciative
understanding of cultural differences is a key to encourag-
ing Indigenous people's willingness to participate in
health care to enhance early detection, develop appropri-
ate interventions and ultimately improve cancer out-
comes[62].

Paramount to cancer being curable is diagnosis at a stage
before spread, when treatments are most effective. The
association of cancer with death reflects the tragic reality
that Indigenous people are often diagnosed with cancer at
an advanced stage, and consequently die within a short
period of diagnosis [5,63,64]. Participants commented
that some people who develop symptoms consistent with
cancer avoid assessment and diagnosis, preferring to hide
their symptoms, again a phenomenon not restricted to
Aboriginal people[65]. In this way, they avoid confront-
ing their diagnosis and potential mortality for a period of
time. This situation needs to be approached through effec-
tive education about risks, symptoms and treatments for
cancer. In addition, reducing barriers in access, providing
more culturally secure health service provision, increasing
the visibility of Aboriginal cancer survivorship and focus-
ing attention on the importance of early diagnosis are
strategies that can enhance cancer mortality in Indigenous
communities.

The study was undertaken only in Western Australia, and
it may not reflect the views of Aboriginal people through-
out Australia who have different cultural traditions and
beliefs. Men were under-represented in our participants
which may be due to the primary interviewer being
female, the predominance of women among the ARG
members and in the community-based health workforce,
and the higher utilisation of health services by women
compared to men[66,67]. Another limitation was that
participants needed to be able to speak English, and this
proficiency in English would undoubtedly have some
affects on acculturation and exposure to western under-
standings of health and illness.

Conclusion
Beliefs are important but are only one influence on health
behaviour. The concept of cultural safety requires a
change in emphasis, away from the failings of individual
patients (to attend, to comply etc) to critical examination
of system factors in health care delivery that may interfere

Lessons for health practitionersFigure 2
Lessons for health practitioners.

Recognise cultural diversity and that not everyone has a strong understanding of 
the biological processes underpinning disease; some cultures have more 
traditional understandings of causation that are based in tradition and superstition  

Understand and consider that an Aboriginal patient might have different 
perspectives towards disease and treatment than a Western-trained doctor, and 
respect their right to participate in their own care 

Respect Aboriginal people and culture and show concern for the wellbeing of 
Aboriginal clients by seeking out and participating in cultural safety training and 
acting upon it  Encourage other colleagues and service staff to do the same 

Practice person-centered care. Improve continuity of care and avoid the busyness 
and business in bed management in ways talk to the patient and close family 
members to assess their knowledge and understanding about cancer and make 
comprehensible suggestions 

Ensure Aboriginal patients’ wishes to include their family in discussions are 
recognised. Address patients and accompanying family members’ concerns and 
misunderstandings with regard to cancer 

Ensure Aboriginal health staff are included in the treatment team whenever 
possible.  Communicate with the Aboriginal patients in plain language

Broach patients’ use of alternative and traditional medicine usage and show 
respect towards patients’ use of complementary and alternative medicines  

Explain to the Aboriginal patients and family members about the possible 
outcomes and chances from treatment alternatives and help them taking an 
informed decision 

Show respect to Aboriginal patients and their family members involving them in 
decision making regarding treatment initiation and continuation 

Ensure there are available information materials on cancer which are easy-to-
understand, culturally appropriate and available for use with Aboriginal people 
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with an individuals' or a collectivity's willingness to
attend a health service or take up treatments that are avail-
able. In addition to clinicians needing an understanding
of cultural beliefs, a focus on the practice, skills and
behaviour of the health system is required so that it appro-
priately responds to barriers and incorporates "culture"
into service delivery'[68]. Models of care and support that
are more culturally-friendly, where health professionals
take account of both Indigenous and Western beliefs
about health and the relationship between these, and
which engage and include Indigenous people need to be
developed[69]. Key lessons for health practitioners are
summarised in Figure 2. Only by combining cultural secu-
rity with technical/scientific excellence and removing sys-
tem barriers will the potential benefits of modern
treatments be realised through increased willingness and
ability of Indigenous people to access and participate in
healthcare.
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misdiagnosis, procedures being carried out
without informed consent, poor adherence
to treatment and persistent health-damaging
behaviours.11

Communication can be adversely affected
by people’s socioeconomic, historical and
cultural backgrounds. Culture is a complex
phenomenon encompassing knowledge,
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ABSTRACT

Objective:  To report Aboriginal patients’ views about effective communication between 
Aboriginal people and health service providers in Western Australian hospital settings.
Design, setting and participants:  Qualitative study involving indepth interviews 
between 1 March 2006 and 30 September 2007 with 30 Aboriginal people affected by 
cancer from across WA.
Main outcome measures:  Aboriginal patients’ views about the quality of communication 
within the hospitals, factors impairing communication and suggestions for improvement.
Results:  Factors crucial to effective patient–provider communication such as language, 
shared understanding, knowledge and use of medical terminology require attention. 
Additionally, communication between Aboriginal people and health care professionals 
needs to be understood within a broader sociocultural and political context. Fear of 
the medical system and of being disempowered; mistrust; collective memories of the 
experience of colonisation and its aftermath; lack of understanding of Aboriginal 
customs, values, lifestyle and the importance of family and land; and experiences of 

 were key issues impairing communication. Health service providers’ inability to 
pret non-verbal communication and the symbolism of hospital environments also 
d problems.
lusion:  Key areas for the attention of health service providers in communicating and 

g for Aboriginal people in the hospital setting include culturally sensitive and 
thetic personal contact, acknowledgement and respect for Aboriginal family 

tures, culture and life circumstances, an understanding of the significant role 
n-verbal communication, and the importance of history, land and community. 

Employing more Aboriginal health workers in hospitals, and allowing Aboriginal people to 
participate at a decision-making level in hospitals is likely to improve Aboriginal people’s 
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access to cancer treatment, and would be important symbols of progress in this area.
ate
ma
pa
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R
 s of mortality from cancer are

rkedly higher for Indigenous com-
red with non-Indigenous Austra-

lians,  even after adjustment for stage at
diagnosis, cancer treatment and comorbidi-
ties.5 Treatment disparity accounts for most
of the survival deficit.6 

Effective doctor–patient communication,
particularly crucial in cancer care,7 posi-
tively correlates with the development of a
strong therapeutic bond, adherence to ther-
apy, understanding of treatment risks,
reduced patient anxiety, patient satisfaction
and reduced risk of medical mishaps or
malpractice claims.8-10 Miscommunication
can have adverse consequences, including

folklore, language, rules, rituals, habits, life-
styles, attitudes, beliefs and customs that
link and give a common identity to a partic-
ular group of people at a specific point in
time,12 and doctor–patient communication
can occur in a context where there is inter-
play between cultures. Concerns about
communication between Indigenous
patients and health professionals have been
previously identified.13-15 Physicians have
been found to deliver less information and
less supportive talk to patients of black and
Hispanic background and of lower socioeco-
nomic class, and to be less proficient in their
clinical performance with such patients.16 A
study with Native Canadians identified his-
tory, trust and concept of time as influencing
communication between them and physi-
cians,15 while physicians have documented
the significant role of non-verbal communi-
cation in interaction with patients of native
and First Nations (original inhabitants of
Canada and their descendants) ethnicity.17 If
unaccustomed to these non-verbal signals,
clinicians could easily misinterpret patient
behaviour.

In Australia, few studies have looked at
the extent, nature and consequences of
(mis)communication between Aboriginal
patients and service providers.11,13 A 2002

study identified sources of miscommunica-
tion such as lack of patient control over
language, timing, content and circum-
stances of interactions, differing modes of
discourse, dominance of biomedical
knowledge, cultural and linguistic dis-
tance, and lack of resources including
trained interpreters.13 In this research, we
explored Aboriginal people’s views and
experiences of cancer-related services in
WA and their impact on decisions about
uptake of cancer treatment.

METHODS
Our study was approved by four Human
Research Ethics Committees. An Aboriginal
Reference Group established through invita-
tion was consulted throughout the study
period, providing input and feedback from
and to Aboriginal stakeholders.

We conducted indepth interviews
between 1 March 2006 and 30 September
2007 with urban and regional Aboriginal

adult patients with cancer and family
members who had been closely involved
in the journey of the Aboriginal person
with cancer or who had died from cancer.
Purposive recruitment occurred through
the networks of the researchers and refer-
ence group and through health profes-
sionals in primary or tertiary care to
ensure inclusion of participants from dif-
ferent regions, sex and cancer types. Lim-
ited snowball recruitment (whereby
existing participants recruit future partici-
pants from among their acquaintances)
occurred in rural settings.

All participants spoke English and gave
written informed consent. In semi-struc-
tured interviews, participants were asked to
share the story of their journey with cancer
or their journey with a family member with
cancer, and to recommend ways of address-
ing any problems they faced. Difficulties
encountered in accessing cancer treatment
were explored.
MJA • Volume 190 Number 10 • 18 May 2009
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In light of Aboriginal Australians’ previ-
ous negative experiences with research,18

relationship building was prioritised and
interviews were conducted in a setting of the
participants’ choice. On rural visits, a
respected appropriate local person nomin-
ated by the health service introduced the
interviewer, and often remained throughout
the interview.

Interviews were audio-recorded, tran-
scribed verbatim and coded independently
by two researchers. The interviewer main-
tained a reflective journal throughout.
NVivo 7 (QSR International, Melbourne,
Vic) software was used to assist data man-
agement and analysis. Participants’ narra-
tives were divided into broad categories to
allow identification of key themes. Feedback
sessions with available participants clarified
whether emerging themes were an accurate
reflection of participants’ experiences. A
social-ecological and holistic approach was
considered for interpreting data.19,20 Social-
ecological epistemology considers the inter-
relatedness of several social elements21 and
looks at effects and relationships at multiple
levels.19,22 The holistic approach considers
overall wellbeing in terms of physical, men-
tal, emotional and spiritual aspects of heal-
ing and wellness.20

RESULTS

Thirty interviews were conducted with 14
Aboriginal patients with cancer and 16 fam-
ily members. Demographic characteristics of
the 30 interviewees are shown in Box 1.

Thematic analysis identified many con-
cerns relating to hospital treatment. Com-
munication issues with service providers
were a salient concern, with subthemes of

contextual barriers, impediments to com-
munication and loss of trust (Box 2). These
themes were often coded concurrently,
highlighting the connection between
them. These results align with the social-
ecological model, highlighting the com-
plex interplay between factors at different
levels (individual, family, community, soci-
etal) and their impact on patient–provider
communication. Although many of the
issues identified are applicable to non-
Aboriginal people when accessing treat-
ment, their severity and impact on Abori-
ginal people is compounded by an
aggregation of factors including their col-
lective historical experience, cultural back-
ground and preferences, and poorer
socioeconomic circumstances.

Contextual barriers

History and racism
Racism doesn’t help the process of get-
ting better; it delays it. A lot of our
people know. They don’t have to hear it;
they can see it in the person’s actions. 
— Urban female patient

Underpinning all interactions, includ-
ing hea l th-re la ted communica tion,
between Aboriginal people and health care
providers is a history of ongoing sociocul-
tural and political isolation stemming
from colonisation and its continuing, dev-
astating impact on Aboriginal Australians
and their culture. Consequently, some
Aboriginal people choose not to consider
treatment —

Aboriginal women from remote com-
munities make decisions not to come to
Perth for treatment because of the way

they are treated here — Urban female
family member

— or to delay their attendance. Racism
and discrimination are frequently experi-
enced by Aboriginal people in contempor-
ary Australia.23 Participants spoke about
discomforting experiences with doctors’
behaviour and feeling discriminated against
(Box 3, A).

Peoples’ views were shaped by both their
personal experience and the collective
recounted experiences of others.

There were instances when Aboriginal
people had to wait on the veranda, sit
on the veranda outside the surgery
while all the white people were seen to.
Aboriginal people would sit there for a
whole day and wait . . . Even if it was
freezing cold . . . — Urban female family
member

Lack of understanding about Aboriginal 
culture and life circumstances
Participants reported that many providers
lacked understanding about Aboriginal cul-
ture, and the socioeconomic conditions and
life circumstances of Aboriginal families.
The importance of extended family and of
country was often ignored in the hospital
system. Some health professionals were seen
as not wanting to deal with attending family
members at all. Aboriginal patients’ wishes
to be at home for as much time as possible
and to die in their country were under-
appreciated. Doctors had failed to inform
some families that a relative had cancer or
was gravely ill until days before death. A
view reiterated was that terminally ill
patients should be informed and offered the
opportunity to return home as soon as

2 Barriers to effective communication between Aboriginal patients and health 
service providers in the hospital setting

Loss of trust

Difficulties in communication

Contextual barriers
• History and racism
• Lack of understanding about 
 Aboriginal culture and life 
 circumstances
• An alienating hospital environment
• Lack of Aboriginal staff and 
 support people

Impediments to communication
• Language barriers
• Inadequate information, 
 explanation and check-ups
• Failure to establish an ongoing 
 personal relationship 
• Differences in communication styles 
• Non-verbal cues and body language
• Lack of respect for privacy

1 Characteristics of the 30 Aboriginal 
patients and family members who 
participated in the study

Characteristic Participants

Urban participants 11

Regional participants 19

Patients 14

Family members 16

Male 7

Female 23

Age group (years)

30–39 4

40–49 18

50–59 5

� 60 3
MJA • Volume 190 Number 10 • 18 May 2009 575
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possible (Box 3, B). Furthermore, sugges-
tions by service providers about managing
cancer, including taking liquid or “right
diet” foods, and refrigeration of medications
were sometimes unrealistic, confusing and
frustrating.

Putting Aboriginal men and women
together, mixing family groups inappropri-
ately, male doctors attending female patients
and vice versa, and young(er) providers
advising older Aboriginal patients were also
culturally inappropriate and problematic
(Box 3, B).

An alienating hospital environment and 
lack of Aboriginal support people
Participants viewed the medical system as
cold, indifferent, and inflexible. They felt
their needs and preferences were not con-
sidered important within mainstream serv-
ice provision (Box 3, C). Many commented
on the need for Aboriginal support people to
help patients and their families negotiate the
hospital system, and to play a significant
role in ensuring that patients understood

treatment plans, possible outcomes and
responsibilities. Just “having an Aboriginal
face around” would help people settle better
in the hospitals (Box 3, C).

Impediments to communication

Language barriers
English is not the language of choice for
some Aboriginal people, particularly those
from remote communities, yet there are no
Aboriginal language interpreter services
available in Perth tertiary hospitals. Family
or community members may assist, but they
may be stressed or lack adequate knowledge
to provide informed support for the patient.
Some Aboriginal patients lacked any sup-
port (Box 4, A).

Inadequate information, explanation and 
check-ups
Some participants had encountered medical
staff who failed to explain treatment side
effects and the purpose of medications, or
who were not forthcoming about the sever-

ity and prognosis of their illness. This
angered patients and their families. Physi-
cians’ use of jargon and technical terms also
caused frustration24 (Box 4, B), as did per-
ceived avoidance of talking with the patient.

For follow-up appointments, many Abori-
ginal people had often travelled hundreds of
kilometres and waited hours for their check-
up, and expected a thorough physical exam-
ination. However, some reported having a
short 5-minute appointment, with the doc-
tor looking at test results on a computer
screen and showing little apparent concern
for the patient.

Failure to establish an ongoing personal 
relationship
Staff turnover in hospitals affected continu-
ity of care, impeded development of good
doctor–patient relationships and quality of
treatment and follow-up services, and disap-
pointed patients. This contributed to patient
uncertainty about engagement in treatment
and follow-up. Patients felt that the way
they were treated during hospital appoint-
ments reflected doctors’ lack of real care for
them (Box 4, C); this is an issue likely to
have a particular impact on Aboriginal
people because of the importance placed
upon relationship within their culture.25

Different communication styles and 
non-verbal communication
Participants reported that Aboriginal people
are “cluey”, “intuitive”, “can read minds”,
and have an ability to pick up whether a
provider is genuinely interested in them as
soon as they meet. Many physicians were
felt to lack compassion or warmth in inter-
personal interactions, whereas participants
expected them to be “understanding”, “com-
passionate”, “concerned” and “empathetic”
(Box 4, D). Many Aboriginal people are
“reserved” during their visits to doctors, and
are reluctant to admit difficulties with
understanding (Box 4, D). This reticence
could stem from believing that “the doctors
know everything”, lack of confidence to ask
questions, silence as part of their culture or a
learned behaviour from previous encounters
within mainstream institutions. Such silence
could be easily misinterpreted by health care
providers.

Lack of respect for privacy
Shame and embarrassment about invasion
of privacy was another reason why Abori-
ginal people felt uncomfortable communi-
cating with medical professionals. Ward
rounds and teaching sessions with medical
students contributed to this discomfort:

3 Family members’ responses illustrating contextual barriers to effective 
communication between Aboriginal patients and health service providers 
in hospitals

A. History and racism

“I just couldn’t believe that these other doctors’ surgeries wouldn’t see him! They didn’t say 
why they couldn’t see him. Part of it was probably racism . . . They just didn’t want to deal with 
Aboriginal people.” — Urban male family member

“. . . when my sister was having her treatment, we would walk into the chemo unit, being the only 
three Aboriginal people there, you would have a lot of white people sitting around and they were 
just staring at you, like, and they don’t come and sit next to you.” — Urban female family member

B. Lack of understanding about Aboriginal culture and life circumstances

“. . . their understanding of Aboriginal culture, Aboriginal history, and just living circumstances is 
extraordinarily poor among hospital staff.” — Urban female family member

“. . . the old lady was in the room and she didn’t want to sleep on the bed, she wanted to sleep on 
the mattress, well, that was a bit hard for the Western world to understand, but that’s all they knew 
is . . . sleeping on the floor on a mattress.” — Rural female family member

“In the hospitals . . . you get where you can only have two people go in. If we were told like only 
two people . . . I can understand from the hospital’s point of view when they keep the visitors or the 
communication things to a minimum, but it just sort of causes so many hassles, . . . because then 
the families have to select only a couple of people, and then they have got to tell all of the other 
fellows . . . ‘No’, they can’t.” — Urban female family member

“He wanted to get back to the bush. He had spent all his life in the bush, and that last 7 weeks 
that we waited down there, he could have got up there”. — Rural female family member

C. An alienating hospital environment and lack of Aboriginal support people

“. . . they come down and they feel isolated. They are out of their environment, lonely, and never 
been into a big hospital, so they feel isolated, scared and frightened.” — Urban female patient

“When my dad was down there it was just like one big grey building. We were just about crying, 
and so was he. He wanted to get back to the bush.” — Rural female family member

“I don’t think they have got enough Aboriginal people there to work alongside the Aboriginal 
patients that they have.” — Urban female family member

“There needs to be some sort of thing in place, there needs to be someone in the medical 
profession in the different areas that when one of these people are being sent down to Perth they 
need to be informed. They need to be able to keep in contact with the hospital, with the families, 
with everybody, even go down with them on the initial visit.” — Rural female family member ◆
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You wake up all you see these doctors
there, all these white coats watching
over you. I found that a bit embarrass-
ing, and a bit annoying. — Rural male
patient (Box 4, E).

Loss of trust

Issues of apparent medical failure occurred
— for example, doctors underestimating
symptoms and failing to recommend further
diagnostic procedures when indicated by
persisting symptoms. The wider failure of
the system to deliver good care contributed
to mistrust, miscommunication and poorer
treatment outcomes.

Conspicuous distrust of hospital services
was noticeable. This distrust stemmed from
Aboriginal patients’ negative encounters and
experiences within the health system (Box 5).
Trust develops as a result of broad-level

social interaction, and requires reliability of
the other within a given context. The
absence of manifest respect for the culture of
a particular group, together with repeated
betrayal of trust, can create further distrust.
Once distrust develops, all forms of involve-
ment are undermined. People feel alienated
from the system.26

DISCUSSION
Our study findings indicated that the tools
needed to facilitate the entry of Aboriginal
people into the medical system and to man-
age effective treatment are culturally sensi-
tive and empathetic personal contact,
acknowledgement and respect for Abori-
ginal family structures, culture and life cir-
cumstances, and the importance of land and
community. Although Aboriginal peoples’
experiences with cancer are not unique, they

are overlaid by a collective experience of
systemic racism within a public health care
system.27 There was considerable common-
ality in the reports of participants, irrespec-
tive of whether they were patients or family
members, and despite variation in their
demographic backgrounds.

Effective communication between
patients and health care providers is essen-
tial for quality health care delivery,16 and is
inevitably affected by the culture(s) of those
involved.12 The dissimilarities between
Aboriginal beliefs and cultural considera-
tions and the approach of the Western med-
ical system help explain Aboriginal people’s
underuse of health services.28,29 Typically,
health professionals focus on educating
Aboriginal people to increase their biomed-
ical understanding of disease processes.
However, if health service providers are to
be really effective as “healers”, there are
strong arguments for their making efforts to
understand a patient’s culture and social
circumstances.

Sensitivity in patient care requires atten-
tion to the patient as a person, and this
requires focus on patient–provider commu-
nication, understanding and relationship.
Minorities around the world report less
involvement in medical decisions, less part-
nership, and lower levels of satisfaction with
their care providers.15,16,30

Limitations of our study include the
under-representation of male participants.
Possible reasons for this include: the main
interviewer being female; women predomi-
nating as health care professionals and car-
ers; there being a differential cancer survival
according to sex; and higher use of health
services by women.31,32 The larger number
of selected quotations from family members
suggests that the family members were able
to frame the experience of Aboriginal people
better, and were more coherent and succinct
in reporting.

The higher mortality rate from cancer
among Aboriginal Australians reflects the
fact that their cancer diagnoses tend to be
made later, and their unwillingness to par-
ticipate in mainstream cancer services. The
focus for solving these problems must shift
from considering Aboriginal people
responsible (“why don’t they come”) to
hospitals and staff accepting a responsibil-
ity for ensuring optimal care (including
psychosocial care and cultural safety) for
Aboriginal patients. The experience
reported by Aboriginal participants shows
that there is a need for attention at a
systems level, and not at the level of the

4 Interviewees’ responses illustrating impediments to communication in hospitals

A. Language barriers

“There was another girl directly opposite him in exactly the same condition and she couldn’t 
speak English. So, myself and another person there tried to tell them, ‘Get someone down from 
her community. She needs to be able to communicate. She is in a world on her own. She needs 
to understand. Talk to her in her own lingo.’ She couldn’t understand the doctor; she couldn’t 
understand anything. She was full blood. She needed someone from her community there.” — 
Rural female patient

B. Inadequate information, explanation and check-ups

“. . . with the remote Aboriginals in the community . . . they go home and take this medication and 
they haven’t got a clue what they are taking or what it is for or anything. If you don’t understand 
why you have to do something, sometimes you don’t do it.” — Rural female family member

“If it was explained a little bit more . . . not so clinically — and that it’s more visual — people can 
pick up a little bit more, but when it’s not and you are just sitting across a table . . .” — Urban 
female family member

C. Failure to establish an ongoing personal relationship

“You come down here and you don’t know the doctors. Each time you come down here it’s a 
different doctor, and that really makes me angry because I have to repeat myself all the time . . . 
If I was to come here and see different doctors each time, they should read my notes before I 
come in, and not say to me, “Well, I haven’t had time to read your notes. Could you fill me in?” 
I don’t like that at all. It makes me very angry. . .” — Rural female patient

“They put out so many patients, they see so many patients, it is just like sheep going through 
the bloody drafting yard or whatever.” — Rural female patient

D. Different communication styles and non-verbal communication

“. . . as long as they are good and they are friendly, because we are good judges of character. We 
can tell if someone likes us or is doing something because they just want to do it, or doing it 
because they care about what they are doing. We can pick that.” — Urban female family 
member

“With a lot of Aboriginal people — and I know I have done this myself — if someone is talking 
to you and explaining to you and they are looking at you and nodding, ‘yep, yep’, but really it is 
over your head and you are too ashamed to say, ‘No, I don’t understand what you are saying’, 
because you don’t want to look dumb.” — Urban female family member

E. Lack of respect for privacy

“. . . just having those 10 people all staring down at you like this, you know, that is intimidating 
enough in itself. So, I don’t know that people would feel that comfortable with asking personal 
questions about their private life, their personal body parts.” — Urban female family member

“A lot of Aboriginal women they don’t like anybody touching them . . . doctor or anyone. 
Private parts or whatever; they get embarrassed.” — Rural male patient ◆
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individual patient–provider interaction,
although the importance of both and the
nexus between them is evident. Health care
providers who do care have a vital role in
creating system reform both inside and
outside the hospital, so that the racism, the
alienating environment, and the lack of
culturally appropriate support, information
and understanding reported in this study
are addressed. Advocating for more Abori-
ginal health staff is an important part, and
will help overcome current language and
communication barriers.

Participants wanted an ongoing, trusting
relationship with a provider who genuinely
cared about them, but Aboriginal people
often felt their wishes were not heeded and
that their trust was betrayed. Good care
must acknowledge that people care about
relational issues such as being treated with
dignity and respect and being heard.33

Trust is crucial for patients in accepting

difficult diagnoses, following complex
treatment plans,34 and for being satisfied
with their medical care and having positive
clinical outcomes.35 The system appears to
focus too much on clinical competence and
too little on other psychosocial characteris-
tics that encourage patient trust — equality,
benevolence, integrity, respect, and hon-
esty.36 If treatment outcomes are to
improve, the health system must become
responsive to Aboriginal needs and heed
their suggestions (Box 6). Participation and
representation of Aboriginal people at a
decision-making level in hospitals will help
ensure these issues are addressed; such
inclusion will, in itself, be an important
symbol of progress. Increasing Aboriginal
health literacy requires access to appropri-
ate information and dedicated employment
of Aboriginal staff.24

Much of this has been stated many times
before, with little action or provision of

resources to match the recommendations
and promises. Inevitably, change has oppor-
tunity costs, but hospital resources need to
be devoted to cultural safety in health care
for Aboriginal people. While not challenging
the value of randomised controlled trials of
oncology treatments, improving (expensive)
treatments for some should not be priori-
tised over the importance of reducing pro-
found health disparities. Change also
requires health service staff to undertake
greater outreach to Aboriginal communities
to build understanding and enhance rela-
tionships and support within communities.

Culturally appropriate, integrated and
sustainable care for Aboriginal people with
cancer requires a coordinated person-cen-
tred approach, involving patients, family
members, Aboriginal health staff, and clini-
cians. Relationships developed through such
networks are likely to help Aboriginal
patients cope with the hospital settings, and
ultimately enhance their confidence in com-
municating with the doctors. Many of the
issues raised here are again identified in
current national review processes, empha-
sising that the needs of Aboriginal people
are indicative of the need for a broader
health care reform process.37
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6 Suggestions and recommendations based on the study findings

At the hospital and system level

• Recruit Aboriginal people onto hospital decision-making committees

• Recruit Aboriginal support people and increase the number of Aboriginal staff in hospitals

• Make the hospital environment more welcoming to Aboriginal people

• Use interpreters or relevant support people to understand patients’ concerns and needs

• Improve continuity of care by allowing more time to build rapport, and to know the person

• Provide care and follow-up closer to home where possible

• Increase linkages between the hospital and primary and community-based care

• Make available cultural safety training and encourage all staff, particularly doctors, to attend

• Improve communication skills in oncology staff through training in communication skills and 
Aboriginal cultural safety

• Rethink how patients are approached for consent around medical and other students

For health care professionals

• Mandate participation in cultural safety training so health staff understand and consider 
Aboriginal cultural needs (behaviours, preferences, importance of family, bond with the land, 
traditional practice)

• Understand and consider Aboriginal life circumstances such as rural or remote background, 
food, lifestyle, bond with the land, and the colonial past and its impact, and make realistic 
suggestions

• Show empathy, kindness and understanding for the person affected by cancer

• Use clear, plain language to communicate with Aboriginal patients and their families

• Explain options clearly and listen to patients’ choices

• Make sure that Aboriginal patients and their families have understood what has been 
prescribed or recommended in regard to cancer treatment, follow-ups and management ◆

5 Interviewees’ responses illustrating loss of trust

“They would have known that, and that is the part that hurts the most, that we could have 
brought him back up here and looked after him and, yeah, spent that last 7 weeks with him.
I feel that we were robbed of that.” — Rural female family member

“I had three aunties go down there and die. So that sort of got to me, ‘You are going down there to 
die.’ They went down there good when you seen them off the plane and the next, what . . . 3 or 4 
weeks after. . . they died. That’s not a good sign for Aboriginal people.” — Rural female patient ◆
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ABSTRACT 
Background: Cancer mortality among Indigenous Australians is higher compared to 

the non-Indigenous population and attributed to poor access to cancer detection, 

screening, treatment and support services. A large proportion of Indigenous 

Australians live in rural and remote areas which makes access to cancer treatment 

services more challenging. Factors, such as transport, accommodation, poor socio-

economic status and cultural appropriateness of services also impact negatively on 

health service access and, in turn, lead to poor cancer outcomes.  

Design, setting and participants: Qualitative research with 30 in-depth interviews 

conducted with Aboriginal people affected by cancer from across WA, using a 

variety of recruitment approaches.   

Results: The infrastructure around the whole-of-treatment experience affected the 

decision-making and experiences of Aboriginal patients, particularly impacting on 

rural residents. Issues raised included transport and accommodation problems, travel 

and service expenses, displacement from family, concerns about the hospital 

environment and lack of appropriate support persons. These factors are compounded 

by a range of disadvantages already experienced by Aboriginal Australians and are 

vital factors impacting on treatment decision-making and access.  

Conclusion: To improve cancer outcomes for Aboriginal people, logistical, 

infrastructure and cultural safety issues must be addressed. One way of ensuring this 

could be by dedicated support to better coordinate cancer diagnostic and treatment 

services with primary health care services. 
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INTRODUCTION  
Death rates for Indigenousa Australians are three times higher than for non-

Indigenous Australians1, 2, with markedly higher cancer mortality rates3-6. Poorer 

Indigenous cancer outcomes are occurring despite advances in detection and 

treatment techniques and overall improvements in cancer outcomes in Australia7. 

Indigenous Australians are less likely to access cancer screening; diagnosed at a 

more advanced stage of cancer; have poor continuity of care; lower compliance with 

treatment; and lower five-year survival rates4, 8, 9. This situation clearly warrants 

consideration and appropriate action by both primary health care services and cancer 

treatment services. 

 

Health service access is an important determinant of health outcomes for both 

preventive care and treatment10, 11. Access to health care is particularly difficult in 

geographically extensive territories like Australia1 where many people need to travel 

large distances to health centers and services12, 13. Extremely heterogeneous 

geography of Western Australia (WA), in particular, comprises vast regions of 

sparsely populated and mostly uninhabitable areas and small isolated rural towns and 

larger regional centers. Vast distances separate many of these localities, often in 

combination with very small population base14. Poorer access to cancer detection, 

screening, treatment and support services for rural and remote people as compared to 

urban dwellers, is a primary reason for a reduced likelihood of cancer survival2, 15. 

Health care in rural and remote WA is mostly delivered by government salaried 

General Practitioners (GPs) or District Medical Officers (DMOs) from the regional 

hospitals. They travel to remote communities. Occasionally salaried GPs work in 

those areas. Specialist treatment usually involves transport of patients to larger 

centers (usually Perth or Darwin). Transport of patients to central areas, and of health 

workers to remote areas, is often delivered by the Royal Flying Doctor Service16. 

Thus, poorer cancer outcomes for Indigenous Australians are compounded by the 

rural and remote residency of over half of Australia‟s Indigenous people.2, 17  

 

                                                 
a In this paper, the term Aboriginal has been used to refer to the Indigenous people of WA. We have 
used Indigenous when we are referring to features that are identified across different Indigenous 
peoples 
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This paper utilises information from research undertaken to investigate the 

experiences and barriers of Aboriginal people in accessing cancer services and 

treatment in WA. An explicit aim of the research was to explore differences in 

experiences for Aboriginal people based upon their residence in urban, rural or 

remote settings. Basic infrastructure and logistical problems in accessing hospital-

based treatment along with communication issues18 and lack of culturally appropriate 

service delivery mechanisms were frequently mentioned by the participants. 

Inevitably, additional problems were reported by those who travelled from rural 

areas to receive cancer assessment and treatment. This paper focuses on what could 

be considered as infrastructure necessities for Aboriginal patients on their cancer 

journey including transport, accommodation, preparation for hospital-based cancer 

treatment, service affordability and support services. The study outcomes indicated 

that reconfiguration of cancer care, with a greater emphasis on support in local 

communities and better coordination with primary health care services is necessary 

to improve Aboriginal patient outcomes. 

  

METHODS 

Ethics Approval  
Ethics approval was obtained from the Human Research Ethics Committee of four 

organisations including the Western Australian Aboriginal Health Information and 

Ethics Committee. An Aboriginal Reference Group (ARG) consisting of Aboriginal 

health professionals was established, involved and consulted throughout the study 

period.  

 

Data Collection and Analysis 
The research design ensured a culturally sensitive research approach by involving 

and supporting Indigenous people19. Descriptive qualitative research methods were 

utilised. Prior to commencement of the interview, steps were taken to ensure an 

introduction from someone trusted and known by the participant, build rapport and 

develop a relationship. Participants were encouraged to tell their story in describing 

their cancer journey. This mode of data gathering known as „yarning‟ is an 

acceptable means of gathering data, aligning with Indigenous cultural oral traditions 
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offering Indigenous people a voice by applying a non-threatening research 

paradigm20.  

 

Thirty in-depth interviews were conducted between March 2006 and September 2007 

in Perth (urban) (n=11) and in one rural (9) and two remote areas (7) of WA. Several 

patients from other areas of WA who came to Perth for treatment around this time 

were also interviewed (n=3). Aboriginal interviewees were adult cancer patients, 

survivors (14) and family members (16) of people with cancer or people who had 

died from cancer. A detailed description of the recruitment strategy and data 

collection processes are described elsewhere19.  

 

All participants could speak English and gave written informed consent. Participants 

were asked to share the story of their journey with cancer (either personal journey 

with cancer or journey with a family member who had cancer), including their 

experience with diagnosis and treatment, and to suggest strategies to better manage 

the problems they faced. The semi-structured interview guide explored difficulties in 

accessing treatment.  

 

Interviews were audio-recorded, transcribed verbatim and coded independently by 

two researchers before members of the team conferred. The interviewer maintained a 

reflective journal throughout. Thematic analysis was chosen to analyze the data in 

that it allows a rich overall thematic description which is useful when an under-

researched area is being investigated21. NVivo7 software was used to assist data 

management and analysis. Participants‟ narratives were divided into broad categories 

to allow identification of key themes and discussed by the research team. Feedback 

sessions with available participants assisted clarification of whether emerging themes 

were an accurate reflection of participants‟ experiences.  

 

RESULTS  
A key theme identified in the analysis was the need for instrumental and emotional 

support in all aspects of the cancer journey. This was particularly the case in relation 

to the whole-of-treatment infrastructure and to practical logistical issues relating to 

all aspects of treatment. Difficulties encountered in these areas determined the 
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experience of treatment - particularly for rural/remote Aboriginal patients. Issues 

included problems with transport and accommodation arrangements, particularly the 

hospital environment and Aboriginal support/liaison. The expense of treatment and 

medication costs was also raised. Not all experiences were negative with some 

positive experiences described when individual needs were met. Some participants 

recommended strategies towards better meeting Aboriginal needs. 

 

Transport 
“They don‟t know which end of Perth [city] is left, right or centre…like 
when people come to Perth they say „Just go to the hospital. How do 
people know where the hospital is… especially some people who have 
never left their home town.” (Remote, Male patient) 
 

Many interviewees spoke about rural and remote Aboriginal people who travelled to 

an urban centre for cancer treatment; people often arrived feeling disoriented and 

scared with many having travelled hundreds of kilometres over several days 

involving numerous changes of transport. These long journeys were viewed as 

deterring Aboriginal cancer patients, particularly older and more traditional people, 

from leaving their community to access the treatment they needed: “People think „no 

I don‟t want to go down  because I‟ve got no way of getting there, going to the 

hospital, or I don‟t have any family down there‟, so they choose not to.” (Urban, 

Female family member) 

 

Rural and remote Aboriginal cancer patients, some of whom had never left their 

home community, saw the journey and stay in an urban centre as akin to landing on 

the moon. Some participants reported that patients were sometimes just handed an 

air ticket and a taxi fare and told to head for the hospital. “They just say „get to the 

airport and when you get to the airport [on arrival] you get a taxi and it will take 

you to where you are going to stay….” (Remote, Male patient) One participant 

observed that some Aboriginal people were unfamiliar with different aspects of 

travel, such as using toilets on planes or pay telephones along the way. Some were 

terrified by speeding along a city freeway in a bus or a taxi. Remote residents often 

had no idea of the distance, costs of taxis and other expenditure in an urban area. 

These additional expenses rapidly diminished money which was needed for food or 

accommodation. 
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Even patients who lived in Perth had problems accessing cancer treatment services. 

There were problems with the cost of transport and parking, the time required to 

travel from outer metropolitan areas and availability of public transport.  

 

Accommodation 
“We get down there and we have got nowhere to stay. My niece, she lives 
in Perth, and she is an hour away from Charlies, so we don‟t even bother 
going there…too far” (Rural, Female family member). 
 

Accommodation while participating in cancer treatment is important. Schedules for 

chemo- and radiotherapy vary but appointments can spread over months and occur 

sequentially. Rural participants reported difficulty finding accommodation on 

arriving in a city. The picture emerged of a system where sometimes referral 

arrangements were poor, with the hospital unaware they were coming and 

accommodation bookings not made. Aboriginal patients sometimes got lost in the 

system, both for their initial and follow-up treatments. In a city that was strange and 

alien, many non-urban Aboriginal patients were expected to buy food and cook for 

themselves while staying in hostel accommodation. Grocery shops were not close to 

some of the accommodation, and at a time when they were not well, patients might 

need to catch a bus or to walk some distance to buy food.   

 

One participant reported she had refused to stay in an Aboriginal hostel as she didn‟t 

know the hostel residents; they were strangers. Reports indicated that when 

accommodation failed, Aboriginal patients often aborted their treatment. They did 

not access available support to solve the accommodation problem because they 

didn‟t know and hadn‟t been told how to do so: “Because a lot of people when they 

get here and have got nowhere to room, they like to wait until the next morning and 

go back. They don‟t even know about people like in the social worker side because 

nobody told them” (Remote, Male patient). 

 

Relocating for treatment could be particularly difficult for women with children. For 

example one woman whose child had to attend hospital in Perth for cancer treatment 

had four other children who had to accompany her. She couldn‟t leave them behind 

in the community because her husband was in jail and there was no-one else in the 

community to look after them. She had to withdraw her children from school and 
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because she couldn‟t drive, trips to the hospital to visit her child were not easy. There 

are no childcare facilities associated with the adult teaching hospitals in Perth.  

 

Hospital environment 
“Unless you can read…I am lucky I have learned, but some of the elders 
and some young people who are stressed out and walking around trying 
to find B block [in the hospital] or whatever, the radiation centre…yeah, 
it‟s hard… you can‟t find the place” (Rural, Female family member). 
 

Many participants described the hospital environment as alienating. When 

Aboriginal patients arrived for their treatment, some participants reported they were 

just given a map of a big hospital which for them was akin to being in a strange city. 

It was difficult for them to navigate their way around and even more difficult if they 

were unable to read the signs. One participant spoke about accompanying her father 

to a city hospital, “one big grey building”, and how they had both felt like crying. 

Another participant was terrified of lifts and wouldn‟t get into them on her own; she 

had to climb flights of stairs and felt unwell going from one floor to another. 

Hospital food was also an issue raised by a number of participants: “There was the 

food – a lot of them don‟t eat vegetables and what you get on the plate. A lot of them 

would ask for kangaroo, „Is kangaroo going to be served?” (Urban, Female family 

member). 

 

Older Aboriginal men seemed to find the hospital regime and dependency 

particularly disempowering. One participant said her 84-year old grandfather “hated 

being heavily dependent on strangers” in hospital as he was a proud independent 

man who disliked having to ask for things when he needed them; he hated being 

restricted to bed and detested the food. 

 

Perhaps one of the greatest difficulties experienced was the lack of hospital 

flexibility for extended family who wanted to give ongoing support to a patient. 

Hospital staff restricted the number of people allowed in a ward room. This was 

particularly difficult for extended family when a relative was dying or had died: 

“…that‟s our culture. Like when someone is close to passing away the whole 

extended family will come. That‟s been like that for years. You can‟t change 

that…they want the whole family to come in…” (Urban, Female family member). 
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Embarrassment about invasion of privacy in hospital caused shame and discomfort 

for Aboriginal patients. Teaching sessions with medical students and ward rounds 

contributed to this discomfort “…just having those ten people all staring down at 

you like this, that is intimidating enough in itself. So, I don‟t know that people would 

feel that comfortable with asking personal questions about their private life, their 

personal body parts” (Urban, Female family member). 

 

Expense of medication and treatment 
 “In the real world we can‟t order MRIs and things like that, and most of 
these things do attract an excess. A CT scan and most X-ray people, there 
is quite an extra amount of money you have to pay which our patients 
can‟t afford.” (Urban, Female family member) 
 

Indigenous patients have much lower rates of private health insurance, with the 2001 

National Health Survey showing that 17% of Indigenous Australians in non-remote 

areas had private health insurance compared with 51% of other Australians22. This 

reduces the access of Indigenous Australians to specialist care, private hospitals and 

the services available to private patients. Yet many cancer treatments are expensive 

and either unavailable or have long waiting lists in the public system. One participant 

described how her sister had continued working so she could afford cancer 

medication up until the time she couldn‟t work anymore. Once on a pension she was 

entitled to subsidized medication, but even then it was very expensive. Ultimately, 

the participant started paying for her sister‟s medication on a credit card because she 

could not afford to get it any other way.  

 

Aboriginal support and liaison 
“Especially a lot of people when they come from the community, they 
don‟t know what they are gonna face. Yeah, like…where are they gonna 
stay, how they are gonna support themselves for six weeks, and if their 
family is gonna come. …A lot of support should come from within the 
hospital as well, especially social workers.” (Remote, Male patient) 

 

The need in the mainstream hospital system for patients and families to get direct 

practical and emotional support from an Aboriginal person was emphasized. There 

was a lack of Aboriginal interpreters or Aboriginal Liaison Officers (ALO) to 

accompany Aboriginal patients, provide information and make them feel more 



Paper for Australian Health review 
 

10 

comfortable about the whole process of cancer treatment. Many participants reported 

how hard it was for Aboriginal patients to leave their communities for the first time 

and travel to a city without family and a place where they knew no-one. The need for 

emotional and psychological support at this time was a consistent theme. However, 

health service rules, costs and family responsibilities often precluded a family 

member being able to accompany them. One participant referred to the need for 

regional ALOs to explain the treatment program and what it entailed to Aboriginal 

people before they travelled. There was a need to “…come down to their level about 

these issues like cancer and tell them…talk at their level that they can understand. 

This is what you are going to face…when you go to the big city. Don‟t be 

frightened” (Remote, Male patient).  

 

For rural cancer patients returning to their communities after cancer treatment, 

respondents reported that follow-up supports such as physiotherapy, practical 

information on post cancer treatment and counseling were lacking. There were often 

communication breakdowns between the primary care service and the tertiary 

hospital with appointments made by the tertiary hospital for treatment and follow-up 

with little understanding of where the person lived, and the time and expense of 

travel. Appointments were arranged without involving the primary care service 

which, in many cases, could have helped to organise logistical support for the patient 

to attend follow-up appointments. 

 

Positive support experiences 
Some participants reported positive experiences regarding support for issues of 

transport and care. This included payment by the Patient Assisted Travel Scheme 

(PATS) for an airfare or fuel costs and contribution towards accommodation costs. 

Other participants, especially those from rural and remote areas, praised palliative 

care and home-nursing services. Participants appreciated this support because of the 

providers‟ warmth, friendliness and caring behaviour. They remarked on their 

willingness to spend time with the patient and family when visiting and their 

attention to detail when discussing issues that could arise.  

“The Silver Chain external nursing agency… they were very good and 
helpful…more supportive and friendly…the medication and stuff that 
they ensured over the first couple of weeks so that we knew exactly 



Paper for Australian Health review 
 

11 

when to do it and all that …they were brilliant” (Urban, Female family 
member) 

 

Other supports included that provided by local Aboriginal Medical Services, access 

to wigs from the Cancer Council and installation of amenities by Disability Services 

to assist patients affected by treatment or illness. A few participants talked about the 

extensive support they received from the Social Work department within the 

hospitals: arranging accommodation, maintaining links with family during treatment, 

access to discounted food supplies and assistance with returning home. However, it 

became evident that families who had connections with the health system due to 

their work and had sufficient familiarity with health and related support services to 

be able to negotiate the system were most likely to benefit from such services. This 

reflected that many Aboriginal participants did not ask for support services because 

they did not know about them, or because they were intimidated or overwhelmed. 

Unfortunately this often meant they did not receive them, suggesting there were 

inadequate proactive mechanisms around access to support services.    

 

DISCUSSION AND RECOMMENDATIONS  

Many Indigenous people are reluctant to seek medical attention until their condition 

is serious23, and this is true for a life-threatening disease like cancer. Modern cancer 

treatments utilise high technology medicine for diagnosis and treatment and are 

carried out in tertiary hospitals which in WA are all based in Perth. While logistical 

issues are inevitable for all Australians who need to travel long distances to access 

health services, the difficulties encountered by participants in this study were 

compounded by the profound disadvantages experienced by Indigenous people 

across a broad range of indicators. Both financial disadvantage and socio-cultural 

barriers contribute to making the journeys of Indigenous Australians particularly 

difficult3, 11, 24, 25. The literature recognizes logistical, practical and economic 

difficulties impacting negatively on Indigenous Australian access to cancer treatment 

services24-26.   

 

Our study found that Aboriginal patients from rural locations who travel for cancer 

treatment can feel distressed and demoralized. Service affordability including 

medication, care costs and dislocation from family compound the problem. While the 
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PATS offers some financial assistance for rural and remote travel there are still many 

Aboriginal people who slip through the gap. Many participants found the PATS 

system complicated and were unclear and unsure about what was covered by PATS 

and what was not; some reported experiencing difficulties when dealing with the 

supported travel system. These findings concur with the conclusions of a review 

conducted by WA Country Health Service in 200625. However, it is worthy of note 

that the majority of the Aboriginal population in Perth who live predominantly in 

outer urban areas also need to travel for treatment; they do not receive any 

reimbursement for their travel costs. It is highly likely that if people think they can‟t 

afford the treatment and cost of travel, they may avoid the embarrassment and shame 

of admitting their financial difficulties by choosing not to take up treatment. 

 

Compared to non-Indigenous remote dwellers, remote-dwelling Indigenous patients 

have significantly higher rates of cancellation and non-attendance at hospital 

appointments and frequent premature hospital discharge against medical advice24, 25. 

These attendance disparities indicate that it is not distance per se that impedes access 

to care, but the lack of mainstream treatment infrastructure to fulfill the specific 

needs of Indigenous Australian patients.13 Issues of communication, trust and the 

cultural safety of mainstream health services have been discussed elsewhere18 and 

require urgent expeditious consideration if Indigenous cancer outcomes are to be 

improved. 

 

Many of the issues raised by participants related to these infrastructure issues and the 

quality of care in the hospital setting. There have been calls for the current structural 

and financial arrangements that operate for cancer care provision to be reformed27, 28. 

This would include making primary care providers the coordinators of care within a 

multidisciplinary team environment. In this role they would be more able to service 

the holistic needs of patients, an arrangement which is particularly important for 

those who are most vulnerable. It also needs to be recognised that properly 

resourced, well managed Aboriginal Health Services would be ideally placed to 

provide the sort of support our patients need, and many no doubt already do. 

Aboriginal Community Controlled Health Services (ACCHSs), known as Aboriginal 

Health Council of WA (AHCWA) in WA, was established to improve access to 

health services for the local Aboriginal community by creating a culturally 
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appropriate environment29. Case conferencing (either by video or telephone) between 

cancer specialist and primary care providers would be useful for coordination and 

developing a better understanding amongst all parties of issues related to an 

individual‟s treatment and care. Case conferencing has been proved as an excellent 

tool for immediate problem solving, and for improving immediate care of a patient 

with a chronic and complex condition. Case Conferences have the same eligibility 

criteria as for care plans, and are comprised usually of a medical practitioner and at 

least two other health and/or community providers, each of whom provides a 

different kind of care30.   

 

There are other ways that primary care providers can assist Aboriginal cancer 

patients and their families. It was evident in this study that patients often arrived at 

the hospital door, completely unprepared for the experience. Yet being aware in 

advance of what will happen and likely lengths of stay in hospital could help 

Aboriginal patients to be both physically and psychologically prepared for their stay. 

Where possible it is important to ensure the support of a trusted, caring family 

member who can assist a patient with finding their way to and within the hospital 

with understanding and adjustment. This has been clearly mentioned by Lawrence 

and colleagues who have demonstrated the importance of the principles of patient-

centred care, cultural respect and systemic continuous quality improvement. They 

have emphasized the need to recognise that different patients have different needs 

and to make respectful systemic adaptations in order for best outcomes to be 

achieved for Aboriginal people with heart disease31. Similarly, there is evidence that 

efforts in improving discharge planning are effective and improve the interface 

between hospital and community care32.  

 

Indigenous people suffer higher morbidity from chronic diseases that could have 

been prevented had they grown up in an environment unmarred by socio-economic 

disadvantage and exclusion and where diseases were identified earlier and managed 

better. Poorer access by Aboriginal patients to health services compounds this 

problem. This challenge needs to be addressed by improving access to 

comprehensive primary health care which can provide a culturally secure service. 

Development and access to effective and culturally appropriate primary care, which 

understands and can provide appropriate support, is an important prerequisite for 
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intervention and medical care at an earlier stage of disease. It is also essential for 

follow-up care after assessment and/or treatment in a specialist cancer centre.  

 

The barriers faced by many Indigenous people in accessing specialist and hospital 

care are substantial. A cancer diagnosis is distressing enough, yet many Indigenous 

people will face extra stress before and during treatment. The psychological and 

physical health impacts of an inadequate and inappropriate structure of care are 

profound. Enough is known about the needs of Aboriginal people to require that 

oncology service providers broaden their focus beyond biomedical care to ensuring 

that the psychosocial and practical needs of Aboriginal patients are adequately met. 

The infrastructure needs described in this paper will be addressed if care is truly 

patient-centered and respectful of an individual‟s culture and circumstances. These 

reforms are more likely to be expedited by an overall system reform which would 

take steps, firstly to include Aboriginal workers as part of the care team, proactively 

considering a patient‟s need for social and welfare support; and secondly, to increase 

awareness and understanding by health care providers about the historical and 

contemporary challenges facing Aboriginal people in accessing culturally-safe care. 
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Box 1: Suggestions and Recommendations 
Transport 

 Increase awareness of health service providers about the impact that distance and 
travel is likely to have on clients 

 PATS program to be better promoted and entitlements made clearer to users 

 The process of claiming PATS should be simplified and easier-to-understand 

 Ensure workable arrangements that support travel of patients and accompanying 
persons for necessary travel while in the metropolitan area 

 Establish cancer services in outer urban and large regional centres if feasible  

 Reduce the need to travel when possible through alternative means of follow-up 
such as wound checks and minor follow up undertaken via video conferencing or 
telehealth or at a local health service 

 Increase outreach delivery of specialist care in community-based services to 
overcome some of the barriers relating to distance, communication and cultural 
appropriateness of services 

 Provide a welcome to country from a Noongar Aboriginal elder as part of arrival in 
the metropolitan area 

Accommodation 

 Ensure provision of adequate and culturally safe accommodation facilities that are 
easily accessible to treatment services and offer adequate safety and support. 

 Recognise the importance for Aboriginal people of family members being able to 
stay with them and provide support.  

 Ensure patient support services have a welcoming atmosphere and are proactive in 
attending to the needs of Aboriginal patients 

 Recognise the need for patients in self-catering facilities to have access to shops and 
transport and encourage the availability of healthy traditional foods.  

Hospital Environment 

 Improve the hospital environment and make it welcoming for Aboriginal people by 
providing a culturally sensitive environment (through Aboriginal staff, Aboriginal 
artwork, opportunities for painting, yarning places, access to traditional foods, 
access to outdoor gardens) 

 Facilitate return of Aboriginal patients to their homeland for continued care where 
possible 

 Develop an effective and efficient coordination process that involves the hospital, 
the patient and their family, and primary care provider  

 Ensure that there is access to Aboriginal interpreters for Aboriginal people who are 
not confident speakers of English, and that staff understand differences in Aboriginal 
communication styles 
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Aboriginal Support and Liaison 

 Consider patient advocates or navigators to provide support and assistance to the 
patient and their family by negotiating system barriers 

 Provide information and help in with accessing relevant support agencies 

Transfer of Care 

 Develop systems that support improved linkages back with primary care services 

 Ensure ongoing access to appropriate psychosocial support with an emphasis on 
enhancing well-being 
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Abstract
Background: Little is known about the use of bush medicine and traditional healing among Aboriginal Australians for 
their treatment of cancer and the meanings attached to it. A qualitative study that explored Aboriginal Australians' 
perspectives and experiences of cancer and cancer services in Western Australia provided an opportunity to analyse 
the contemporary meanings attached and use of bush medicine by Aboriginal people with cancer in Western Australia

Methods: Data collection occurred in Perth, both rural and remote areas and included individual in-depth interviews, 
observations and field notes. Of the thirty-seven interviews with Aboriginal cancer patients, family members of people 
who died from cancer and some Aboriginal health care providers, 11 participants whose responses included 
substantial mention on the issue of bush medicine and traditional healing were selected for the analysis for this paper.

Results: The study findings have shown that as part of their healing some Aboriginal Australians use traditional 
medicine for treating their cancer. Such healing processes and medicines were preferred by some because it helped 
reconnect them with their heritage, land, culture and the spirits of their ancestors, bringing peace of mind during their 
illness. Spiritual beliefs and holistic health approaches and practices play an important role in the treatment choices for 
some patients.

Conclusions: Service providers need to acknowledge and understand the existence of Aboriginal knowledge 
(epistemology) and accept that traditional healing can be an important addition to an Aboriginal person's healing 
complementing Western medical treatment regimes. Allowing and supporting traditional approaches to treatment 
reflects a commitment by modern medical services to adopting an Aboriginal-friendly approach that is not only 
culturally appropriate but assists with the cultural security of the service.

Introduction
Indigenous Peoples' concept of health and survival is both
the collective and individual inter-generational contin-
uum encompassing a holistic perspective incorporating
four distinct shared dimensions of life, which are the spiri-
tual, intellectual, physical, and emotional. Linking these
four fundamental dimensions, health and survival mani-
fests itself on multiple levels where the past, present and
future co-exist simultaneously[1]

The holistic health care system has been practiced by
people from different ethnic and cultural background

worldwide[2]. While these health systems in various parts
of the world share certain characteristics that distinguish
them from biomedicine, approaches to health and heal-
ing are diverse and changing over time. Nevertheless,
some commonalities can be distinguished [3]. In Austra-
lia (as elsewhere), Aboriginal people have relied on plants
for many of their needs, including as a medicine in treat-
ing their ailments[4]. Aboriginal and Torres Strait
Islander people are the Indigenous people and original
inhabitants of Australia. In this paper, 'Aboriginal' has
been used to refer to the Aboriginal and Torres Strait
Islander people who are traditional inhabitants and
Indigenous people of Australia. 'Indigenous' has been
used when we refer to descendents of the native or first
nation inhabitants of other countries prior to European
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colonisation. Since colonisation, the lifestyles of Aborigi-
nal Australians have endured significant change through
dispossession of land, social disruption, racism, cultural
suppression and discriminatory government policies[5].
Consequently, people's usage of plants and maintenance
of traditional cultural beliefs and practices, including tra-
ditional medicine and healing practices[6] have varied
according to the impact of colonisation on their connec-
tion to country and culture. Previous research confirming
the use of traditional medicines[6,7] by Indigenous peo-
ple have recognized that failure to understand and com-
municate about such usage may result in patients'
dissatisfaction and non-compliance with existing bio-
medical treatment services[8,9]. This however, has not
translated to mainstream health service providers who
appear to have little recognition and acknowledgement of
the belief in and use of traditional healing practices and
medicines by Indigenous patients[10,11].

This analysis arose in the context of a research project
that aimed to explore the beliefs, understanding and
meaning of cancer to Aboriginal people in Western Aus-
tralia (WA) and their experiences with cancer services.
Although the use of bush medicine was not a particular
focus of the study a number of participants raised the
issue of using traditional healers and bush medicine for
cancer during their interviews.

This paper provides an overview of the use of bush
medicine and traditional healing amongst Aboriginal
Australians for their treatment of cancer and the meaning
attached to it and argues for health service providers to
recognize its importance in the life of Aboriginal people,
especially during consultation. Effective and culturally
sensitive health care provision for Indigenous communi-
ties requires respect for patients' beliefs and practices of
healing. Healing is 'a process that brings parts of one's self
(physical, emotional, mental and spiritual) together'
which 'can result in an integrated and balanced whole
self '[12]. Thus, it includes ceremonies, traditions, values
and ideas related to Indigenous culture[12]. There exists
limited written information on such healing traditions in
Aboriginal Australian communities as secrecy and mysti-
cism are attached to the use and origin of such practices
and medicines.

Aboriginal Australians and Cancer
In recent years there has been an increased priority given
to Aboriginal cancer in mainstream health[13]. When
compared to the difference in life expectancy between
Aboriginal and non-Aboriginal Australians[5], cancer is
now one of the leading causes of death amongst the
Aboriginal population[14,15]. For many years cancer was
not prioritized as a health issue, primarily because of the
low life-expectancy of Aboriginal Australians and more
immediate and obvious health problems. Overall, the lit-

erature suggests that the incidence of various cancers is
lower in surveillance research data[16,17] in part due to
the misclassification of Aboriginal status in cancer regis-
tries[18]. Additionally, as a small minority of the total
Australian population[16], it is difficult to provide statis-
tically significant figures for Aboriginal Australians.
Selected data are available for some cancers, including a
five times higher mortality rate for women's cervical can-
cer[16], and almost two times higher incidence rate of
liver cancer than that of non-Aboriginal Australians. The
limited available data highlights a need for more attention
to be given to Aboriginal cancer.

Aboriginal Australians with cancer are twice as likely to
die from the disease than non-Aboriginal Australians[19].
This could be due to the fact that Aboriginal people are
diagnosed later than their non-Aboriginal counterparts;
have poorer continuity of care and a lower compliance
with treatment[15,20]. They also suffer from cancers
which generally have a poor prognosis but are largely pre-
ventable[15]. The late diagnosis has been attributed to a
general fear of check-ups and screenings[21,22]. Some of
the traditional beliefs surrounding sources of illness attri-
bute the cause of disease to acts of spiritual punishment,
sorcery, payback, taking something from country or tres-
passing on a significant site[23,24]. Payback and sorcery
may be bestowed upon those who do not fulfil social obli-
gations or break a moral taboo[25]. These forms of cul-
tural punishments could explain the reluctance of some
Aboriginal people to seek early intervention for their ill-
ness due to a fear of community shame. Although such
beliefs are primarily held in remote and traditional areas,
these views are also held by urban and metropolitan
Aboriginal populations[25,26].

Late diagnosis and discontinuity of treatment can also
occur due to the fact that the hospital setting is a source
of social unease for Aboriginal patients[25,27]. The prac-
titioner's waiting room can present as a foreign environ-
ment where Aboriginal patients may experience
themselves as outsiders in a sterilized, Western clinical
setting. Additionally the thought of a 'private consulta-
tion' singles out the patient and creates further discom-
fort and shame. As many studies [6,25,27,28] have
pointed out, shame (a violation of cultural or social values
so it is possible to feel ashamed of thought or behavior
that no one knows about) is a unique and powerful emo-
tion to Aboriginal Australians. Another form of shame
can come from gender-specific issues and the resistance
to being examined or having to talk about symptoms with
someone of the opposite sex[25,27]. Shame is also associ-
ated with cancer because many Indigenous people feel it
is a 'white man's disease' [23,28-30]. This sentiment may
discourage Indigenous people from believing they are at-
risk of cancers[23] or may prevent them disclosing their
illness to others[24,28].
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In Indigenous belief systems, health is closely related to
what tasks one can perform in society [25,31], hence,
when treatment takes the patient away from performing,
it is seen as a step backward in health. Treatments that
make the patient sick, such as chemotherapy, are there-
fore deemed to be undesirable[31]. Furthermore, the
holistic health framework associated with Indigenous
health belief purports that spiritual, physical, and emo-
tional factors are essential to ones' interconnected wellbe-
ing[6,30]. This alternate view is in conflict with the
biomedical position which focuses on physical health[25],
thus creating the opportunity for miscommunication and
misunderstanding between Indigenous patients and
Western health service providers that cannot be over-
stated[27,32] to occur. Miscommunication can also occur
due to the ethnocentric setting of the clinic, whereby the
providers of care have different cultural nuances - beliefs,
mannerisms, language and body language- to their
patients, leading to misinterpretation by either patient or
clinician.

Many Indigenous languages do not have a word for
cancer, making it difficult to conceptualize[23]. This
emphasizes the belief that it is a 'white man's disease' that
only came about after colonization. Whether this is true
or whether it was never labelled as cancer until coloniza-
tion is unknown; however, many signs point to the fact

that the change in Indigenous lifestyle from traditional to
Westernized has increased the risk of cancer[33].

Methods
This project was developed in response to a need identi-
fied by health service providers for greater understanding
of Aboriginal Australians' beliefs, understanding and
experiences of cancer, cancer care and treatment[34].
Aboriginal people have also argued for their health needs
to be better understood by the western health system.
The research was approved by the Western Australian
Aboriginal Health Information and Ethics Committee
(WAAHIEC), the Human Research Ethics Committee of
Curtin University and The Royal Perth Hospital and Sir
Charles Gairdner Hospital Ethics Committees. An
Aboriginal Reference Group (ARG) was established,
involved and consulted throughout the study period.

Inclusion criteria for the study involved Aboriginal
adults who were cancer patients, survivors, family mem-
bers of people with cancer or people who died from can-
cer who are or were intimately involved in another's
cancer journey. Detailed description of the processes and
methods for the study are published elsewhere[35]. In
short, recruitment occurred through the networks of the
researchers and reference group members, via health
professionals in primary or tertiary care, through relevant

Table 1: Characteristics of Study Participants

Aboriginal Participants (n = 37) Aboriginal participants who made mention about bush 
medicine (n = 11)

Area of Residence Area of Residence

Urban participants 15 Urban 6

Rural participants 9 Rural 3

Remote participants 8 Remote 2

Category of Respondent Category of Participants

Patients 14 Patients 4

Family Members 16 Family Members 4

Health Service Providers 07 Health Service Providers 3

Sex Sex

Male 8 Male 2

Female 29 Female 9

Age (years) Types of cancer treated

30-39 5 Breast 3

40-49 19 Cervical 2

50-59 9 Head and Neck 1

60+ 4 Lung 2

Unknown 1

General mention about 
bush medicine

2
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Aboriginal Health Services or other local support agen-
cies. Thirty-seven [Demographic details are presented in
Table 1] in-depth open-ended interviews were conducted
with Aboriginal participants (including some Aboriginal
health service providers) in Perth (urban) and in one rural
and two remote areas of WA between March 2006 and
September 2007. Participants included patients and fam-
ily members who were diagnosed or died from different
types of cancer. Most of them were diagnosed with breast
cancer (N = 11) followed by lung (3), cervical (4), bowel
(2), throat (2), head and neck (2), pancreas (1), leukaemia
(1), ovarian (1), mesothelioma (2) and melanoma (1). All
participants spoke English and gave written informed
consent. However, English was not the first language for a
few participants, especially those who were recruited
from remote communities. Participants were asked about
their experience (either in their own life or that of their
family) with cancer. Interviews were audio-recorded and
transcribed verbatim. Thematic analysis was undertaken
where transcripts were reviewed by two researchers inde-
pendently and the material read repeatedly to derive the
key themes. Thematic analysis is independent of episte-
mology and theory providing a flexible and useful
research tool which can give a detailed as well as complex
description of the data[36].

Findings
Of the thirty-seven interviews conducted, twenty-two
mentioned bush medicine in some form. Many were
minor references that did not encapsulate clearly the con-
nection between bush medicine and cancer treatment.
The eleven interviews that made significant mention of
bush medicine (seven were prompted and four were
spontaneous) are the focus for this paper; thus, the com-
ments and themes elaborated reflect only a proportion of
Aboriginal people's perspectives on this issue. The
themes have been organized to explore two questions: i)
what were the key factors for which Aboriginal patients
chose to use bush medicine and ii) what factors influ-
enced their decision not to use it. Subthemes are
described below:

Reasons for using bush medicine for cancer
Respondents who mentioned using bush medicines saw it
as a preventive means to cope with the stress of cancer
and believed that the healing powers could help to cure
and relieve the anxiety and conditions of cancer.

Relieves stress: "... it gets rid of all your internal
stress"

The belief that stress can cause cancer was brought up
by many of the respondents. The views of a number of
participants were encapsulated in a comment by one par-
ticipant who saw cancer arising as a flow on effect of the
disruption and stress following colonisation:

"One minute, Aboriginal people had land and [then 
the] 1905 Act... see all those land taken away. ...so, that 
causes a lot of stress... the stolen generation... stress. We 
know... people were in stress and depression... that sort 
of things can cause cancer." [Urban male participant]

Related to this was the idea that bush medicine reduces
the risk of cancer. Bush medicine was regarded as a pre-
ventive measure as it helped to release stress, making the
person stronger from the inside:

"What happens is... it's a bush... or root... that you boil 
it up... and... it's a browny... it's got like a barky taste 
like a woody taste... But there is something in it... that 
is good for insides, just as a cleanser. Makes all your 
body organs healthy and strong, it gets rid of all your 
internal stress." [Urban male participant]

Another participant talked about maintaining her long-
standing belief in bush medicine and using it even after
being diagnosed with cancer. She explained that a great
deal of Aboriginal people were naive about cancer and
got stressed when they heard the diagnosis. From others'
stories it was clear that, to them, bush medicine could
help in releasing the burden of their illness.

The 2002 National Aboriginal and Torres Strait Island-
ers Social Survey showed that Aboriginal people over the
age of 18 were 1.5 times more likely to have reported
experiencing a life stressor. Lurking in the collective
memory of Aboriginal Australians is the legacy of child
removal (the "stolen generation") and other historical
mistreatments experienced in their recent past with its
devastating effect on cultural practices and living condi-
tions, including creating barriers to the development of
social capital within Aboriginal communities[37].

A connection to spirituality and holistic health
worldview: "Healing is mental, emotional and spiri-
tual as well"

For some of the participants the application of bush
medicine was not only seen as relieving stress but was
also seen as an enabler in maintaining their connections
and beliefs on culture, ancestors and spirituality. The
practice of bush medicines confirmed and supported par-
ticipant's cultural beliefs and attitudes that conformed to
Aboriginal understandings and epistemologies of health
and wellbeing as holistic. Engaging with bush medicines
and the associated healing rituals that accompany its use
is spiritually significant to Aboriginal people whose iden-
tity and connection is embedded in their relationship to
the land. The relationship that Aboriginal people have
with the land is sacred and related to their concept of
health, wellbeing and healing[27]. Two excerpts clearly
illustrate this connection:

"Yeah, their spirituality is always there; they link bush 
medicine with the land, but it is very hard to get, 
because there's not many people who go out and get it. 
You get it from certain trees and what-have-you. But 
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that belief that trying bush medicine will heal them is 
still there." [Urban female participant]

Consistent with several other interviewees, this partici-
pant would not go into particular detail about where you
can get bush medicine and what it is. This keeps the spir-
itual mysticism alive.

"An old lady came up there with a bottle. I said, I can't 
eat for six months... can't swallow anything. She said, 
"You drink it, and you would get better." And I believed 
that. And it's gone. I went back for the check-up, and 
the doctors asked me, "Hey, what did you do? It's not 
there. What did you do? Did you see someone special?" 
I said," Yes, there was this old black lady. She pushed 
me to drink. And I had it." He said, "Bring that to me." 
He wanted to know the secret. No, you can't. You have 
to get it from that old lady. It belongs to her. I hadn't 
got it. She had got it. So, I asked to the lady, and she 
said, "It belongs to the land. Leave it where it is." That's 
the way life is. If you want anything, you go and ask for 
it. " [Remote male participant]

For this participant, the spirituality associated with
healing comes from and belongs to the land. To relin-
quish the bush medicine to the doctor would be subject-
ing it to a western medicalised inquiry that conflicts with
that spirituality and with the holistic health worldview.
The patient wanted to maintain the sacredness of his
relationship with the country and its spirits. It could also
be about protecting Aboriginal knowledge from appro-
priation by the western system which in the past has been
highly exploitive. The old lady's response was a recogni-
tion of cultural protocols and affirmation of ownership in
that, she did not have the authority to pass on the infor-
mation. This highlights the tension between what is
allowed to be public knowledge by Aboriginal people and
what remains private.

Healing and the holistic health worldview were stressed
several times, particularly by two interviewees who
worked in health care. One of them emphasised that
'healing isn't just a physical thing' rather it is very much
related to patients' 'mental, emotional and spiritual' state.
This worker firmly believed that sometimes miracles do
happen in life, and people could recover, even from seri-
ous illnesses like cancer. As one female participant who
worked in an urban Aboriginal medical organization
stated: "the spirit world is an integral part of day-to-day
life; yes, absolutely". The allusion to 'miracles' by the first
respondent also supports the idea that bush medicine is
spiritually-based. These participants reinforced the need
to cater to the spirituality of Aboriginal patients as part of
the healing process.

Many participants generally argued for accepting and
communicating about the use of bush medicine with
Aboriginal patients in their cancer treatment plan con-
currently with western medicine. One participant who

was a medicine-man expressed his feeling about someone
benefitting from his medicine: "if it worked... if either one
(white-men medicine or the black-men medicine) that is
good because it gives you a chance". To help in this way
confirmed the man's healing ability, establishing his iden-
tity and status in the Aboriginal community as a healer
and validating Aboriginal knowledge as having a legiti-
mate place alongside western medical approaches. He
also stated that he did not take money for bush medicine
as he believed his ancestors would not approve, demon-
strating his deep spiritual respect for his ancestral rela-
tions, a recurring theme in Aboriginal communities.
Participants commonly noted that believing in the effec-
tiveness of bush medicine is important: described by one
participant as "pure positive thinking". Another partici-
pant clarified that bush medicine and western medicine
were not incompatible:

"a lot of people say, 'Oh, yeah, that's just a lot of rub-
bish' and especially you will find doctors that say 
so...No, I'd never say, 'Discard conventional medicine 
and just concentrate solely on this', because I think it's 
got to complement each other, and if you've got those 
beliefs already... that this is gonna help you, it will 
(emphasizing). It may not cure you. It may not save 
your life, but it will help you, even if it's only in a men-
tal or an emotional way of help. So, I really do believe 
that it would help, and have just having somebody 
there to go and smoke the house... to get rid of all the 
bad feelings. I mean that's ... a lot of these are very spir-
itual stuff that Aboriginal people have known for mil-
lennia," [Urban female participant]

Bush medicines and traditional healing approaches are
compatible with other complementary, alternative and
integrative medicines, of which the use is increasing
among patients with cancer, with the average prevalence
rate of 31.4 percent in the Australian population[38]. This
underscores the need for complementary therapies such
as bush medicines and spiritual healing to be discussed
with all patients undergoing cancer treatment. This was
put into the context of ancient cultures by one partici-
pant:

"Chinese have been practicing all this acupuncture, 
acupressure and all those sorts of things for thousands 
of years, and now it's all in vogue, so it's all right. It's 
the same thing with the bush medicines. Even medita-
tion! and all these things. They are all of a sudden 
miraculously, 'Yes, they do work.' Well a lot of Aborigi-
nal people, and old cultures have known that for so... 
long." [Urban female participant]

As the Indigenous concept of wellness and hence heal-
ing is linked to their culture and spirituality, there is a
need for health care providers to acknowledge and
respect this component of Indigenous beliefs when pro-
viding health care.
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Adverse reaction from biomedicine: "Radiation and
chemo nearly killed me"

"I know a couple of people who chose the bush medi-
cine once they read up about chemotherapy and the 
two per cent of people that chemo cured, they took 
their chances with the bush medicine, and they are still 
going. It's either the quality of life or being sick from the 
chemo, that's what they weighed up." [Rural female 
participant]

There are some Aboriginal people who use traditional
medicine as an alternative to Western medicine. Both
cancer patients and the family members felt some people
get scared about the intensive procedures of common
cancer treatments and their side-effects, influencing
them to choose other options instead. As well, some
patients did not cope with the side-effects of chemother-
apy and radiation treatment and disliked having to spend
long periods away from their family and home town. This
was made more salient for Aboriginal women if they had
the responsibility of taking care of their children and
grandchildren, impacting on the choices made between
using traditional healing and medicine so that they did
not have to go away. One respondent summarized:

"It's hard for a lot of people. So, they prefer to either go 
for bush medicine or not take the treatment, because 
they know that they are going to be away for a while 
from their family."

The perception of some of the participants towards
bush medicine was how well people were when they were
taking it: "She looked better when she took the bush medi-
cine". These perceptions confirmed and validated the
healing qualities of bush medicine as an alternative or as a
complementary approach to Western medicine.

Last resort and desperation to try everything: "at the
end we were just clutching to hope"

One urban female participant shared the story of her
young relative who had died of cancer. The patient kept
faith with the Western doctors, hoping that they were
going to fix the cancer and seeing them as 'miracle-mak-
ers'. However, when everything failed the family turned
back to their traditional treatment which by then was too
late as the cancer had advanced too far. After sharing her
story, the participant admitted that "really, they (doctors)
are not miracle-makers and, we've got to start doing some
stuff, too." Attempting a range of different healing options
to treat cancer, especially when Western medical treat-
ments have not worked are not uncommon in many soci-
eties[39,40] and is another reason why some people turn
to alternative medicine.

Having cancer caused fear and was often associated
with fatalism about the likely consequences. Upon diag-
nosis, many people started thinking immediately about
death and consequently panicked. This fear prompts

them to desperately try everything to cure the disease.
One participant said:

"I would try different treatments. I would try what I 
have heard works. I would definitely try the hospital, 
what they had to offer. I would try... if I had heard of a 
good bush medicine that could fix it, I would try that. 
Ye.., I wouldn't be hesitant in using alternative medi-
cines at all, whether it be from the Aboriginal bush 
medicine or from somewhere else." [Urban female par-
ticipant]

Although this participant reported not knowing much
about bush medicine because she grew up in urban areas,
she said she would give anything a go if somebody said
that it could work.

Reasons why bush medicine was not used
Many respondents did not use bush medicine or did not
talk about the use of bush medicine during the inter-
views. For many, it was not because they did not want to
use bush medicine, but rather that they did not have
access to the source, got confused about what would be
better for them to use, or were unsure about the process
of taking it.
Not easy to get
Many participants, especially Aboriginal people who
lived in the city and in the rural towns admitted that it
was hard to get bush medicine, as most traditional heal-
ers lived in rural and remote areas. This meant that they
either had to travel away from where they lived or organ-
ise for the traditional healer and supplier of bush medi-
cine to travel to where they lived; both a time-consuming
and expensive exercise. These issues restricted their
choice of using bush medicine. Some people also
explained that although they wanted to use bush medi-
cine, they did not know who, how and where to contact a
traditional healer.

One participant when asked if they had taken any bush
medicine replied:

"No, no. No, I haven't had any. No, I got to go up to 
Wiluna and get some." [Rural female participant]

It should be noted here that a healer has to be autho-
rized to be able to practice and prescribe bush medicine.
As one participant described:

"The 'ok' to use it. You just can't go and use it. He told 
me that I could go ahead and get the medicine, and 
prepare them, and use it. Otherwise, in our ways, you 
can't just use it unless anybody given the 'ok' to you to 
use it. So, he gave me the 'ok' to use it." [Urban female 
participant]

Being given the authority to collect the plant used for
treating cancer also involved being trusted enough to be
told where to harvest it, how to prepare the medicine and
how and when to take it. For this to happen requires that
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the person has a good relationship with the healer, who
would not hand over his/her knowledge over lightly.

Urbanized Aboriginal people: "... we are urban
Aboriginal, we are not traditional"

A devastating effect of colonisation was the alienation
and disconnection of Aboriginal people from their land,
their cultural heritage and traditions. Being taken away
from their family and raised elsewhere on missions or
placed in non-Aboriginal families was traumatic for those
who were removed. The separation from their traditional
country and families and the relocation to urban and
regional centres meant that for some there was a loss of
cultural knowledge, language and tradition. Some
respondents admitted that they had lost their connection
with their traditions and culture, while others said that
they continued to visit their homeland occasionally, for
funerals or other ceremonies. Participants who grew up
in Western society and had been exposed to Western
education had access to modern technologies and infor-
mation systems and a reasonable knowledge of the cancer
that troubled their family member. Many of these people
did not try to look for bush medicine and traditional heal-
ing. As one of the participants said:

"We were born into ... a society that were fully func-
tional at that time... we are urban Aboriginal, we are 
not traditional. We have access to information, tech-
nology, whatever. We didn't have any Aboriginal reme-
dies... or anything like that..." [Urban female 
participant]

However, not all urban Aboriginal people subscribed to
this view. Traditional beliefs and practices persist
amongst many urban Aboriginal people and may become
visible only when it affects those who are close[41]. 18
participants reported that they had connections with
some traditional practices, but not in a very strong way.
For example, use of bush medicines was one thing some
of the families were practicing despite limited knowledge
and access to other traditional healing practices.

Another reason given by some participants for forego-
ing traditional practices was religious beliefs. Christianity
was imposed as part of the colonizing process and with
this came restrictions upon Aboriginal peoples' life-style
and values system[41]. Many Aboriginal people were
exposed to Christianity within the missions, places where
they were forced to leave their Aboriginal beliefs, culture
and traditional rituals behind. Those directly affected by
missions and subsequent generations, who have grown
up in a "Christian" environment, may regard traditional
Aboriginal beliefs as akin to paganism and thus discour-
age their use. In the words of one participant:

"We didn't use traditional medicine or anything like 
that. Because we are not traditional Aboriginal, and 
our family was Christian based, and so...We put our 
trust on God." [Urban female participant]

Dilemma of usage: "I was a bit worried taking any of
that..."

Secrecy and mystery abound in the Aboriginal commu-
nity about the use and availability of bush medicine. This
inevitably means poor availability of accurate information
regarding its actual use. As Western medicines usually
have detailed prescriptive and side effect information
available, this created an expectation among some
Aboriginal people for similar processes and information
being available for bush medicine. As one participant
said:

"I was a bit worried taking any of that because none of 
them could tell me exactly how much, what quantity 
to take and I was worried about that...." [Rural female 
participant]

Another participant from the rural area said that she
tried bush medicine but had severe reactions (rash and
urine infections) so she stopped it. She wanted to just stay
on bush medicine provided more accurate information
and guidance was given to her. The conflict between the
use of western and traditional healing meant patients had
to make choices, presumably based upon their relative
confidence in what each treatment would offer: "I tried
[bush medicine], but, yeah, I think it reacts with all my
tablets I'm taking."

Discussion and Conclusions
There has been little study of the role of bush medicine
and other traditional healing in contemporary Aboriginal
society in Australia, and very little about the use of tradi-
tional medicine in cancer treatment: what information is
available is anecdotal. The desire to use traditional medi-
cines among Aboriginal patients is still widespread, even
for a serious disease like cancer. Aboriginal participants
in the study acknowledged traditional healing practices
and use of bush medicines as important aspects of cancer
treatment. Bush medicine has spiritual significance for
Aboriginal people as it is natural, comes from the land,
connects to identity and spirituality and plays an impor-
tant role in people's health and wellbeing. Bush medicine
is also connected to the holistic world view in such a way
that the interplay between the physical, emotional, social
and spiritual aspects is crucial in attaining wellbeing.
Whereas hospitals and Western medical systems are rep-
resentative of the dominant society reminding Aboriginal
people of their loss of cultural knowledge, access to the
traditional healing system, bush medicine and other heal-
ing processes repairs some of the damage inflicted by col-
onisation. The opportunity to access traditional
knowledge through other groups who have retained this
knowledge can be reassuring for Aboriginal people with
cancer.

People often turn to spirituality in dire situations, and
this is the same for cancer which is often regarded as a
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death sentence[24]. Aboriginal people with cancer who
were at the end-of-their life phase and were away from
their home indicated that they wanted to go home. On
returning to their home they then incorporated bush
medicine and other traditional healing processes into
their treatment. Findings from the study revealed that the
use of alternative medicines and approaches in cancer
treatment often brought comfort and peace to the
patient. Unlike Western medical treatments, traditional
healing is embedded in holism and challenges the bio-
medical system that Aboriginal patients have to deal with.
The use of traditional medicines and healing can
empower patients in the health process, creating possibil-
ities for positive outcomes.

This study revealed that in Aboriginal communities the
cause of cancer is attributed to a number of different
things; stress and/or the influence and impact of the
dominant culture and sometimes cultural causes. It is
often interpreted as a "white-man's disease" and linked to
colonisation. These factors can create a hesitation to use
bush medicine because of the pressure and expectation to
engage with the dominant health system and the well-
established biomedical model. On the other hand, bush
medicine is considered culturally safe, a practice con-
nected to Aboriginal ways of being and doing. Applying
bush medicine and engaging with an Aboriginal healer
provides comfort from a cultural perspective that is
healthy and healing for the spirit. This explains why some
Aboriginal Australians see bush medicine as a non-stress-
ful alternative treatment for a disease that may be attrib-
uted to stress.

For health care providers, it is important that they have
an appreciation and understanding of Indigenous belief
systems in relation to health care, and work to incorpo-
rate this understanding into their service delivery. One
way to do this would be to adopt a family-centred, inte-
grative approach that works with the individual in con-
cert with their familial and cultural support. Applying
this type of approach not only respects Aboriginal peo-
ple's choice to utilize bush medicine as a part or whole of
cancer treatment and their overall search for health and
wellbeing, but recognizes and begins the journey of work-
ing with Indigenous epistemology and ways of doing.

It is also of value for practitioners to know that their
patients are taking bush medicine because there can be
potential risks involved in using both. Plants, leaves and
trees used in making bush medicines may be bioactive
and can have physiological, emotional and psychological
effects. A well-known example of a herbal drug that inter-
acts with biomedicines is St. John's Wort, Hypericum
perforatum, which is a traditional European herbal drug
used to treat mild depression that interacts with a wide
number of biomedicines, including anti-retroviral drugs,
oral contraceptives and warfarin[42].

Another risk that medicinal plants may pose is that
they often may not be safe to use. Effects may not be
immediate, and the potential toxicity of plants may be
hidden to traditional healers. Many of the plants used tra-
ditionally by Aboriginal people in Australia have not been
studied phytochemically, thus this is an unknown area.
Thus, acceptability and understanding of the use of these
medicines would provide a rationale for dealing with such
issues. Further exploration of these issues may be needed
but this needs to start with clinicians being alert to the
possibility of use of bioactive agents that are not pre-
scribed.

Recognition and understanding of the use of traditional
medicine and healing system can boost the confidence of
Aboriginal people to access mainstream services and it
will definitely improve the delivery of health services to
Aboriginal communities. Both medicine needs to be sup-
ported and developed with enduring research so that the
therapeutic value of traditional medicine can be judged
and understood. The growing popularity and use of com-
plementary and alternative medicine world-wide may
assist and support the improvement and sustainability of
Aboriginal Traditional medicine and healing in Australia.
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7.1 Introduction 

This PhD research was conceptualized and developed while the researcher was 

involved in the project entitled “Improving Cancer-related Services for Aboriginal 

People: Possible Roles for the Cancer Council Western Australia”. The project 

included undertaking an environmental scan of existing and past programmes and 

practice in Indigenous cancer control by member organisations of The Cancer 

Council Australia. A comprehensive literature review was undertaken as part of that 

project, identifying and critically analysing both peer reviewed and grey literature on 

epidemiological data and cancer-related initiatives among the Indigenous populations 

of Australia, Canada, New Zealand and the United States of America (USA). The 

aim of the review was to:  

• identify the strengths and gaps in the literature  

• identify the key issues and understand the pattern and risk factors of cancer 

among Indigenous populations in those four countries 

• identify the approaches adopted to deal with this health problem, particularly 

successful approaches to increasing engagement with cancer issues and 

cancer control among Indigenous populations.  

The literature review identified that limited information was available regarding 

cancer among Aboriginal Australians (Condon et al. 2003; Cunningham et al. 2008; 

Roder 2007; Valery et al. 2006). The lack of attention given to this issue had 

generated an erroneous impression that cancer did not have a great impact on the 

Aboriginal population (Thompson, Shahid, and Beckman 2006).  

 

However, Canada and the USA had recognised the need for in-depth understanding 

of Indigenous people’s beliefs about cancer and their needs with regard to cancer 

treatment and care as defined by them (Aboriginal Cancer Care Unit 2002; 

Burhansstipanov 1999, 2001; Burhansstipanov et al. 2001). As the literature review 

has shown, few recent publications from Australia have identified that understanding 

and acknowledging differences in the perceptions, needs and preferences of 

Aboriginal people is critical to engaging them better with the services (McGrath et 

al. 2006; Prior 2009). Moreover, barriers to accessing cancer care services had been 
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identified in the other three countries (New Zealand Health Strategy 2001; 

Burhansstipanov et al. 2001; Aboriginal Cancer Care Unit 2002) but not in Australia. 

Identifying the barriers had led to recommendations and strategies had been adopted 

accordingly. Individual views and experiences regarding cancer and cancer services 

and their effect on people’s care-seeking behaviour were prioritised in each country, 

and diversified beliefs and attitudes were explored through research at various levels 

(New Zealand Health Strategy 2001; Thompson, Shahid, and Beckman 2006; 

Aboriginal Cancer Care Unit 2002; Shahid, Beckmann, and Thompson 2008; Walker 

et al. 2008). When this current study was started, Australia was far behind the other 

countries with regard to cancer research and services for its Indigenous population. 

  

The environmental scan also identified that there was a pressing need to better 

understand the range of issues that lie behind Aboriginal cancer disparities and to 

direct efforts at changes to improve the situation (Shahid, Beckmann, and Thompson 

2008). There has been an increasing recognition and acceptance that health sciences 

research in multicultural settings should employ qualitative research methodology to 

capture accurate and in-depth information on sensitive topics (Denzin and Lincoln 

2005). As part of the research undertaken exploring possible roles for Cancer 

Council WA, interviews with staff had identified that they recognised the need to be 

doing more in Indigenous cancer control, and were keen to do more and do better. 

Some were aware of their ignorance about Aboriginal people and particularly wanted 

more understanding of the socio-cultural perspective of Aboriginal people with 

cancer; others defended their practices by saying “we treat everyone exactly the 

same”. 

 

This need and the dearth of published research in the area from Australia at that time 

led to the development of the research described in this thesis. A phenomenological 

research design was employed to understand and explore the beliefs, understanding 

and perspectives around cancer of Aboriginal people in WA.  It was recognised that 

only by these needs being identified, understood and acted upon, and the real and 

perceived barriers removed, would individuals be encouraged to present earlier and 

Aboriginal cancer outcomes improved. A change in approach and in service delivery 
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was required for screening or assessment to occur early enough and for those 

affected to engage in treatment. Ultimately, through the research it was hoped to find 

information that could be used by policy makers, service providers and planners to 

improve mainstream services to meet the needs of Aboriginal people.  

 

7.2     Overview of the study findings 

Some of the key findings from the research are summarized below.  

One key research question was whether beliefs and understanding of cancer 

contribute in any way to Aboriginal people’s decision-making process around 

accessing cancer treatment services. Findings from this exploratory research are 

summarized in the following few paragraphs.    

   

Beliefs, views and attitudes have been found to have profound implications for 

peoples’ receptiveness to, and participation in, prevention, early-diagnosis and 

treatment programmes (Germov 2005; Aboriginal Cancer Care Unit 2002, 2002). 

Burhansstipanov (2001) highlighted some cultural issues that hinder early detection 

and treatment of cancer among Native Americans (Burhansstipanov 2001; Shahid 

and Thompson 2009). Prior (2005 and 2009) and McGrath and colleagues (2006) 

also identified that Aboriginal people sometimes keep their cancer diagnosis secret 

due to the cultural belief of “bad spirits”, sorcery and payback (McGrath et al. 2006; 

Prior 2005, 2009).   

 

Similar findings were obtained from this study. A pessimistic attitude about cancer as 

a ‘killer’ was very common among the research participants and this affected their 

decision to access services from initial presentation with symptoms, diagnosis, 

treatment, through to follow-up after treatment. Most of the participants, irrespective 

of rural, remote and urban residence, had limited understanding that progression of 

cancer can be slowed or even cured with timely Western medical treatment. Shame 

and fear attributed to cancer often made people reluctant to talk about cancer and 

their symptoms (Prior 2005; Shahid, Finn et al. 2009). Consequently cancer is often 

diagnosed at an advanced stage, and hence there are low survival rates among 
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Aboriginal patients with cancer. This poor survival rate reinforces the negative 

perceptions of cancer, and the shame associated with the disease means few positive 

stories of surviving the disease are disseminated in the community. 

 

Stigma and shame attached to cancer diagnosis was reported for participants from 

urban, rural and remote areas alike. Some people had an underlying belief that cancer 

is contagious and this can result in cancer patients being isolated from their 

communities and deprived of the help they need from their family and friends 

(Shahid, Finn et al. 2009). Similar findings were obtained from a study conducted in 

Northern Territory (McGrath et al. 2006). 

 

Traditional and mystical beliefs about the cause and implications of having cancer 

are widespread among Aboriginal people. Cancer, like many other diseases, is 

associated with the spiritual world of curse and payback, and these impacts upon 

people’s choice of cancer services. The concept of wholeness and balance in good 

health and well-being incorporates the essential belief that the physical, mental, 

spiritual and emotional aspects of life are connected and cannot be separated. This is 

fundamental to many Indigenous beliefs (Aboriginal Cancer Care Unit 2002) and  

affects all aspects of decision-making and cancer management among Aboriginal 

Australians. Mainstream services, by not acknowledging or addressing such 

alternative perspectives on health and treatment, can often contribute to a general 

attitude of mistrust and pessimism which is common among Aboriginal patients. 

Close to half (n=18) of the Aboriginal participants in this study mentioned use of 

bush medicine and traditional healing concurrently or as an alternative to Western 

medicine and treatment for cancer. Although cancer has been conceptualized as a 

“Western” disease (Aboriginal Cancer Care Unit 2002; Prior 2005; Burhansstipanov, 

Lovato, and Krebs 1999), traditional treatment alternatives are still preferable to 

many Aboriginal people (Shahid, Finn et al. 2009). 

 

This study also found that a lack of knowledge and understanding about symptoms of 

cancer was another major contributor to Aboriginal people delaying seeking health 

care in response to symptoms, or being dissatisfied and non-adherent with their 
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cancer treatment. Some people did not understand what they were being told by their 

doctors and specialists about the treatment, the requirements and possible outcomes 

from treatment, the importance of follow-up after treatment, and so on. It was often 

reported by participants that Aboriginal people lacked appropriate support during 

their post-operative recovery phase; did not get adequate and appropriate information 

from the hospitals; and did not have experience and knowledge about how they could 

manage their daily life after treatment. All these contributed to many Aboriginal 

patients and their families reporting that they felt uncomfortable and uncertain while 

using mainstream cancer services and treatment options. This also contributed to 

developing distrust towards the system which did not meet their needs (Shahid, Finn, 

and Thompson 2009; Shahid, Finn et al. 2009).  

  

A second question for this research related to understanding the practical barriers and 

experiences of Aboriginal people in accessing treatment and cancer services.  

Effective communication and understanding between patients and health care 

providers is critical for quality health care delivery, patient satisfaction and effective 

treatment (Cooper and Roter 2003). Miscommunication between service providers 

and Aboriginal clients was identified as one of the major barriers to Aboriginal 

people’s access to mainstream health services. Several impediments to effective 

communication between Aboriginal patients and health care providers were 

identified (Shahid, Finn, and Thompson 2009). One study from New Zealand has 

also identified similar issues to this study, with miscommunication an issue in Maori 

patients’ and survivors’ cancer journeys (Walker et al. 2008).  

 

Distrust stemming from past experiences of colonisation, negative experiences 

within hospitals, dispossession of lands and destruction of culture, and racism also 

impede some Aboriginal people from relying upon the Western medical system and 

doctors. Participants’ views were often shaped by recollections of previous personal 

and collective experiences (Shahid, Finn, and Thompson 2009; Walker et al. 2008). 

They shared stories of times when they were discriminated against while accessing 

services, and when Aboriginal people had died when they were turned away from 

hospitals or were not given the right treatment. This history was carried over into 
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interactions with health service providers, and resulted in mistrust of mainstream 

services. 

 

‘Logistical and infrastructure barriers’ was a major theme that emerged from the 

interviews and was identified as another hurdle for Aboriginal people to overcome to 

access mainstream health and cancer services. Outcomes described relate specifically 

to the basic whole-of-treatment infrastructure which governs the treatment 

experience for rural and remote dwelling Aboriginal patients. This includes transport 

and accommodation arrangements, hospital environment and infrastructure and 

Aboriginal support/liaison across these basic necessities. Issues relating to expense of 

treatment and medication were also mentioned (Shahid, Finn et al. 2009).  

 

Lack of culturally competent support services within the hospital setting is a crucial 

barrier. During this research, it was found that no interpreter service for Aboriginal 

languages was available within the tertiary hospitals that treat cancer. There was an 

inadequate number of Aboriginal Liaison Officers (ALO) to help patients to feel 

more informed and comfortable about the whole cancer treatment process. Patients 

often arrived at the hospital completely unprepared for the experience, lacking basic 

necessities such as money to purchase food and clothing suitable for the climate in 

Perth. Participants identified that if Aboriginal patients were aware in advance of 

what was going to happen and the likely length of stay in the hospital, they could be 

better physically and mentally prepared. Aboriginal cancer patients need psycho-

social support – an Aboriginal Health Worker, a counsellor or social worker who can 

sit and listen to them and source appropriate help for any issues raised. Although 

many of the issues identified are applicable to non-Aboriginal people as well, the 

extent of the impact on Aboriginal people is compounded by other factors including 

their collective historical experience, cultural background, needs and preferences, 

and poorer socioeconomic circumstances. 

 

Participants in this research emphasized culturally sensitive interpersonal contact 

between a patient and a provider. Aboriginal patients and their family members 

wanted an ongoing, trusting and warm relationship with a provider. To them, good 
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care must encompass relational issues such as being treated with dignity and respect 

and being given a say in decisions that affect their life. Opportunities to have family 

around at a time of fear and stress to provide familiarity and support were paramount. 

Acknowledgement and understanding that all Aboriginal people are not the same    

and respect for the importance of land and community to Aboriginal patients were 

also reiterated in the comments of many participants. This perspective conforms to 

the principles of cultural studies which often concentrate on how a particular 

phenomenon relates to matters of ideology, nationality, ethnicity, social class and 

gender (Serrat 2008). 

 

7.3 Limitations of the research 

This study initially proposed to look at the experiences of Aboriginal people and of 

the health service providers who are involved in providing care following diagnosis 

of cancer. To gain insight into the experiences of Aboriginal cancer patients, both 

survivors and/or family members of a person who had died from cancer were 

interviewed. These interviews form the subject of this thesis. The other group which 

can provide important insights are the health service providers, but due to time 

constraints and the interest from the stakeholders regarding the views and beliefs of 

Aboriginal Australians on cancer, the interviews with health service providers remain 

substantially unanalysed and are not included in the publications to date or in this 

thesis. Health service providers’ views and perspectives on their experiences in 

dealing with Aboriginal patients will be analysed and reported in further 

publications. Suffice to say at this point that the views and insights of those 

interviewed varied considerably. 

 

The ideas that formed the basis of this research were submitted as a grant application 

to the National Health and Medical Research Council and Cancer Council 

competitive grants by my supervisor and colleagues over two years. Fortunately, the 

proposal received a $60,000 grant in one year, but despite the efforts of the 

researchers, funding was not secured beyond one year. Thus funding fell well short 

of what would have enabled the research process to engage fully and intensively with 

the Aboriginal communities that assisted with the research. In particular, this has 
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restricted opportunities to provide optimal feedback to participants and Aboriginal 

communities and for optimal research translation. Furthermore, the researchers have 

not had the resources to provide and seek personal feedback to and from the study 

participants. However, I have presented these findings to many Aboriginal 

community representative forums organized by other organisations and obtained 

feedback from the attendees. In addition, my supervisor and I have presented the 

findings to various Aboriginal and non-Aboriginal organisations and health service 

providers to increase their understanding about issues related to Aboriginal people 

with cancer. We have continued to engage in advocacy and sharing knowledge about 

Indigenous cancer issues. Copies of the interviews were sent to some participants and 

other organisations are utilising the study findings and the information voiced by 

participants to inform their activities. This has been done with care not to breach the 

confidentiality of the participants.  

 

Men were under-represented among the participants of this study. Contributing 

factors could be that the key interviewer was female; the predominance of women 

among the Aboriginal Reference Group (ARG) members and in the community-

based health workforce; that women utilize health services and seek help for their 

sicknesses more often than men; or, because men have more aggressive cancers, 

present later and there are fewer male survivors of cancer. Funding constraints meant 

it was not possible to employ a male interviewer during the interview phase, in spite 

of the researchers recognising and acknowledging there may be sensitivity for some 

Aboriginal men in talking about cancer with a non-Aboriginal female interviewer. 

We had no evidence that men had cultural constraints that proscribed their 

participation in the research although this may be another explanation for the lower 

number of male participants.  

 

Issues of language may also have impeded both the interviews and their 

interpretation. As the primary interviewer, I undertook all interviews in English. 

Even if there had been funding to pay Aboriginal interpreters, the lack of 

professional interpreters would have posed a problem in small communities. The 

criterion that participants had to speak and understand English means that the views 
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and experiences of more traditional Aboriginal people, for whom English may be a 

third or fourth language, are missing from the data and the analysis. 

 

This study required time to consult Aboriginal stakeholders before Ethics Committee 

approval was obtained. It then took eighteen months to undertake the data collection. 

Building relationships, trust and linkages with communities were prerequisites to 

conducting interviews in the community setting, all of which took time. The 

imperative to provide feedback and ensure that the information gained was used to 

inform services and system improvements for Aboriginal people meant that these 

“responsibilities” all delayed completion of this thesis. As a researcher, I was torn 

between my desire to complete the thesis and my obligations to the participants to 

ensure that their stories could ultimately make a difference and inform service 

planning. The difficulties of undertaking collaborative research from an academic 

environment have been described by MacLean and colleagues (MacLean, Warr, and 

Pyett 2009) and are challenges that I came to understand well. Issues such as the 

time-consuming process of consultation and negotiation with several stakeholders, 

difficulties securing funding for community-oriented qualitative research, uncertainty 

around appropriate and adequate information provided to stakeholders and to  

communities; and the requirements to publish in academic journals and so on are 

well-known issues which influenced and impacted upon the progress of this research. 

Members of the Aboriginal community, understandably, do not generally appreciate 

the requirements of academic research and nor does the academy fully understand 

the obligations and time consuming nature of undertaking research with Aboriginal 

communities.  

 

Finally, this research was undertaken in a number of communities in Western 

Australia. There is tremendous diversity in Aboriginal communities and even within 

the one community and the beliefs and experiences of individuals are likely to be 

quite heterogeneous. Hence, caution needs to be exercised in interpreting the 

research findings in terms of their applicability to the views of Aboriginal people 

throughout Australia or even WA. However, the views expressed by the participants 

in this study overlapped in many areas with those of the few other published studies 
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within Australia (Lowenthal, Grogan, and Kerrins 2005; McGrath 2000; Toussaint, 

Mak, and Straton 1998; McGrath et al. 2006; Prior 2005; Prior 2006; Prior 2009) and 

even those of Indigenous people in other developed countries (Burhansstipanov 

2001; Aboriginal Cancer Care Unit 2002; Burhansstipanov, Lovato, and Krebs 1999; 

Shahid and Thompson 2009; Walker et al. 2008).  

 

7.4     Research outcomes and directions for future research 

This project identified several gaps in knowledge and understanding about cancer 

and cancer services by Aboriginal people, and a lack of support services within 

Aboriginal communities and in cancer treatment services. These create barriers for 

Aboriginal patients to access treatment during their cancer journey.  

 

A very positive offshoot from the project was identifying an Aboriginal woman, 

Annie Pepper, who initially worked as a cultural consultant to support research 

interviews with participants in the Geraldton area. Listening to a number of 

participants describe their own experiences resonated with the experience of losing 

her own father to cancer. With support from the project, she was able to obtain a six 

month Aboriginal and Torres Strait Islander health promotion scholarship and 

worked in the Geraldton area on cancer issues. Within that project she catalysed local 

Indigenous women to establish the Midwest Indigenous Women’s Cancer Support 

Group (IWCSG). The IWCSG worked to raise the awareness of cancer in local 

Aboriginal people, for example at ‘National Aborigines and Islanders Day 

Observance Committee’ (NAIDOC) week. The Group has continued to spread 

messages related to cancer, forge linkages with local health service providers and 

advocate on behalf of Aboriginal people in both rural and urban communities on 

cancer issues and support. Based in Geraldton, the Indigenous Women’s Cancer 

Support Group has been operating to disseminate information in a relevant and 

accessible manner, build on the sense of community to provide personal support to 

individuals with cancer and improve knowledge about and attitudes towards cancer 

and health treatments (Finn et al. 2008). This initiative provides an example of an 

approach that could be useful in engaging Aboriginal people in issues related to 

cancer in other regions. To ensure that the voices of Aboriginal consumers are heeded 
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in implementing changes to cancer prevention and treatment services, a community-

based participatory action research approach should be adopted. The group receives 

ongoing support from the Centre for International Health at Curtin University and 

efforts to obtain more secure funding for the work of the group continue. Further 

documentation of the work of the group is planned, and other research has been 

undertaken and is planned in conjunction with them. 

 

Capacity building and reciprocity are important aspects of undertaking research with 

Aboriginal people. I have provided information to Aboriginal people for use in their 

own work and presentations. I have encouraged Aboriginal people to be co-

presenters during presentations in the conferences, forums, seminars and lectures. In 

particular, I often co-presented with Leanne Pilkington, the dynamic and committed 

Indigenous programme officer who has worked for several years at BreastScreen 

WA. Leanne has been awarded an Indigenous Research Training Scholarship from 

Healthway and in 2010 she will begin a Masters by Research at the Centre for 

International Health to explore questions that have arisen in the course of her own 

work with Aboriginal women. Aboriginal researchers are co-authors on some 

publications arising from this study. This has, both directly and indirectly, 

contributed to Aboriginal capacity-building.  

 

Based on the recommendations from the initial report to Cancer Council WA 

including findings from the environmental scan, Cancer Council WA has adapted a 

cancer education course developed originally in Queensland and delivered it three 

times for Aboriginal health professionals. This course aims to increase the cancer 

knowledge of participants by providing practical information about cancer, treatment 

and the impact of the disease. The course in Perth has included visits to local cancer 

treatment facilities, aimed at demystifying cancer treatment and improving the care 

of Aboriginal people with cancer (Cancer Council WA, 2009). A full-time 

Indigenous Project Officer has also been appointed to improve advocacy and 

capacity to support Aboriginal patients with cancer in WA in a more culturally-

appropriate way, and to increase the focus within the organisation on Aboriginal 

issues and the importance of cultural security. The Indigenous Project Officer and 
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other Indigenous health workers working in different government and non-

government organisations in the metropolitan Perth area have recently formed a 

group called Women in Partnership. They have been working as a team across 

common issues (e.g., nutrition, physical activity, screening), performing the critical 

task of promoting health awareness and education among Aboriginal stakeholders. 

The group provides peer support for Aboriginal people who are often the sole 

Aboriginal position in a large organisation. By joining forces, the women are able to 

plan collaboratively, pool resources, cover more diseases and do much more than 

they could do individually working on their own.  

 

Highlighted earlier was the under-representation of male Aboriginal participants 

directly reporting their views and experiences with cancer and cancer services. This 

thesis does not adequately explore the issues of males and this is an area for future 

research, best led by male researchers. 

 

Deficiencies in Aboriginal identification and the small size of the Aboriginal 

population have precluded large-scale epidemiological studies of Aboriginal cancer 

outcomes in Australia, although the work of Condon and colleagues in the NT and 

Coory/Valery in Queensland have greatly enhanced our understanding of poor 

outcomes from cancer (Condon et al. 2004; Condon et al. 2003; Valery et al. 2006; 

Cunningham et al. 2008; Coory et al. 2008). Both quantitative and qualitative 

information is required to understand the extent and the severity of issues identified 

in this study. However, it is already clear that action to improve cancer-related 

service delivery is required, and the research described in this thesis provides 

suggestions for policy makers and planners on possible ways forward. Analysis of 

the interviews with health service providers will also provide important insights into 

problems and solutions with respect to these issues. 

  

 7.5 Conclusions and Recommendations 

It is evident from the literature that for Aboriginal Australians, cancer diagnosis of 

occurs at a later stage of disease, often when the cancer is very advanced. The 

unwillingness of Aboriginal people to participate in mainstream cancer services and 
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their reluctance to continue cancer treatment have been reported repeatedly (Condon 

et al. 2004; Condon et al. 2003; Valery et al. 2006; Cunningham et al. 2008; Coory et 

al. 2008; Morgan and Slade 1997). Insights into Aboriginal people’s psycho-social 

and cultural beliefs and perceptions about cancer and its impact on care-seeking 

behaviour explored in this study have assisted in understanding some of the key 

determinants that influence their decision-making about accessing cancer treatment 

and other services. 

 

It should be noted that many of the issues identified - such as distrust, exclusion and 

alienation actually go beyond the spectrum of narrow definitions of culture and are 

embedded in the broader context of social relations and network. They have 

applicability to many health conditions, not exclusively to cancer. A broad 

perspective on ‘culture’, encompassing attention to power relations and to historical, 

social, economic, and political relationships and processes is needed to understand 

Aboriginal viewpoints and health-seeking behaviour. The tools to facilitate 

Aboriginal entry into the current medical system, and then to manage effective 

treatment within it will require:  

• culturally sensitive empathetic person-to-person contact 

• infrastructural and institutional support to involve Aboriginal families within 

the treatment domain  

• a respect for the importance of land and community in Aboriginal people’s 

lives and connection to well-being  

• provision for participation and representation of Aboriginal people at a 

decision-making level in health services  

• increase Aboriginal health literacy with regard to cancer  

• an atmosphere where Aboriginal patients can consult and use traditional 

healing approaches within mainstream medical care  

• more Aboriginal health professionals providing support and care within the 

system.   
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Rather than blaming Aboriginal people for not accessing the cancer services, the 

focus of attention must be shifted to the whole system of treatment and health 

services. While patient-provider interaction and relationships are crucial for effective 

service delivery to Aboriginal people, health service providers also have a vital role 

in reforming the system, both inside and outside the hospital, so that institutional 

racism, the often alienating environment in which health care is delivered, and the 

lack of culturally appropriate support, information and understanding revealed in this 

study are addressed.  
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Shaouli Shahid, Centre for International Health 

Information Sheet for Aboriginal Men and Women on Interviews for the Research 
Project on Rural-Urban Differences in Aboriginal Australian Perspectives on Cancer  
 

Cancer rates are increasing in Aboriginal Australians. Aboriginal people generally have 
their cancers diagnosed later than non-Aboriginal people, but even when diagnosed at the 
same stage, they tend to have a worse outcome. My research is designed to understand why 
this is, and what could be done to improve cancer services so that they respond better to the 
needs of Aboriginal people with the disease. My results will be made available to 
Aboriginal communities, health centres and those involved in health service planning.  

My name is Shaouli Shahid. I am doing research at the Centre for International Health at 
Curtin University of Technology in Perth. I want to talk with you and hear your ideas about 
cancer, what you know about it and any good or bad experience you have had regarding 
this disease during screening, diagnosis, or treatment.  I hope to use my findings to improve 
cancer related services for Aboriginal people.  
 
Further information about taking part this project is provided below: 
 
 I will be the person talking with you about cancer. I am interviewing Aboriginal men 

and women people who are aged at least 18 years. 
 You are welcome to have a member from your family or community with you during 

the interview. 

 I am interested in your views and experiences. There are no right or wrong answers. 

 If needed, I can arrange culturally appropriate counselling for you to discuss anything 
that comes up or that causes you distress during the interview. Please let me know if I 
can assist you with this.  

 With your permission, I would like to record your answers on audiotape so that your 
answers can be accurately understood and interpreted later on. 

 Interviews may take 60 minutes. If you want to talk for longer, I am happy to spend 
extra time. It would be my pleasure. 

 All information from the interviews will be kept confidential. Your answers will be 
kept very safe in a locker and the primary researchers will only be the people accessing 
that information. 

 I will enter your answers into my computer but your name will not be inserted. No one 
will be able to match your name to the answers. 

 The discussion will be conducted in English. 

 I will pay you $20 for any expenses you have associated with coming to the interview. 

 If you are uncomfortable with any of the questions I ask, you do not have to answer it/ 
them. But, I hope you will answer them for the successful completion of the project. 

 Your help with this project is completely voluntary. If you do not want to be 
interviewed then that’s ok.  It will not affect any of the services you receive.   

 You can stop taking part in this project at any time you wish. You do not need to give 
any reason. If you withdraw, with your permission, I would like to include the answers 
you have already given.  



Shaouli Shahid, Centre for International Health 

 Reports and publications about the research will never use your name, and material will 
be presented in ways that will prevent anyone from being able to identify you. 

 The project has been approved by the Curtin University Human Research Ethics 
Committee and Western Australian Aboriginal Health Information and Ethics 
Committee (WAAHIEC). 

 If you would like to know more about this project, you can contact Shaouli or her 
supervisors. Their contact details are as follows: 

 
 

Shaouli Shahid 
Centre for International Health 
Curtin University of Technology 
GPO Box U1987, Perth, WA, 6845 
Phone: 08-9361-3994 

Sandra Thompson 
Centre for International Health 
Curtin University of Technology 
GPO Box U1987, Perth, WA, 6845 
Phone: 08-9266-3985 

John Mallard 
Centre for Aboriginal Studies 
Curtin University of Technology 
GPO Box U1987, Perth, WA, 6845 
Phone: 08-9266 3537 

 
Thank you so much for your time, help and kind cooperation. 

 



Shaouli Shahid, Centre for International Health 

Information Sheet for Health Service Providers on Interview for the Research Project 

on Rural-Urban Differences in Aboriginal Australian Perspectives on Cancer 

 

My name is Shaouli Shahid. I am doing research at Centre for International Health in 

Curtin University of Technology in Perth, Western Australia. My project is about to 

explore and understand Western Australian Aboriginal Australians’ perspective 

(beliefs, understandings, perceptions), experiences and barriers in regard to cancer, 

cancer diagnosis, treatment in urban and rural settings. The incidence of cancer is 

increasing among Aboriginal Australians. The study findings can be utilized to 

improve cancer services for Aboriginal people, as the results will be distributed to 

relevant organizations. Just like this interview, I will ask about people’s opinions and 

experiences in relation to cancer to several other individuals. You will be one of many 

health service providers who will be interviewed for this study. There are no right or 

wrong answers. I am interviewing people who are over 18 years old. These interviews 

will include both men and women. Other information about this project is given below: 

 

 My name is Shaouli Shahid, and I will talk to you. 

 Your answers will be kept very safe in a locker and the primary researchers will 

only be the persons accessing that information. 

 I will enter you answers into my computer but your name will not be inserted. No 

one will be able to match your name to the response. 

 Reports and publications about the research will never use your identity/ name, 

and material will be presented in ways that will prevent anyone from being able to 

identify you. 

 The discussion will be conducted in English. 

 Interviews may take up to one hour of your time. However, if you want to talk for 

longer, I am happy to spend extra time. It would be my pleasure. 

 I wish to record your answers with your permission on audiotape so that your 

answers can be accurately understood and interpreted later on. 

 You are not bound to answer all the questions, and you can withdraw from the 

study at any time. 

 Your help with this project is completely voluntary. Refusal to participate will 

have no effect on your responsibilities as a service provider you are currently 

involved in any organisation. 

 You will need to sign a consent form before taking part in the study. Your consent 

needs to be seen so that the researchers can be sure that you are not being 

pressured to be in the study. 

 You can stop taking part in this project at any time you wish. You do not need to 

give any reason for that. If you withdraw, with your permission, I would like to 

include the answers you have already given. 

 The project has been approved by the Curtin University Human Research Ethics 

Committee and Western Australian Aboriginal Health Information and Ethics 

Committee (WAAHIEC). 

 

 



Shaouli Shahid, Centre for International Health 

If you would like to know more about this research and want to take part in it and 

throughout the study, you will be able to contact one of the research team on the numbers 

given below. They will be happy to answer any questions you have about the study. 

 
Shaouli Shahid 

Centre for International Health 

Curtin University of Technology 

GPO Box U1987, Perth, WA, 6845 

Phone: 04-3381-8850 (Mobile) 

            08-9266-3226 (Work) 

Sandra Thompson 

Centre for International Health 

Curtin University of Technology 

GPO Box U1987, Perth, WA, 6845 

Phone: 08-9266-3985 

John Mallard 

Centre for Aboriginal Studies 

Curtin University of Technology 

GPO Box U1987, Perth, WA, 6845 

Phone: 08-9266 3537 

 

Thank you so much for your time, help and kind cooperation. 



Consent Form 
 

I agree to participate in the study Rural-Urban Differences in Aboriginal Australian 
Perspectives on Cancer. 
 
The purpose of the study has been explained to me. 
 
I am free to ask questions. 
 
I have freedom to ask for any help. 
 
I understand that I can withdraw from the study at any time. 
 
I understand that any information about the research will not use my real name or 
information that can identify me. 
 
I am/ am not giving my permission to having my interview recorded. 
(please circle)  
 
 
 
Signed (participant)________________________________ 

Date_________________ 

 
 
Signed (researcher)_________________________________ 

Date_________________ 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



Consent Form 
 

I agree to participate in the study Rural-Urban Differences in Aboriginal Australian 
Perspectives on Cancer. 
 
The purpose of the study has been explained to me. 
 
I am free to ask questions. 
 
I have freedom to ask for any help. 
 
I understand that I can withdraw from the study at any time. 
 
I understand that any information about the research will not use my real name or 
information that can identify me. 
 
I am/ am not giving my permission to having my yarning recorded. 
(please circle)  
 
 
 
Signed (participant)________________________________ 

Date_________________ 

 
 
Signed (researcher)_________________________________ 

Date_________________ 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



Interview Questions for who have directly suffered from the disease 
Note for the Readers 

These are tentative enquiries only. The interview will be more of a conversation than an interview 
per se. I want to listen to, and record, participants‟ experiences. No questionnaire will be 
administered. Listed below are the topics that I would like to cover during the course of my 
conversations with cancer patients. 

1. Diagnosis 

(a) I‟d like to ask you about your experiences with regard to your illness.  

Would you please tell me: 

 How you came to know that you were not well?  

 What sort of symptoms did you have?  

 Do you know what type of illness you have? 

 In the beginning, when you suspected something was not right or you did not feel 
well, where did you go/who did you ask for help?  

 Did you face any sort of problems when you went to find out what was wrong? If 
you did, could you please tell me about the problems? 

(b) If he/she is lately diagnosed, what could be the reason in his/her opinion? 

2. Perception and Knowledge 

Now I would like to talk with you about what you knew about the illness before and possibly 
about some of your feelings? If there is anything that you don‟t want to talk about we will just 
go on to the next bit so just let me know. 

(a) On perception 

 Do you think you could tell me about your feelings when you were first told that you 
were not well? What sort of worries did you have? 

 Who was the first person you told about your illness? 

 How long after did you tell …? (Say the name of the person told) 

 How did he/she react? Do you think they were sad/ angry/ frightened/ upset/ 
sympathetic?  

 How did their reaction affect you? 

 Do you ever discuss your illness with anyone from your family or your community? If 
you do, what sort of things do you talk about? If you don‟t discuss your illness, are there 
reasons why you don‟t talk with people about it? 

(b) On knowledge and beliefs 

 Did you know anything about the illness before you got it yourself? What sort of 
understanding did you have about the illness, for example, about different types of 
cancer, causes, possible consequences, treatment, etc.? 

 For you, what sort of cultural or spiritual beliefs, understandings or meanings were 
associated with cancer before you were told that you had the illness? 

 What do the cultural and spiritual matters around this disease mean to you and to your 
family/community? 



 Have any of these meanings changed for you now since you found out that you have 
cancer?  

 How do you cope with your life now after being told that you have this illness (with 
your family, your community, your work)?  

 How do you feel when you think of this? What sort of changes (physical, mental, social, 
economical, cultural) did you feel after being told you have this illness?  

3. Treatment 

 Could you please tell me what did you do after you were told that you have this illness? 
Did you go for treatment straight away? If yes, where did you go (traditional healer or 
western doctor)? If you didn‟t go to a healer or a doctor, what specifically did you do?   

 What did the doctor/ traditional healer who you went to see first, say to you about your 
illness, possible treatments, dangers, outcomes, side-effects? Do you think you were 
well-informed and well-understood by whoever it was that you went to see? 

 I would like to know about your experiences (both positive and negative) with your first 
treatment and also with later treatments for your illness. How did you find it? Was it 
difficult? If „Yes‟, what sort of problems/ difficulties did you face during treatment (eg, 
getting to the place, the treatment itself, the medicine, having to come for check-ups, 
cultural, social, financial, and any others)? 

 Did you get support from your family, community and other individuals during 
treatment? What sort of support did you get?  Are you still getting the same support? 

 Are you satisfied with the types of support you have received from the place you go for 
treatment? In what way do you think it meets/ does not meet your needs? 

 Do you have to go for treatment for your illness on a regular basis? Do you always go 
when you have an appointment to go? Do you find any difficulties in doing that? If 
„Yes‟, could please tell me what sort of difficulties you have? 

 Does your treatment cost you a lot of money? What sorts of costs are there for you (eg, 
travel, medicine, accommodation, food, etc)? How do you manage to pay these costs?  

 Have you ever been to any traditional healers? If „Yes‟, could you please tell me about 
how he or she helped you to overcome your pain/ grief? Why did you go to them? 

4. On Improvement of Services 

 What do you think Aboriginal people should do after being diagnosed with the illness? 
What lessons have you learned from your experiences that could be shared with others?   

 In your opinion, what sort of services specific to the illness you have should there be for 
Aboriginal people? Should the services for Aboriginal people be the same as for other 
Australians? 

 What would you suggest to improve the services for Aboriginal people, and how can 
they be made more culturally sensitive? 

 What do you think are the existing barriers for Aboriginal people with respect to these 
services, including screening, diagnosis and treatment? Please explain by highlighting 
your own personal experiences. 

 

 
 



Interview questions for people who have close but indirect experience with cancer 
 

The potential questions are for people who have close but indirect experience with cancer 
(that is, having cancer in their family or within the community to which he/she is closely 
attached.) 
Note for the Readers 

Please note that these are only tentative enquiries. It is intended that the interview will again be 
more of a conversation than an „interview‟. I want to listen to, and record, participants‟ experiences. 
No questionnaire will be given to them. Listed below are the topics that I would like to cover during 
the course of my conversation.  

During our time here together I would like to ask you about your knowledge, your beliefs, attitudes 
and understanding of the disease “cancer”. First I would like to ask who it is that you know who has 
cancer?  

1. Perception and Knowledge 

 Could you please tell me what you know about cancer? How do you feel when you hear that 
someone who you know has cancer? 

 How did you come to know about cancer? From whom, or from where?  

 Is there any sort of specific cultural, spiritual meanings or beliefs attached to cancer for 
Aboriginal people?  

 How did you feel when you heard that  _______ has “cancer”?  

 What sort of concerns came to your mind?  

 What type of understanding did you have about cancer before your ______ was told about 
their cancer? For example: 

o about different types of cancer 
o possible causes 
o possible consequences 
o available treatment, etc.,  
o do you think that understanding has changed now since ………was told about their 

cancer?  
 When ____________told about his/her cancer, what was the reaction of: 

o Your family?  
o Your community?  
o What was your role?  

 What sort of support were you able to give to……………….? (Use the name of the person 
with cancer) 

 What do you think are the issues/ perceptions around this disease for you, your family 
and the Aboriginal community?  

 Do you find people discussing this disease pretty easily in your family/community or is 
it something that people don‟t talk about? 

 Sometimes Aboriginal people do not find out that they have cancer until they have had it 
for a long time. I would like to ask if you could please tell me about any of the beliefs 
that Aboriginal people might have with regard to “cancer” that may contribute to their 
late diagnosis.  

 Can you think of any other possible reasons that can cause this late diagnosis of cancer 
among Aboriginal people? 



2. Prevention, Diagnosis and Treatment 

 Could you please tell me what you know about cancer prevention? How have you heard 
about this? 

 Could you please tell a little bit about how you think Aboriginal people find out that they 
have cancer? Can you remember where your______ went and then found out that he/she had 
cancer?   

 Do you know anything about what type of problems he/she had before he/she was told they 
had cancer? How would they describe the problems?  

 Could you please tell me about what happened after ……... was told that he/she had cancer? 
Did …………… go for treatment straightway? If he/she did go for treatment straight away, 
where did …………….. go?  If …………..didn‟t go for treatment straight away would you 
be able to tell me what did they do?  

 Have you heard Aboriginal people discussing the kind of experiences (either positive or 
negative) they have had with initial and later treatment for cancer.  

 What sort of significant problems might they have had during treatment (including access, 
treatment, medicine, follow-up, cultural, social, financial, and many more)? 

 From your experience, what do you know about traditional healers helping cancer patients 
with his/her pain, grief, discomfort, treatment or anything else?  

 Do you know anyone going to traditional healers? If it is related to any kind of diseases, 
why do you think they go to traditional healers instead of going to a western medical doctor?   

3. On Improvement of Services 

 Can you please tell me what you know about cancer prevention services for Aboriginal 
people? 

 Please describe what you know of existing services for Aboriginal people with cancer. 

 What do you think Aboriginal people should do after being told that they have cancer? Have 
you learned anything from your own experiences that you could share with other Aboriginal 
people?  

 How do you think the cancer services for Aboriginal people should be organized?  

 What would you like to suggest for improving cancer-related services and outcomes for 
Aboriginal people? 

 How do you think cancer services could be made more culturally-sensitive? Think of your 
own experiences with your __________. 

 What do you think are the existing barriers for Aboriginal people with respect to cancer 
services, including prevention, screening, diagnosis and treatment? Please explain by 
relating to your own personal experiences. 

 
 
 
 
 
 
 
 



Interview and focus group questions for people who do not have any personal 
experience with cancer 
 
Note for the Readers  
These are only tentative enquiries. It is intended that the interview will be more of a conversation 
than an „interview‟. I want to listen to, and record, participants‟ experiences. No questionnaire will 
be given to them. Listed below are the topics that I would like to cover during the course of my 
conversation.  

1. Perception and Knowledge 

 I would like to ask you to tell me what you know, or what you have heard, about cancer?  

 How did you come to know/hear about it? From whom, or from where?  

 Can you tell me how you feel when you hear that someone has cancer?  Could you briefly 
tell me about the thoughts that might come to your mind?  

 Are there any cultural or spiritual meanings/ beliefs/ understanding that are attached to 
cancer among Aboriginal people?  

 Would you be able to tell me about any beliefs that Aboriginal people might have with 
regard to “cancer” that might explain why fewer Aboriginal people go for screening and 
many do not get diagnosed until they have had cancer for a long time. 

 What type of understanding do you personally have about cancer, for example, about 
different types of cancer, about possible causes and consequences, treatments, etc.?  

 What do you think are the perceptions/ issues for Aboriginal people with cancer? Do people 
easily discuss this disease in your family or your community? 

2. Prevention, Diagnosis and Treatment 

 Could you please tell me what you personally know about cancer prevention? How have you 
heard about this? 

 Could you please tell a little bit about what you know of how people find out that they have 
cancer?  

 Do you know anything about the kinds of things that people might feel is wrong that might 
make them go to find out what‟s causing this?  

 Have you heard Aboriginal people discussing the kind of experiences (either positive or 
negative) that they have had with their first and later treatments for cancer. What sort of 
significant problems have they had during treatment (including access [ie, distances that 
have to be traveled, limited times available, etc], treatment, medicine, follow-up, cultural, 
social, financial, any others)? 

 What do you know about traditional healers helping cancer patients with his/her pain, grief, 
discomfort, treatment or anything else?  

 Do you know of anyone who is going to a traditional healer? If it is related to any kind of 
physical sickness, why do you think they go to a traditional healer instead of going to a 
western medical doctor?  Do you think that Aboriginal people have more trust in a 
traditional healer than in western medicine? 

 

 

 



3. On Improvement of Services 

I would like you to please tell me what you know about cancer prevention services for Aboriginal 
people. 

 Would you please tell me what you know of existing services for Aboriginal people with 
cancer? 

 How do you think the cancer services for Aboriginal people should be organized? What 
would you like to suggest for improving cancer-related services for Aboriginal people so 
that they are more culturally sensitive and appropriate and might be better used by 
Aboriginal people? 

 What do you think are the existing barriers for Aboriginal people with respect to cancer 
services, including prevention, screening, diagnosis and treatment? Please explain by 
highlighting any personal experiences that you may have had. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



Interview and focus group questions for Health Service Providers 
 

Note for the Readers 

These are only tentative enquiries. It is intended that the interview will be more of a conversation 
than an „interview‟. I want to hear and appreciate the experience of participants. No questionnaire 
will be given to them. Listed below are the topics that I would like to cover during the course of my 
conversation.  

1. Who are the Aboriginal groups with whom you work?  
 Cancer patients  
 Aged care  
 Adolescents 
 Others (please specify) 
 

2. What available documentation do you have about your clients/patients? (e.g., are they 
coming from rural or urban areas, their level of education, do they have English as a 1st 
language, their date of diagnosis, stage of the disease, etc.) 

3. How do the cancer patients get referred to you? How do you get them here (e.g., is transport 
provided?? 

4. Please describe in detail what sort of services you provide for Aboriginal patients with 
cancer.  
 Please specify the services differentiated by sex  
 

5. How would you describe an Aboriginal cancer patient if you think in terms of diagnosis, 
treatment and follow-up as compared with a non-Aboriginal patient? 

6. I‟d like to ask you about issues that you face while providing services for Aboriginal men 
and women. Please think about the Aboriginal cancer patients you have helped and can you 
please try to identify the types of experiences/ problems/ issues you have had to cope with? 
For example, are these patients reluctant to come for follow-up treatment/examinations, 
their preferences in terms of food, accommodation, traveling etc? 

7. What do you know of the beliefs and understandings that Aboriginal people have with 
regard to cancer? Please tell me about them. 

8. What do you think are the reason why many Aboriginal people are diagnosed at an 
advanced stage of their cancer and why do they have a lack of continuity of treatment? 

9. What do you think are the existing barriers for Aboriginal people with respect to cancer 
services, including prevention, screening, diagnosis and treatment? Please explain by 
highlights from your own experiences.  

10. What do you think are the most culturally appropriate ways to address the issues we have 
been discussing?  

11. In your opinion, how should the cancer services for Aboriginal people be arranged/ 
organized? What would you like to suggest for improving cancer-related services for 
Aboriginal people? 
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