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Abstract 

This research uses qualitative methods to investigate barriers to infectious diseases 

in Indigenous Australian communities using two infectious diseases as examplars; 

strongyloidiasis (ICD B78.9) and swine influenza, H1N1 (ICD J10.1) that caused a 

pandemic in 2009.  An infection with Strongyloides stercoralis, a parasitic intestinal 

worm causing a disease- strongyloidiasis, is not a notifiable disease in Australia.  

Alternatively, the influenza A strain known as H1N9p2009 is a notifiable disease 

within the Australian health care system. 

The purpose of using these diseases as exemplars is to provide a better 

understanding of barriers to effective interventions for infectious diseases in selected 

Indigenous Australian communities in two studies – Strongyloides and Influenza 

H1N1.  This thesis focuses on addressing three research questions.  These are: 

1. What are, and have been, the barriers that have prevented effective of control 

and treatment of Strongyloides and H1N1 swine influenza in Indigenous 

Australian communities? 

2. How are these barriers understood and articulated by Aboriginal 

communities/people, health staff and researchers? and 

3. How does the outcome of this research inform Indigenous communities, 

researchers and public health policy makers about the barriers of controlling 

infectious diseases in Indigenous communities? 

Two studies based on the exemplars were undertaken for this research is and 

presented in publications as book chapters and peer reviewed journals to form the 

structure of the thesis.  There are 3 book chapters and 11 peer reviewed journal 

articles; 11 publications are core to this thesis and 3 articles are extensions to the 

influenza part of this study.  The purpose of including the extension research is to 

highlight the biological and immunological barriers within Indigenous peoples for 

influenza prevention and treatment. 

The Strongyloides study and related articles used qualitative methods to investigate 

the views and perspectives of Indigenous community members, health professionals 

and researchers to the barriers of controlling and treating Strongyloides in Indigenous 

Australian communities.  Interviews were undertaken using purposive sampling, 

qualitative data was recorded and verified with participants and thematically 

analysed.  The findings were categorised into major and sub themes. 
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The influenza H1N1 study applied a PAR framework to better understand community 

members’ perceptions and risks of pandemic influenza.  The outcome of using a 

qualitative PAR framework was an effective way to gain depth of knowledge and 

understandings from participants. Aboriginal and Torres Strait Islander community 

controlled organisations and health services were involved in the implementation, 

interpretation and monitoring of the project.  As a result, novel features of PAR with 

Aboriginal and Torres Strait Islander communities and organisations emerged.  

These novel features included the importance of working in a multi-disciplinary team 

with Aboriginal and Torres Strait Islander researchers; the complexities and 

importance of obtaining multi-site human research ethics approval processes; the 

importance and value of building the research capacity of both experienced and 

novice researchers in PAR; the need to use localised sampling protocols; and the 

process of undertaking a collective research process and enacting action research 

and feedback.  The most effective responses of this project are in pre-existing 

relationships that had been established over a long period between Aboriginal 

medical services and investigators while research relationships established 

specifically for the purposes of the project, were less successful. 

Key messages were drawn from publications in this thesis and five principles were 

developed to improve ways to address the barriers for infectious disease intervention 

in Indigenous communities.  These are: 

1. Increase knowledge and information about the diagnosis and treatment of the 

disease and share this information with communities. 

2. Collaboratively work with local leadership to support a community-driven model 

that has genuine and respectful partnerships between local Indigenous people, 

health professionals and government agencies. 

3. Develop and adopt effective communication strategies to share knowledge and 

information about infectious diseases to different stakeholders in order to respond 

effectively. 

4. Plan, develop and implement public policy about infectious disease interventions 

that addresses institutionalised racism and incorporates local Indigenous 

knowledge. 

5. Indigenous engagement strategies must identify and use pre-existing 

relationships and incorporates Indigenous people’s values.  
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Chapter. 1 Introduction 

 

 

1.1 Chapter Brief 

In order to gain an appropriate perspective of this thesis, it’s important that I provide 

the context of this research from my perspective as an Indigenous researcher.  This 

chapter aims to provide this context by detailing my research journey based on my 

background and family history.  An overview of the structure of the thesis is included 

to show the sequence of chapters with published papers as well as details on my 

contribution and co-authors.  Also included is information about how this research 

was funded, ethics approvals, the location of research sites and other outputs from 

the research. The conclusion to the chapter provides further context to my research 

journey and features the key messages that have been the primary outcome of this 

research. 

1.2 Context 

I am Jirrbal from North Queensland and I follow my grandfather Jutungy’s (John 

Thomas Grant), cultural lineage, and my grandmother, Bubbumurry (Chloe Grant) 

who was Girramay. My mother Billimba (Irene Miller) always told us who we were 

and where we came from.  It is from this lineage I am able to provide context to this 

thesis and from my perspective as an Aboriginal person undertaking qualitative 

research. My father, Clarence Miller, was from New Zealand and a veteran of two 

tours of military service for the New Zealand Army Corps and the New Zealand Air 

Force during World War II.  He immigrated to Australia in the 1950’s, married mum 

and they had six children together.  He left us in 1975 when I was five years old to 

live mostly alone, in the bush as a miner, for the remainder of his life. 

Chapter 1 Introduction Chapter 2 Chapter 3 Chapter 4 Chapter 5 Chapter 6 Chapter 7
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Photo (Right to Left) – My father Clarence (decd. 2011) holding my eldest brother Ken (decd. 2019), 

Irene (Bilimba decd. 2013), Aunty Bonnie holding my cousin Stanley (Mum’s sister-in-law), cousins 

Glenda and Edna (Mugunarn decd.), Aunty Emily (Mum’s cousin) and my Grandmother Chloe 

(Bubbumurry decd. 1974) 

My mother and grandmother are the most inspirational figures in my life having both 

lived through Queensland Protectionist era – Copies of my grandparent’s Exemption 

Certificates from the Aboriginals Protection and Restriction of the Sale of Opium Act 

1897 issued by the Protector of Aborigines are a reminder of the inhumane law and 

policies forced upon my family (see Attachment 1).  Despite facing incredible social 

and economic challenges, my mother believed in the power of books and with her 

understanding of knowledge brings change, she ensured we had access to a set of 

encyclopaedias during our schooling.  My mother’s want of a better future for us kids, 

sparked my desire to learn.  I distinctly remember when I was fifteen, I took myself off 

to the local council library and began my first library search to see if there was any 

information about my people. I came upon a section of books about Aboriginal 

people and started sifting through the titles on the spine of the books.  A book titled 

“Searching for Aboriginal Languages – Memoirs of a Field Worker” by Bob Dixon 

(Dixon, 1984) stood out.  Bob Dixon’s name sounded familiar and I recollected from 

conversations I overheard between my mother and my Uncle - Ernie Grant - that he 

had something to do with our family.  I opened the first few pages and I was 

immediately struck in disbelief as a photograph of my grandmother and Aunty Mamie 

Grant - who was married to my eldest Uncle Edgar Grant (Mugu decd.) - stared up at 

me.  A rush of emotion came over me, my eyes welled up and I became 

overwhelmed – a moment I won’t forget - as I couldn’t believe that my family was 

featured in a book. 

  



3 

 

Photo - Aunty Mamie Grant (decd.) and my Grandmother, 

Chloe Grant (Source: Dixon 1984) 

A book I didn’t know existed and I immediately 

thought, did anyone else in my family know?  I 

rushed to the librarian to share my excitement 

about my discovery and asked to take the book 

out. As this was my first time in a library, she 

helped me arrange a borrowing card and 

explained all that was needed to know about borrowing and returning books. 

 “Searching for Aboriginal Languages – Memoirs of a Field Worker” evolved through 

the work of Bob Dixon’s study of Aboriginal languages in Australia. He arrived in 

1963 and spent the next fourteen years documenting and studying Aboriginal 

languages and dialects of the rainforest region of North Queensland.  

It was through grandmother Bubbumurry’s (Chloe) understanding of the changing 

complexities of her family’s future language survival and her vision to document the 

Jirrbal and Girramay dialects, she endorsed Bob Dixon’s work in recording all of our 

Dyirbal language.  Bob Dixon and Grandmother Bubbumurry’s work is a legacy for 

my family and all Jirrbal people. Before completely retiring, Professor Bob Dixon 

along with Uncle Ernie, generously gave of their time to review my PhD proposal with 

particular reference to my planned methodology chapter and the use of specific 

Dyirbal words – Jirrbal means people and Dyirbal refers to language. Both scholars 

confirmed this was in context with language and culture. 

The context and motivation for this research centres around my deep commitment to 

addressing health inequalities between Indigenous and non-Indigenous Australians.  

I began my research journey late in my career as I was propelled into senior 

leadership roles as a junior academic.  Having survived these roles early in my 

career, I spent almost ten years building my teaching capacity in mainstream higher 

education and quickly reached a level of proficiency. I was awarded two national 

teaching awards through the Australasian College of Educators, 2008 and 2010 

respectively. 

During this time however, constant racialised criticism by some students enrolled in 

my subjects, compelled me to build a level of resilience towards the misconceptions 

and misunderstandings about my teaching and place in academia. Despite this 

weighing heavily on me, I was successful in being awarded teaching research grants 
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and felt this was my way forward in academia. I approached my academic supervisor 

at the time and asked how I should progress into a stronger research trajectory. 

In 2006 I was invited to become a member of a team of Indigenous scholars on a 

NHMRC research capacity building grant entitled “Building Indigenous Research 

Capacity in Indigenous Australians and community controlled health services”.  The 

grant was led by chief investigators who had a strong interest in developing research 

capacity in both immerging Indigenous researchers and community controlled 

organisations.   

Photo - Building Indigenous Research 

Capacity Scholars, Chief Investigators, 

mentors and family 

This experience had a profound 

impact on my career which led me to 

my first grant awarded by the 

Australian Research Council, and 

Indigenous Discovery grant (Grant No. 

0989521) and in 2009.  This success 

continued after being granted two National Health and Medical Research Council 

grants (Grant No. 601034 and 601025) - all three grants have supported this PhD 

research.  I have been very fortunate to be successful in a series of collaborative 

grants which has helped me to secure senior positions in universities.  As a result, I 

have collaboratively published in a range of research fields beyond this thesis. 

I currently hold the position of Pro Vice-Chancellor Indigenous Engagement and BHP 

Chair in Indigenous Engagement at Central Queensland University. My most recent 

appointment was Pro Vice-Chancellor Indigenous Leadership at Charles Darwin 

University.  Other positions I’ve held include Academic Director of Indigenous 

Education and Research and Professor of Indigenous Research at Griffith University, 

Professor and Head of School at Southern Cross University, Founding Head of the 

Department of Indigenous Studies at Macquarie University and Deputy Head of 

School at James Cook University.  During the past twenty three years in higher 

education, I have had experience in senior and executive management and 

leadership, academic program development, teaching and research.  My research 

track record in competitive grants totals around twenty million dollars. 
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This thesis is the impetus of an ongoing program of research (See Figure 1.1) that 

began in 2008 in which I took the major lead in design, implementation, analysis and 

writing.  In the thesis I have personally analysed the sum of the work with a critical 

perspective providing innovative perspectives on Indigenous research (See Table 

1.4).  The original research concept of investigating barriers to controlling infectious 

diseases in Indigenous communities was supported by three successful grants.  

Some of the research papers resulting from these grants are included in this thesis.  

The impact from this body of work in the Influenza H1N1 study, is demonstrated 

through it informing changes to the Australian Health Management for Pandemic 

Planning and the Queensland Health Influenza and Pandemic Plan for Indigenous 

communities. 

Although not part of this research nor what I am presenting as my PhD thesis, health 

departments recorded a disproportionate amount of morbidity and mortality between 

Indigenous and non-Indigenous people during 2009H1N1 pandemic.  As a result, I 

was invited to collaborate on further research with University of Melbourne’s Doherty 

Institute.  This collaboration resulted in another two successful NHMRC project 

grants (Grants No’s 1042662 and 1122524).  Three papers from these grants are 

included as an extension in this thesis (See Table 1.1) to demonstrate how 

immunological factors contribute to adverse outcomes for Indigenous people infected 

with H1N1 Influenza and the need for improved vaccination effectiveness and for a 

different approach to research.  My roles on these grants were to provide leadership, 

guidance and advice on Indigenous research ethics, protocols and cultural 

engagement for research translation. As a consequence of co-leading these grants, 

I’ve had the incredible opportunity to publish with Nobel Prize winner, Professor Peter 

Doherty. 
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Figure 1.1. Program of Research 

 

The latest addition to the program of research are two successful NHMRC Centre’s 

of Research Excellence (Grant No’s: 1116530 and 1153727).  The research pillars of 

these Centre’s include Strongyloides and Influenza as areas for further research.  My 

role on both grants is to continue to provide leadership, guidance and advice on 

research design, Indigenous research ethics, protocols and cultural engagement for 

research translation. 

1.3 Research Questions 

My PhD research uses qualitative research methods that forms the basis of this 

research to focus on two infectious diseases strongyloidiasis and swine influenza, 

H1N1 that caused a pandemic in 2009.  An infection with Strongyloides stercoralis, a 

parasitic worm causing a disease called strongyloidiasis, is not a notifiable disease in 

Australia, whereas, influenza (H1N9p2009) is within the Australian health care 

system.  This research aimed to use these two diseases, one endemic and chronic, 

the other, acute, to provide an understanding of barriers to effective interventions for 

infectious and parasitic diseases in selected Indigenous Australian communities. 

This thesis focuses on addressing three research questions. 

Strongyloides Study

Australian Research Council (Indigenous Discovery 
Grant) - A Qualitative Study of Barriers to Effective 
Infectious and Parasitic Disease Interventions in 
Aboriginal Communities
• $150,000
• Miller A, Speare R, Judd J (Grant No. DI0989521)

H1N1 Pandemic Influenza Study

National Health and Medical Research Council
(Targeted Grant) - Feasible containment strategies 
for swine influenza H1N1 in rural and remote 
Indigenous communities
• $457,000
• Speare R, Miller A, Durrheim D, Massey P, Nelson C, Judd J, 

Saggers S, Tsey K, Clough A (Grant No. 601034)

National Health and Medical Research Council
(Project Grant) - Pandemic influenza containment 
strategies in Aboriginal communities: what is 
acceptable and feasible?
• $1,027,500
• Speare R, Miller A, Durrheim D, Saggers S, Tsey K, Nelson C, 

Judd J, Massey P (Grant No. 601025)

Universal Vaccine Development

National Health and Medical Research Council
(Project Grant) - Developing a universal flu vaccine 
for the Indigenous population
• $833,522
• Chief Investigators: Kedzierska K, Tong S, Miller A (Grant No. 

1042662)

National Health and Medical Research Council
(Project Grant) - Generation of protective immunity 
against severe influenza disease in Indigenous 
Australians
• $1,630,970
• Chief Investigators: Kedzierska K, Tong S, Miller A, Purcel A, 

Gras S (Grant No. 1122524) 

Centres of Research 
Excellence

National Health and Medical Research Council, 
Centre of Research Excellence -
Australian Partnership for Preparedness Research on 
Infectious Disease Emergencies: APPRISE
• $4,996,415
• Chief Investigators: Lewin S, Sorrell T, McVernon J, Webb S, 

Kaldor J, Andrews R, Cheng A, Gilbert L, Smith D, Alexandersen 
S; Associate Investigators: Miller A, Dawson A, Anderson D, 
Irving D, Paterson D, Macartney K, Stocks N, Massey P, Richie S, 
Lambert S (Grant No. ID1116530)

National Health and Medical Research Council, 
Centre of Research Excellence -
The Australian Centre for the Control and Elimination 
of Neglected Tropical Diseases (ACE-NTDs)
• $2,498,075
• Chief Investigators: Kaldor J, Steer A, Traub R, Clements A, 

Miller A, Wiseman V, Schierhout G, McVernon J, MacLaren D, 
Nery S (Grant No. 1153727)
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1. What are, and have been, the barriers that have prevented effective of control 

and treatment of Strongyloides and H1N1 swine influenza in Indigenous 

Australian communities? 

2. How are these barriers understood and articulated by Aboriginal 

communities/people, health staff and researchers? 

3. How does the outcome of this research inform Indigenous communities, 

researchers and public health policy makers about the barriers of controlling 

infectious diseases in Indigenous communities? 

Two studies based on the exemplars were undertaken for this research and is 

presented in publications as book chapters and peer reviewed journals to form the 

structure of the thesis.  I have used a chapter diagram located at the top of the first 

page of each chapter to help guide the reader. 

1.4 Thesis Chapter Structure 

This thesis as displayed in Table 1.1, is structured around 14 publications, 11 core 

articles and 3 illustrative extension outputs of the original research.  There are 3 book 

chapters, and 11 peer reviewed journal articles published in Australia and 

internationally.  There are also 17 conference presentations listed at the end of this 

chapter to highlight how I have disseminated this research.  Also, community 

presentations, community reports and media coverage of this research added to the 

significant outcomes of this research. The chapter order is to provide an overview of 

the health status of Aboriginal and Torres Strait Islander people, in-depth detail on 

the two infectious diseases as exemplars for the research, the methodology that was 

used to study these diseases and the results and findings chapters.  Finally, a 

conclusion chapter to highlight key messages resulting from the research and from 

the approach and critical analysis I have used as an Indigenous person, a community 

leader and an experienced researcher.
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Table 1.1 Thesis structure 

Chapter and Title Publications Details 

1. Introduction Context 

Research Questions 

Thesis Structure 

Publication Contribution 

Funding and Ethics Approvals 

This chapter provides an overview of my role and 

outlines the research questions, describes the 

structure of the thesis, how each chapter is presented, 

and provides detail on the research questions, funding 

for the research, ethics approvals, research sites and 

other research outputs results from this research. 

2. Background 2.1 Miller A & Speare R. Health Care for Indigenous 

Australians, Ch12 in Willis, E. & Reynolds, L. Eds 

Understanding the Australian Health Care System 

Second Edition. Elsevier: Australia, 2012. 

 

This chapter provides an overview of the main health 

conditions that play a significant role in the overall 

health status of Indigenous peoples.  This chapter also 

demonstrates the public policies that impacted 

Indigenous health status, including infectious diseases, 

despite the accessibility to effective treatment.  The 

published book chapter presented in this thesis 

provides the general context of the health of 

Indigenous Australians.  The book chapter presented 

is the second edition following major restructure of the 
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first publication published in 2009 in which I led the 

writing. 

3. The Exemplars: 

Strongyloides and 

H1N1 Influenza 

Strongyloides 

3.1 Page W, Shield J, O’Donahoo F, Miller A, Judd J, 

Speare R. Strongyloidiasis in Oceania. Chapter 3 in 

Ed. A. Loukas. Neglected Tropical Diseases - 

Oceania. Springer, SPi Global. 69-99, 2016. 

3.2 Miller A, Smith ML, Judd JA, Speare R. 

Strongyloides stercoralis: Systematic Review of 

Barriers to Controlling Strongyloidiasis for Australian 

Indigenous Communities. PLoS Neg. Trop. Dis. 8(9) 

e3141, 2014. 

3.3 Speare R, Miller A, Page W. Strongyloidiasis: a 

case for notification in Australia? The Medical Journal 

of Australia, 202 (10)523-524, 2015. 

H1N1 Influenza 

a. Miller A & Durrheim D. Aboriginal and 

Torres Strait Islander communities 

forgotten in new Australian Pandemic 

The research for this thesis centres around two 

infectious diseases, one caused by a parasitic infection 

of Strongyloides and the other a virus, a pandemic 

influenza strain known as swine flu H1N1.  The papers 

in this chapter provide details on the nature of these 

diseases, public policy issues and the social and 

cultural context surrounding the barriers to treatment 

and controlling them in Indigenous communities in 

Australia. 
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Action Plan: ‘Ask us, listen to us, share 

with us’. The Medical Journal of 

Australia, 193 (6)316-317, 2010. 

3.5 Massey PD, Miller A, Durrheim DN, Speare R, 

Saggers S, Eastwood K. Pandemic influenza 

containment and the cultural and social context of 

Indigenous communities. Rural and Remote Health 9 

(online), 1179, 2009. 

 

Extension on Research 

3.6 Qui Quinones-Parra S, Grant EJ, Loh L, Nguyen 

THO, Campbell K, Tong S, Miller A, Doherty PC, 

Vijaykrishna D, Rossjohn J, Gras S, Kedzierska K. 

Pre-existing CD8+ T cell immunity to the novel H7N9 

influenza A virus varies across ethnicities. PNAS, Vol. 

111, (3)1049-1054, 2014. 

 

 

 

 

 

 

 

There is an additional paper (3.6) that shows an 

extension of the original research into a 

complementary study examining bio-medical barriers 

to protection from new strands of pandemic influenza 

and its impact on Indigenous populations in Australia, 

New Zealand and Alaska.  This paper is included to 

show the relevance of the work, the influence my 

research approach has already had on imagining 

understandings of and responses to infectious 

diseases in Indigenous communities by proposing to 

improve vaccination effectiveness specifically for 
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Indigenous populations, and hence the contribution of 

my work to global health. 

4. Methodology and 

Methods 

4.1 Evans M, Miller A, Hutchinson P & Dingwall C. 

“De-Colonizing Research Practice: Indigenous 

Methodologies, Aboriginal Methods, and 

Knowledge/Knowing”, in Oxford Handbook of 

Qualitative Research. Patricia Leavy (ed.) New York: 

NY, Oxford University Press, 179-191, June 2014. 

4.2 Miller A, Massey PD, Judd JA, Kelly J, Durrheim 

DN, Clough AR, Speare R, Sagger S. A methodology 

for listening to Aboriginal and Torres Strait Islander 

people in Australia about Pandemic Influenza. Rural 

and Remote Health, (15) 2923, 2015. 

This chapter details the methodology used in this 

research and published in an international textbook on 

qualitative research methods, and a peer reviewed 

journal article. 
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5. Findings: 

Strongyloides 

5.1 Miller A, Smith ML Judd JA, Speare R. Policy 

implications for controlling communicable diseases in 

Indigenous Communities: Case of Strongyloidiasis in 

Australia. Aboriginal Policy Studies, 7(1) 148-179, 

2018. 

5.2 Miller A, Young EL, Tye V, Cody R, Muscat M, 

Sanders V, Smith ML, Judd JA, Speare R. A 

community-directed integrated Strongyloides control 

program in Queensland, Australia. Control of 

Communicable Diseases in Human and Animal 

Populations: 70th Anniversary Year of the Birth of 

Professor Rick Speare (2 August 1947 – 5 June 2016). 

Trop. Med. Infect. Dis. 3(2) 48, 2018. 

 

This chapter specifically details two Strongyloides 

papers that address research questions 1 and 2. 
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6. Findings: Influenza 

H1N1 

6.1 Massey PD, Miller A, Saggers S, Durrheim DN, 

Speare R, Taylor K, Pearce G, Odo T, Broome J, Judd 

J, Kelly J, Blackley M, Clough A. Australian Aboriginal 

and Torres Strait Islander communities and the 

development of pandemic influenza containment 

strategies: Community voices and community control. 

Health Policy, (103) 184–190, 2011. 

 

Extension on Research 

6.2 Valkenburg SA, Josephs TM, Clemens EB, Grant 

EJ, Wang GC, Price DA, Miller A, Tong S, Thomas PG, 

Doherty PC, Rossjohn J, Gras S, Kedzierska K. 

Molecular basis for universal HLA-A*0201 CD8+ T Cell 

immunity against influenza viruses. PNAS, April 19, 

113 (16) 4440-4445, 2016.  

6.3 Clemens EB, Grant EJ, Wang Z, Gras S, Peta 

Tipping P, Rossjohn J, Miller A, Steven Y. C. Tong 

SYC and Kedzierska K. Towards identification of 

immune and genetic correlates of severe influenza 

This chapter details two H1N1 influenza papers that 

address research questions 1 and 2. 

 

 

 

 

 

These additional papers (6.2 and 6.3) , based on a 

previous study (Qui Quinones-Parra et al., 2014), 

showed that Indigenous populations, including 

Indigenous Australians and Alaskans, are at greater 

risk from severe influenza disease caused by newly 

emerging influenza viruses. Thus, prolonged and more 

severe influenza infection in the Indigenous population 

might reflect differences in CD8+ T-cell immunity 

associated with specific HLA profiles expressed.  

Molecular sequencing of Indigenous donors identified 

two new human leukocyte antigen (HLA) (gene 

complex) alleles that are unique to Indigenous 
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disease in Indigenous Australians. Immunology and 

Cell Biology, (94) 367-377, 2016. 

 

Australians.  This discovery provides new information 

on how to develop a new and targeted broad-spectrum 

universal vaccine for emerging influenza strains.  

Again, these papers are included to show the 

relevance of the work, the influence my research 

approach has already had on imagining 

understandings of and responses to infectious 

diseases in Indigenous communities by developing 

improved vaccination effectiveness specifically for 

Indigenous populations, and hence the contribution of 

my work to global health. 

7. Key Messages and 

Conclusion 

Significance 

Benefit 

Limitations 

Key Messages 

Principles to address barriers for infectious disease 

interventions in Indigenous communities 

Conclusion 

This chapter details the significance, and the benefits 

and limitations of the research.  Additionally, the 

chapter provides key messages for communities, 

researchers and government.  These messages form 

the basis of principles to address barriers for infectious 

disease interventions in Indigenous communities. 
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1.5 Publication Contribution 

My contributions to the core publications of this thesis are detailed in Table 1.2. 

Table 1.2 Publication Contribution 

Publication My Contribution 

2.1 Miller A & Speare R. Health Care 

for Indigenous Australians, Ch12 in 

Willis, E. & Reynolds, L. Eds 

Understanding the Australian Health 

Care System Second Edition. Elsevier: 

Australia, 2012. 

AM conceived and presented the idea. 

AM undertook literature reviews and 

searches and contributed to the majority 

of writing.  RS contributed to the writing 

and editing to the final version of the 

paper. 

3.1 Page W, Shield J, O’Donahoo F, 

Miller A, Judd J, Speare R. 

Strongyloidiasis in Oceania. Chapter 3 

in Ed. A. Loukas. Neglected Tropical 

Diseases - Oceania. Springer, SPi 

Global. 69-99, 2016. 

WP, JS and RS conceived and 

presented the idea and led the writing of 

the paper. AM undertook literature 

reviews and searches and contributed 

to the writing.  AM and JJ contributed to 

the writing and editing to the final 

version of the paper.  FO was 

posthumously included in authorship. 

3.2 Miller A, Smith ML, Judd JA, 

Speare R. Strongyloides stercoralis: 

Systematic Review of Barriers to 

Controlling Strongyloidiasis for 

Australian Indigenous Communities. 

PLoS Neg. Trop. Dis. 8(9) e3141, 2014. 

AM undertook literature reviews, 

searches and analysis and led the 

majority of writing.  MS contributed to 

the literature reviews and searches, 

writing and editing of the paper. JJ and 

RS contributed to the final version of the 

paper. 

3.3 Speare R, Miller A, Page W. 

Strongyloidiasis: a case for notification 

in Australia? The Medical Journal of 

Australia, 202 (10)523-524, 2015. 

RS conceived and presented the idea. 

AM and PW contributed to writing and 

editing final version of the paper. 
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3.4 Miller A & Durrheim D. Aboriginal 

and Torres Strait Islander communities 

forgotten in new Australian Pandemic 

Action Plan: ‘Ask us, listen to us, share 

with us’. The Medical Journal of 

Australia, 193 (6)316-317, 2010. 

DD conceived and presented the idea. 

DD and AM contributed to writing and 

editing final version of the paper. 

3.5 Massey PD, Miller A, Durrheim DN, 

Speare R, Saggers S, Eastwood K. 

Pandemic influenza containment and 

the cultural and social context of 

Indigenous communities. Rural and 

Remote Health 9 (online), 1179, 2009. 

PDM conceived and presented the idea. 

PDM, AM, DD, RS, SS and KE 

contributed to writing and editing final 

version of the paper. 

4.1 Evans M, Miller A, Hutchinson P & 

Dingwall C. “De-Colonizing Research 

Practice: Indigenous Methodologies, 

Aboriginal Methods, and 

Knowledge/Knowing”, in Oxford 

Handbook of Qualitative Research. 

Patricia Leavy (ed.) New York: NY, 

Oxford University Press, 179-191, June 

2014. 

ME conceived and presented the idea. 

ME, AM, PH and CD contributed to 

specific sections of the chapter and 

overall editing the final version. 

4.2 Miller A, Massey PD, Judd JA, Kelly 

J, Durrheim DN, Clough AR, Speare R, 

Sagger S. A methodology for listening to 

Aboriginal and Torres Strait Islander 

people in Australia about Pandemic 

Influenza. Rural and Remote Health, 

(15) 2923, 2015. 

AM conceived and presented the idea. 

AM developed the theoretical position, 

conceptual framework and undertook 

the majority of the writing and editing of 

the paper. PDM, JJ, JK, DD CL, RS and 

SS contributed to writing and editing 

final version of the paper. 

5.1 Miller A, Smith ML Judd JA, Speare 

R. Policy implications for controlling 

communicable diseases in Indigenous 

Communities: Case of Strongyloidiasis 

AM undertook literature reviews, 

searches and data analysis and 

contributed to the majority of writing.  

MS contributed to the literature reviews 

and searches, writing and editing of the 
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in Australia. Aboriginal Policy Studies, 

7(1) 148-179, 2018. 

paper. JJ and RS contributed to the final 

version of the paper. 

5.2 Miller A, Young EL, Tye V, Cody R, 

Muscat M, Sanders V, Smith ML, Judd 

JA, Speare R. A community-directed 

integrated Strongyloides control 

program in Queensland, Australia. 

Control of Communicable Diseases in 

Human and Animal Populations: 70th 

Anniversary Year of the Birth of 

Professor Rick Speare (2 August 1947 – 

5 June 2016). Trop. Med. Infect. Dis. 

3(2) 48, 2018. 

AM and RS conceived and presented 

the idea and undertook literature 

reviews, searches, data analysis and 

contributed to the majority of writing.  

EY, VT and RC are health practitioners 

and help conceptually developed the 

paper.  MM, JJ and MS contributed to 

the literature reviews, writing and editing 

of the paper.  VS and RS undertook 

quantitative data analysis. 

6.1 Massey PD, Miller A, Saggers S, 

Durrheim DN, Speare R, Taylor K, 

Pearce G, Odo T, Broome J, Judd J, 

Kelly J, Blackley M, Clough A. 

Australian Aboriginal and Torres Strait 

Islander communities and the 

development of pandemic influenza 

containment strategies: Community 

voices and community control. Health 

Policy, (103) 184–190, 2011. 

PDM conceived and presented the idea 

and undertook literature reviews, 

searches, data analysis and led the 

writing of the paper.  AM, SS, KT, GP, 

TO, JB, JK, JJ and MB undertook data 

collection and collectively undertook 

group data analysis.  SS, DD, RS and 

AC contributed to the final version of the 

paper. 

 

1.6 Funding 

The two studies that form the basis of this thesis was funded by three grants.  

Funding to undertake the Strongyloides research was granted by the Australian 

Research Council (ARC) Grant No. 0989521 and the H1N1 influenza grants (Grant 

No. 601034 and 601025) by the National Health and Medical Research Council 

(NHMRC).  Table 1.3 details the funding agency, title of the project and the grant 

approval number and Chief investigators. 
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Table 1.3 Funding 

Funding Agency Research Grant Title Grant Number & 
Chief 
Investigators 

Australian Research 

Council (ARC) Discovery 

Indigenous Research 

Grant 

A Qualitative Study of Barriers 

to Effective Infectious and 

Parasitic Disease Interventions 

in Aboriginal Communities 

Grant No. 0989521 

Miller A, 

Supervisors:  

Speare R, Judd J 

National Health and 

Medical Research Council 

(NHMRC) Targeted Grant 

Feasible containment strategies 

for swine influenza H1N1 in 

rural and remote Indigenous 

communities 

Grant No. 601034 

Speare R, Miller A, 
Durrheim D, 

Massey P, Nelson 

C, Judd J, Saggers 

S, Tsey K, Clough 

A  

National Health and 

Medical Research Council 

(NHMRC) Project Grant 

Pandemic influenza 

containment strategies in 

Aboriginal communities: what is 

acceptable and feasible? 

Grant No. 601025 

Speare R, Miller A 

Durrheim D, 

Saggers S, Tsey K, 

Nelson C, Judd J, 

Massey P 

 

1.7 Ethics Approval 

Human Research Ethics Committee (HREC) approvals were granted from 

universities and state authorities.  For the three research grants, there were five 

Human Ethics Committee’s that provided ethics approval.  The two influenza grants 

were merged into one study as both projects had very similar objectives. Table 1.4 

details ethics approvals by authorising body and approval number.  The National 

Influenza Studies required four human research ethics committee approvals as this 

was a multi-site study in three Australian states.  The Strongyloides study only 
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required one approval application to undertake the study as this was a qualitative 

study interviewing key participants.  There was a project undertaken before this 

research that required ethics approval.  I have gained permission from senior 

Indigenous Woorabinda health staff and the health service to publish the outcomes of 

this project and to include it as part of my overall research.  Chapter five has ethics 

approval for a study that was conducted in Central Queensland in the Aboriginal 

community of Woorabinda.  The context of this study is described in the paper 

presented including human research ethics processed and approvals. 

Table 1.4 Human ethics approvals 

Human Research Ethics Committees (HREC) Approval Number 

Griffith University: QLD OTH/07/12/HREC (1) 

QLD James Cook University: QLD H3546 

Aboriginal Health and Medical Research Council: NSW 746/10 

Hunter New England HREC: NSW 09/09/16/4.01 

Aboriginal Health Ethics Committee: WA 291 06/10 

Rockhampton Health Service District: QLD 04.06 (2) 

(1) This ethics approval was for Strongyloides research. 

(2) The ethics approval for the Woorabinda paper discussed in Chapter 5 of this thesis under a 

‘Woorabinda Strongyloides Eradication Project’, funded under the Aboriginal and Torres Strait 

Islander Commission (ATSIC). 

1.8 Research Sites 

This research was conducted in some Aboriginal and Torres Strait Islander 

communities across Australia – see below Figure 1.2.  We trained local Indigenous 

researchers and employed them to guide the research aligned with local community 

protocols.  Telephone interviews were conducted in various locations across 

Australia but not listed below. 
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Figure 1.2 Research sites 

Location Key 

 

1 Western 

Australia: the 

Kimberly region 

2 Queensland: 

Torres Strait Islands 

3 Far North 

Queensland region 

4 Central 

Queensland 

5 New South 

Wales: Hunter New 

England region 

 

1.9 Nomenclature 

In this thesis, the term Indigenous refers respectfully to Aboriginal and Torres Strait 

Islander people.  In some of the chapters and publications of the thesis, Indigenous 

populations refers to Maori people of New Zealand and First Nations people of 

Alaska. 

1.10 Acknowledgement to Country 

I would like to acknowledge all Aboriginal and Torres Strait Islander peoples and their 

land on which this research was conducted and to pay respect to Elders past, 

present and emerging.  This research drew on the knowledge and experience held 

by Aboriginal and Torres Strait Islander people from many parts of this country. 

1 

3 

4 

5 

2 
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1.11 Presentations and dissemination 

There has been signifant outcomes from the grants, Box 1.1 is a list of conference 

presentations, posters, invited speaker and keynote addresses.  Presentations were 

also delivered to Indigenous community boards and local government 

representatives. 

1.11 Conclusion 

This thesis has been undertaken over an extended period of time from 2008 to 2018.  

There have been significant disruptions in the course of this research due to personal 

challenges –including changing positions in universities, health issues and the tragic 

death of my principal supervisor; who was a close friend and mentor.  As detailed 

earlier in this chapter, this extended time has allowed me to develop a program of 

research that started with this body of work and extended to additional research 

projects culminating into my role in two centres of research excellence (See Figure 

1.1). 

Generic and specific key messages that are a primary outcome of this research are 

described in my Dyirbal language.  The words djilbay (knowing how to do something) 

and wiyamay (knowing what to and how to do it), are the two conceptual ways I have 

categorised the key messages from this research.  The two categories of key 

messages are generic key messages (djilbay) and specific key messages (wiraway).  

The djilbay generic key messages are embedded in publications throughout this 

thesis include models of capacity building, community engagement, applying 

Indigenous ethical standards and Indigenous organisational engagement that aims to 

inform and influence other research policy development about infectious diseases in 

Indigenous communities. 

The wiraway generic key messages can broadly be applied to other infectious 

diseases impacting on Indigenous communities.  The wiraway specific key messages 

are synthesised from the research and the publications in this thesis.  These wiraway 

specific key messages are sorted according into the two exemplars and themed into 

three areas: key messages for communities, researchers and health professionals 

and government.  These key messages are distilled further to compile research and 

engagement principles – a process translated in Dyirbal as wayu.  I have 

synthesised, wayu, these wiraway specific key messages into 5 principles to address 
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barriers for infectious disease interventions in Indigenous communities.  These 

principles are: 

1. Increase knowledge and information about the diagnosis and treatment of the 

disease and share this information with communities. 

2. Collaboratively work with local leadership to support a community-driven model 

that has genuine and respectful partnerships between local Indigenous people, 

health professionals and government agencies. 

3. Develop and adopt effective communication strategies to share knowledge and 

information about infectious diseases to different stakeholders to respond 

effectively. 

4. Plan, develop and implement public policy about infectious diseases interventions 

that addresses institutionalised racism and incorporates local Indigenous 

knowledge. 

5. Indigenous engagement strategies must identify and use pre-existing 

relationships that incorporates Indigenous people’s values. 

To apply these principles, I have provided another Dyirbal concept as my research 

framework standpoint - nyali nyinda nyambayirijnu, which means collaboratively 

thinking of solutions to complex problems (published as ŋali ŋinda ŋambayiriɲu in 

Chapter 4).  A diagrammatical representation of the development of these principles, 

in light of my research framework standpoint is shown in Figure 1.3.  I’m introducing 

my research position to show how my research journey begins and in my final 

chapter, share how to enact this standpoint.  The arrows represent the conceptual 

movement towards collaborative solutions between Indigenous and non-Indigenous 

peoples. 

Figure. 1.3 Research Framework Standpoint 

 

wayu

djilbay

wiraway

nyali nyinda 
nyambayirijnu
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The next chapter details a book chapter that was the start of my journey into a 

research career.  The reason to include this book chapter was to highlight the 

historical policies that have, and continue to have, detrimental impact on the health of 

Indigenous Australians. 
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Box 1.1 Presentations and Dissemination 

• Miller A. Strongyloidiasis in Aboriginal Communities. Invited Speaker, “Intersection 

between Chronic and Infectious Disease”, Australasian Tropical Health 

Conference, Brisbane, 23 Sept 2016. 

• Page W, Shield J, Bradbury R, Miller A, Judd J, Sheorey H, Ross K, Garrard T, 

Robertson G. Strongyloidiasis in Australia: Challenges in a developed country, 

National Strongyloides Working Group, a special interest group of the Australasian 

College of Tropical Medicine. Poster Presentation, XVII International Congress for 

Tropical Medicine and Malaria, Brisbane, 18-22 Sept 2016. 

• Miller A, Judd J, Speare R. Strongyloidiasis in Aboriginal Communities. Invited 

Speaker, XVII International Congress for Tropical Medicine and Malaria, Brisbane, 

18-22 Sept 2016. 

• Young ME, Miller A, Muscat M. A community-directed integrated Strongyloides 

control program in Queensland, Australia. Guest Speaker, International Workshop 

on Strongyloidiasis Incorporating the 11th National Workshop on Strongyloidiasis 

(Australia), Brisbane, 17 September 2016. 

• Miller A, Smith ML, Judd JA, Speare R. Review of the Barriers to controlling 

Strongyloides in Indigenous Australian Communities. Invited Speaker. ASM & 

ACTM Annual National Parasitology and Tropical Medicine Master Class, Perth 

WA 6-7 March 2015. 

• Miller A, Smith M, Judd JA & Speare R. Review of the Barriers to controlling 

Strongyloides in Indigenous Australian Communities. In: Proceedings for 8th 

National Workshop on Strongyloidiasis: Expanding the Horizon on Strongyloidiasis, 

Canberra, ACT, 23-24 Mar 2013. 

• Judd J, Miller A, on behalf of the Influenza Studies Group: Communities influence 

government policy: A case study of listening to Indigenous voices about Pandemic 

Influenza, Oral Paper, Population Health Congress Adelaide, 9-10 September 

2012. 

• Judd J, Miller A and Speare R, Strongyloides and Health Promotion: a neglected 

area of Health Promotion Action, Poster, Population Health Congress Adelaide, 9-

12 September 2012 
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• Judd J, Miller A and Speare R, Strongyloides and Health Promotion: a neglected 

area of Health Promotion Action, 7thNational Strongyloides Workshop, Fremantle, 

WA March 20-21, 2012 

• Miller A, Saggers S, Judd JA, Kelly J, Durrheim DN, Massey PD & Speare R. Ask 

U, Listen to Us, Share with Us: Participatory Action Research in Indigenous 

Influenza Studies. Invited Speaker In Proceedings for Australian Society for 

Medical Research National Scientific Conference – Indigenous Health Action on 

Prevention, Cairns, QLD, 13-16 Nov 2011. 

• Miller A, Saggers S, Judd J, Kelly J, Durrheim DN, Massey PD, Speare R 

Aboriginal and Torres Strait Islander communities developing pandemic influenza 

containment strategies. Keynote Speaker In Proceedings for Listen to Indigenous 

People about Pandemic Influenza: Ask Us, Listen to Us, and Share with Us, 

Cairns, QLD, 22-23 Sept 2011. 

• Miller A, Saggers S, Judd J, Kelly J, Durrheim DN, Massey PD, Speare R. 

Aboriginal and Torres Strait Islander communities developing pandemic influenza 

containment strategies. In: Proceedings for Communicable Disease Control 

Conference, Canberra, ACT, 4-6 Apr 2011. 

• Massey PD, Miller A, Speare R, Saggers S, Judd J, Kelly J, Blackley M, Pearce G, 

Taylor KA, Odo T, Broome J, Purcell C, Clough A, Durrheim DN. Influenza Studies 

with Indigenous Communities. Ministry of Health & Health Research Council H1N1 

Workshop, Auckland, NZ, 16 June 2010. 

• Miller A, Massey PD, Pearce G, Taylor KA, Speare R, Saggers S, Blackley M, 

Broome J, Odo T, Purcell C, Judd JA, Kelly J, Clough A, Durrheim DN. Taking the 

next steps. NSW Health (Hunter New England) Introduction to Indigenous 

Research Workshop, 7-9 Jun 2010, Newcastle & Tamworth, NSW. 

• Miller A, Pearce G, Taylor KA, Broome J, Odo T, Blackley M, Speare R, Durrheim 

DN, Saggers S, Tsey K, Massey PD, Judd JA, Nelson C, Clough A, Thompson M, 

Kelly J, Roberts J. Engaging Indigenous Services in Influenza Research. James 

Cook University Tropical Lecture Series, Townsville, QLD, 13 May 2010.  

• Miller A, Speare R, Durrheim D, Saggers S, Tsey K, Judd J, Nelson C, Clough A, 

Thompson M, Kelly J. Feasible containment strategies for pandemic H1N1 in 

Indigenous communities. NHMRC H1N1 Workshop, Canberra, ACT, 10-11 Dec 

2009. 

• Miller A. A Qualitative Study of Barriers to Effective Infectious and Parasitic 

Disease Interventions in Aboriginal Communities. In: Proceedings for 5th National 
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Workshop on Strongyloidiasis: Closing the Gap on Strongyloidiasis, Centre for 

Remote Health, Alice Springs, NT, 17 Sept 2009. 
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Attachment 1. My grandparent’s Exemption Certificate 
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Chapter. 2 Background 

 

 

 

2.1 Chapter Brief 

The aims of this chapter are to describe the context and health status of Aboriginal 

and Torres Strait Islander people, provide a brief overview of the impact of infectious 

diseases on Indigenous people and highlight the need for this research in the context 

of infectious diseases affecting Aboriginal and Torres Strait Islander communities.  

The paper presented as a published book chapter is to highlight the historical policies 

that have, and continue to have, detrimental impact on the health of Indigenous 

Australians. 

2.2 Overview 

The paper presented for this chapter provides an introduction to the health of 

Indigenous Australians.  The paper is a published chapter that provides an overview 

of the history and development of the Aboriginal Medical Services (AMS) movement, 

details funding arrangements for Indigenous health, explores the epidemiology of 

health and illness of Indigenous Australians and compares this data with international 

Indigenous populations.  The chapter also examines Indigenous Australian 

participation in the health workforce and the current public health policies affecting 

the health of Indigenous Australians. 

In 2014, the estimated population of Indigenous Australians was 713,600, and New 

South Wales had the highest number of people 220,902 or 31% of the total 

Indigenous population.  The Northern Territory had the highest proportion of 

Indigenous Australians, which was 30% of the total NT population Australian 

Indigenous (HealthInfoNet 2015). 

Indigenous Australians are more disadvantaged than all other Australians on all 

social, economic, educational and health indicators (SCRGSP 2014).  There has 

been some marginal improvement to some health indicators like life expectancy and 

infant mortality, however, health outcomes remain largely unchanged (SCRGSP 

2014).  In terms of health, the leading 5 primary causes of deaths constituting 78.7% 
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of all deaths for Indigenous Australians are: diseases of the circulatory system (I00-

I99; 621 deaths or 25.2%); neoplasms (C00-D48; 524 deaths or 21.2%); external 

causes of mortality (V01-Y98; 380 deaths or 15.4%); endocrine, nutritional and 

metabolic diseases (E00-E90; 225 deaths or 9.1%) and diseases of the respiratory 

system (J00-J99; 194 deaths or 7.9%) (ABS 2014 B). 

From historical accounts, infectious diseases have drastically affected Indigenous 

peoples from around the world. Aboriginal and Torres Strait Islander people have 

also, experienced this when Europeans came to Australia (Anderson 2007). 

Indigenous peoples generally enjoyed better health in 1788 than most people living in 

Europe. 

They did not suffer from smallpox, measles, influenza, tuberculosis, scarlet 

fever, venereal syphilis and gonorrhoea, diseases that were common in 

18th century Europe. Indigenous people probably suffered from hepatitis 

B, some bacterial infections (including a non-venereal form of syphilis and 

yaws) and some intestinal parasites  

(Australian Indigenous HealthInfoNet 2015). 

Since the beginning of the twentieth century, Australia has experienced a significant 

drop in deaths caused by infectious diseases (ABS 1997).  Advances in public 

health, medical interventions and increased socio-economic status have largely been 

responsible for this decline (AIHW 2014). 

In Australia, death rates from infectious diseases decreased from 185 to 6 per 

100,000 between 1921 and 1995 (Figure 2).  During this time infectious diseases 

were the main cause of death from diseases such as diphtheria, polio, tetanus, 

malaria and tuberculosis (ABS 1997).  However, infectious diseases currently 

contribute significantly to morbidity and mortality of Indigenous Australians compared 

to the non-Indigenous population and is particularly important in rural and remote 

communities (ABS 2012). There are effective interventions for the control of many of 

these diseases however the implementation of these control strategies in rural 

Indigenous communities is frequently sub-optimal (Miller et al. 2014). Barriers at 

multiple levels appear to impact on effective interventions for infectious disease in 

Indigenous communities. 

The major infectious diseases effecting Indigenous Australians include tuberculosis, 

hepatitis (A, B, and C), sexually transmissible infections, HIV/AIDS, Haemophilus 
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influenza type b, pneumococcal disease, meningococcal disease and skin infections 

(Burns et al. 2003).  Infectious diseases are caused by bacterial, viral, prion, fungal 

and parasitic infections (Department of Health and Aging 2014; Centre for Rural and 

Remote Health 2014). The type of infectious disease usually determines the methods 

to address the risk factors (Burns et al. 2003).  Addressing these risk factors have 

included improving infrastructure in sanitation, and increased access to vaccination 

and medication (antibiotics and antivirals) and consequently have decreased the 

severity of infectious diseases (AIHW 2014). 

The National Notifiable Disease Surveillance System (NNDSS) provides information 

about specific infectious diseases that comes from individual studies or state and 

territory notifiable disease collections (NNDSS 2015). Data from state and territory 

collections are collected and published by the NNDSS.  However, Indigenous status 

is often not reported for large proportions of notifications (HealthInfoNet 2015). 

Influenza and pneumonia (J09-J18) is ranked the 13th leading cause of death 

nationally for Indigenous Australians (ABS 2012).  The standardised death rates for 

Indigenous Australians in NSW, Qld, SA, WA, and the NT for certain infectious and 

parasitic diseases (A00-B99) is 25.0 compared to 9.1 for Non-Indigenous people 

which is almost 3 times higher (ABS 2010). 

2.3 Summary 

In summary, the purpose of this chapter was to gain an understanding of the health 

status of Aboriginal and Torres Strait Islander people, provide a brief overview of the 

impact of infectious diseases on Indigenous people and the need to understand how 

multiple causal pathways causes by oppressive public policies have impacted on the 

health status of Indigenous Australians.  Historical responses by Indigenous 

Australians to oppressive public policies have led to the establishment of Aboriginal 

medical services in order to gain access to better healthcare.  Despite such 

developments, addressing Indigenous health require increases in funding to better 

understand the social determinants of health, improve workforce developments, 

improve health service delivery and support research to provide evidence-based 

health care for Indigenous Australians. 

The next chapter will provide an in-depth examination of two infectious disease 

exemplars used in this research – strongyloides and influenza H1N1.  

Notwithstanding the major causes of poor health are chronic conditions, infectious 
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diseases caused by strongyloides and influenza play a significant role in the poor 

health status of Indigenous Australians.  By understanding the barriers to effective 

interventions of these two diseases, may improve ways to understand address other 

health conditions, particularly from the perspective of Indigenous Australians. 

 

2.4 Paper Presented 

Miller A & Speare R Health Care for Indigenous Australians, Ch12 in Willis, E. & 
Reynolds, L. Eds Understanding the Australian Health Care System Second Edition: 
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2.5.1  Miller & Speare Health care for Indigenous Australians 
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Chapter. 3 The Exemplars – Strongyloides and H1N1 
Influenza 

 

 

 

3.1 Chapter Brief 

This chapter aims to describe two exemplars used in this thesis to provide a better 

understanding of the barriers to controlling infectious diseases in Indigenous 

communities.  The first exemplar is a neglected tropical disease caused by an 

intestinal parasite called Strongyloides.  The second exemplar is the human swine flu 

H1N1 that caused a pandemic in 2009.  This chapter describes the impact that these 

two diseases have had on the health of Indigenous Australians. 

3.2 Overview 

3.2.1 Exemplar 1 - Strongyloides 

There are over 50 species of Strongyloides, and only two infects humans; S. 

stercoralis and S. fuelleborni (Speare 1989).  These two species contain two sub-

species, S. fuelleborni in Africa and S. kellyi in Papua New Guinea (PNG) (Viney et 

al. 1991).  S. stercoralis is widespread throughout Indigenous communities and 

causes serious disease while S. kellyi is localised to PNG and has only been 

reported to cause serious disease in infants (Page et al. 2016).  S. stercoralis is a 

neglected tropical disease and strategies are being developed internationally to 

control this parasite (Olsen et al. 2009).  Strongyloides infection is caused by 

infective larvae penetrating the skin and undergoes a blood-lung migration. Adults 

end up living in the tunnels of the mucosal lining of the gastrointestinal tract.  The 

parasitic stage of Strongyloides is female only and reproduces by parthenogenesis or 

asexual reproduction (Speare 1989). 

Strongyloides is transmitted by contact with contaminated soil (or water) containing 

infective larvae (Sheorey et al. 2000). These infective larvae have developed from 

faeces which has deposited indiscriminately. The uniqueness of S. stercoralis is that 

it can become autoinfectious, with small infective larvae formed in the gut and re-

entering the tissues by penetrating the wall of the lower bowel. The practical result of 
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this is that a single infection can last many years and probably for life. Also, if the 

immune response of the host is suppressed, the rate of successful colonisation by 

autoinfective larvae increases, numbers of adult worms in the gut rises, and a serious 

and potentially fatal disease (the hyperinfective syndrome) develops (Shield and 

Page 2008). 

S. stercoralis is listed as a gastrointestinal helminth, and autoinfective larvae 

can invade any organ of the body. Strongyloidiasis can manifest with a variety 

of signs and symptoms on the skin, as gastrointestinal and respiratory 

symptoms or infection in other organs (Page et al. 2016). There are 

challenges of diagnosing strongyloidiasis because clinical manifestations are 

usually non-specific and intermittent (Page et al. 2016).  Strongyloidiasis has 

been classified into acute strongyloidiasis, chronic strongyloidiasis and 

hyperinfection, however, the categories are not precisely defined (Page et al. 

2016). 

The significance of strongyloidiasis in Aboriginal communities is that the parasite is 

hyperendemic with high rates, typically much greater the 5% (Johnson et al. 2005).  

However, since strongyloidiasis is not a notifiable disease, data on incidence is 

inadequate (Speare, Miller & Page 2015).  Some of the highest prevalence’s in the 

world have been recorded in northern Australia with prevalence’s of 35% in some 

groups (Shield et al. 2015). In most societies, the prevalence is under 5%, even in 

communities with severe poverty (Powloweski 1988). Unfortunately, researchers and 

many clinicians in Australia have largely ignored strongyloidiasis, and the impact of 

the parasite on these communities has not been documented.  Apart from occasional 

case reports of serious disease as demonstrated by a systematic review conducted 

as part of my PhD research, there has been limited research into incidence, 

prevalence and the impact Strongyloides on Indigenous communities (Miller et al. 

2014). 

3.2.1.1 Papers Presented for Strongyloides 

Page W, Shield J, O’Donahoo F, Miller A, Judd J, Speare R. Strongyloidiasis in 
Oceania. Chapter 3 in Ed. A. Loukas. Neglected Tropical Diseases - Oceania. 
Springer, SPi Global. 69-99, 2016. 
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Miller A, Smith ML, Judd JA, Speare R. Strongyloides stercoralis: Systematic 
Review of Barriers to Controlling Strongyloidiasis for Australian Indigenous 
Communities. PLoS Neglected Tropical Diseases, 8(9) e3141, 2014. 
 
Speare R, Miller A, Page W. Strongyloidiasis: a case for notification in Australia? 
The Medical Journal of Australia, 202 (10) 523-524, 2015. 

3.2.2 Exemplar 2 - H1N1 Influenza 

Human swine influenza (influenza A H1N109) has symptoms similar to seasonal 

influenza and include fever, cough, fatigue, myalgia, pharyngitis, chills, dyspnoea, 

coryza and headache (WHO 2009).  Complications from this infection can result in 

pneumonia and severe cases cause death (WHO 2009).  The influenza virus 

transmitted via respiratory droplets from a symptomatic individual.  Unless individuals 

are vaccinated, it is necessary to control transmission by adopting appropriate 

hygiene practices, social distancing or isolation and limit social activities. 

In early 2009 in Mexico, a novel influenza virus was first reported in large numbers of 

young adults presenting with serious respiratory condition.  Within a short period the 

new influenza A H1N1 virus was identified in the USA state of California and was 

linked to the cases in Mexico (CDC 2009).  The World Health Organization (WHO) 

reported in April 2009 more than 882 cases in Mexico and seven cases in the USA, 

including 62 deaths caused by the H1N1 influenza virus.  However, by June, 30,000 

confirmed cases have been reported in 74 countries.  The situation was defined as ‘a 

public health emergency of international concern’ (WHO 2009).  Approximately 1.5 

million people were believed to have been infected in 214 countries, with over 25,000 

confirmed deaths in 2011 (Gable et al. 2011).  Although the range of illness varied 

with the majority of cases mild, more serious illness was noted within particular 

groups (Flint 2009). 

Influenza infection was substantially higher in Indigenous population and the risk of 

hospitalisation and morbidity and similar to the 1919 pandemic influenza outbreak, 

where 10-20% of Indigenous Australians died compared to <1% of non-Indigenous 

Australians (Briscoe 1996).  During the 2009 H1N1 influenza pandemic, Aboriginal 

and Torres Strait Islander people comprised of 2.5% of the total Australian population 

but accounted for 16% of hospitalisations and 9.7% admissions to ICU (Flint et al. 

2009).  Aboriginal and Torres Strait Islander people from the Northern Territory, 

Queensland and Western Australia were 3-12 times more likely to be hospitalised 

than non-Indigenous Australians.  The H1N1 influenza pandemic affected Indigenous 
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populations more than non-Indigenous populations in Oceania and the Americas. 

Indigenous communities with a higher prevalence of comorbidities that includes 

diabetes, obesity, asthma, and chronic obstructive pulmonary disease, as well as 

pregnancy appear to have contributed to the higher risks and complications of the 

disease (La Ruche et al 2009, Kumar et al 2009, Miller et al 2015).  Social disparity, 

institutionalised racism within health services and differences in access to culturally 

safe health services have also been reported as contributing to disadvantage and 

delayed treatment (Miller et al. 2015). Given these factors and the subsequent impact 

they had on Indigenous communities, this part of the research project set out to 

ensure that the Australian national, state and territory pandemic plans adequately 

reflected the risk status of Indigenous peoples and promoted meaningful 

engagement to mitigate this risk (Miller et al. 2015). 

The publications for this chapter are two published letters designed to raise the 

awareness and importance of pandemic influenza and the impact this disease has 

had on the morbidity and mortality in Indigenous people.  Secondly, to highlight the 

inadequacies of the Australian Pandemic Plan in protecting and supporting 

Indigenous communities in a pandemic influenza outbreak.  It is important to note 

that investigating and subsequent funding of this research was initiated and driven by 

Indigenous communities and their organisations. 

3.2.2.1 Papers Presented for Influenza H1N1 

Miller A & Durrheim D. Aboriginal and Torres Strait Islander communities 
forgotten in new Australian Pandemic Action Plan: ‘Ask us, listen to us, share with 
us’. The Medical Journal of Australia, 193 (6): 316-317, 2010 
 
Massey PD, Miller A, Durrheim DN, Speare R, Saggers S, Eastwood K. 
Pandemic influenza containment and the cultural and social context of Indigenous 
communities. Rural and Remote Health 9 (online), 1179, 2009. 

3.3 Summary 

In summary, the strongyloides papers provides in-depth clinical information and 

makes a case for including strongyloidiasis as a notifiable disease in Australia.  The 

systematic review revealed that there is limited published research on the barriers to 

effective intervention for strongyloides.  More importantly, the review did identify five 

points of intervention: (1) develop reporting protocols between health care system 

and communities; (2) test all Indigenous Australian patients, immunocompromised 
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patients and those exposed to areas with S. stercoralis; (3) health professionals 

require detailed information on strongyloidiasis and potential for exposure to 

Indigenous Australian people; (4) to establish testing and treatment initiatives within 

communities; and (5) to measure and report prevalence rates specific to communities 

and to act with initiatives based on these results. By defining barriers to control of 

strongyloidiasis in Australian Indigenous people, improved outcomes of prevention, 

treatment of strongyloidiasis and increased health overall are attainable. 

The influenza H1N1 paper identified that decisions on appropriate pandemic 

containment measures need to be made in genuine partnership with communities, 

recognizing that some cultural practices may amplify or reduce infection risk.  Also, 

public health experts must work with communities in genuine and respectful 

partnership to define what pandemic containment measures are culturally appropriate 

and acceptable. 

There is a fundamental need for governments to acknowledge and respond 

effectively to the specific requirements of Aboriginal and Torres Strait Islander people 

in public policy development.  Prevention and preparedness must include 

government support of planning in respectful partnership with Aboriginal and Torres 

Strait Islander communities, health organisations and representative bodies. 

Mandating this support and partnership at all levels of government will allow a greater 

understanding of infection risk and identification of cultural, social, economic and 

health service factors that may contribute to poor health outcomes, and ensure 

culturally safe and effective prevention and mitigation strategies. 

A strong theme emerging from this work is the message to government: “Ask us, 

listen to us, share with us”.  Solutions to limit the burden on Aboriginal and Torres 

Strait Islander populations exist, but respectful partnership is necessary to unearth 

them. The partnership must not be a token one, but one developed through 

engagement with communities, and with the flexibility to be localised to meet the 

specific needs of diverse urban, rural and remote Aboriginal and Torres Strait 

Islander communities in all states and territories. Health information delivered with a 

local flavour is a key message from the project. “Ask us, listen to us, share with us” is 

a strong message that governments must heed if the impact of pandemic influenza 

on Aboriginal and Torres Strait Islander communities is to be limited. 

Finally, the extension research in influenza showed Australian Indigenous people 

may be particularly vulnerable to the H7N9 influenza disease.The next chapter 

delves into the methodology I used for the two studies, my research standpoint and 
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why I chose it and the application of a participatory action research within an 

Indigenous knowledge framework. 

3.3.1 Extension of the Research Publication 

I’ve included in this chapter an update on the influenza research with Indigenous 

populations.  This research is an extension of the original research question on the 

barriers for controlling infectious diseases in Indigenous communities.  This new 

research aims to identify immunologic barriers for not only Australian Aboriginal 

people but also Indigenous populations of New Zealand and North America.  The 

findings show these Indigenous populations would be particularly vulnerable to new 

strands of influenza like H7N9. 

Quiñones-Parra S, Grant EJ, Loh L, Nguyen THO, Campbell K, Tong S, Miller A, 
Doherty PC, Vijaykrishna D, Rossjohn J, Gras S, Kedzierska K. Pre-existing CD8+ T 
cell immunity to the novel H7N9 influenza A virus varies across ethnicities. PNAS, 
2014, Vol. 111, (3), 1049–1054. 
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3.5.1 Page, Shield, O’Donahoo, Miller, Judd, & Speare Strongyloidiasis in 
Oceania. 
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3.5.2 Miller, Smith, Judd, & Speare. Strongyloides stercoralis: Systematic 
review of barriers to controlling Strongyloidiasis for Australian 
Indigenous communities 
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3.5.3 Speare R, Miller A, Page W. Strongyloidiasis: a case for notification in 
Australia? 
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3.6.1 Miller & Durrheim. Aboriginal and Torres Strait Islander communities 
forgotten in new Australian Pandemic Action Plan: ‘Ask us, listen to us, 
share with us’.  
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3.6.2 Massey, Miller, Durrheim, Speare, Saggers, & Eastwood. Pandemic 
influenza containment and the cultural and social context of Indigenous 
communities.  
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3.7.1 Quiñones-Parra, Grant, Loh, Nguyen, Campbell, Tong, Miller, Doherty, 
Vijaykrishna, Rossjohn, Gras, & Kedzierska. Pre-existing CD8+ T cell 
immunity to the novel H7N9 influenza A virus varies across ethnicities 
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Chapter. 4 Methodology and Methods 

 

 

 

4.1 Chapter Brief 

This chapter aims to provide details about the methodology applied and developed in 

this research, the funding sources and ethics approvals.  There are two published 

papers presented about the methodological approaches applied and explored in this 

research.  Both papers discuss the application of participatory action research (PAR) 

approach to addressing the research questions stated in Chapter 1 of this thesis.  

The papers have been published in a peer reviewed journal article and in an 

international textbook on qualitative research methods.  Paper 1 is a journal article 

that directly relates to the influenza exemplar and paper 2 is a book chapter that 

promotes the incorporation of Indigenist research principles into PAR. 

4.2 Overview 

The methodology and my worldview standpoint are presented in this chapter.  My 

worldview is set from philosophical assumptions that guide my actions throughout my 

research (Creswell 2012).  My worldview for this research begins with this song by 

Jimmy Murray written in 1967.  Jimmy Murray, my granduncle, wrote and sung this 

song about “a bad cold”, which he believes he caught from non-Indigenous people, 

so he addresses this Jangala song to them – a love-song style with strong emotions.  

His throat is dry, and he can scarcely sing, but he works clay under water with his 

hands and applies it to his throat as a poultice to treat his sore throat (Dixon & Duwell 

1990).  Jimmy Murray was my grandmother’s brother who are from the Girramay 

people from Far North Queensland.  Jimmy Murray describes, in song, his illness, 

how he feels and how he treats his cold and how this cold has impeded him as a 

member of his community.  This cold my granduncle had must have affected him so 

badly that he wrote a song about this experience.  The common cold, an infectious 

disease and to many people today is a normal part of life.  But imagine the common 

cold was something you or your family had rarely experienced before or had limited 

knowledge of, and you know it wasn’t around before you had encountered a new 
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group of people.  Also, your knowledge of treating the symptoms of a cold was based 

on your experience with other common causes. 

 

Dry Throat by Jimmy Murray 

 

(Girramay Dialect) (English Translation) 

Ngay ngayba jida 
Jangala jinbala 
Ngayi jirajira 
Gilngaragu maya 
Gudangu garrindu 

 

Gudangu garrindu 
Marrimarrigubi 
Banggu nyurranginyju 

 

Banggu nyurranginyju 
Gudan gilngaragu 
Marrimarrigubi 
Malanggumbangurru 

 

Malanggumbangurru 
Marrany mangurrubi 
Banggu nyurranginyju 
Gilngaragu gudan 

 

Gudan gilngaragu 
Marrimarrigubi 
Ngayi jirajira 
Jinbalambangubi 

My throat is dry 
Too sore sing Jangala 
A thick, dry throat 
A bad cold grips me 
The cold blocks my throat 

 

The cold blocks my throat 
Such a heavy cold 
Caught from you people 

 

Caught from you people 
The cold impedes me 
Such a heavy cold 
With my hands, under water 

 

With my hands, under water 
I work the clay, for a poultice 
Caught from you people 
The cold impedes me 

 

The cold impedes me 
Such a heavy cold 
I think, dry throat 
And I cannot sing properly 

(Source: Dixon & Duwell 1990) 

My research draws from people’s experiences of how infectious diseases are 

understood, interpreted and investigated and why treatments have not been as 

effective in Indigenous communities.  I have chosen two disease examplars, 
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strongyloidiasis caused by the inflection of an intestinal worm Strongyloides 

sterceralis and pandemic influenza (pH1N1). 

I am Aboriginal, and I am from the Jirrbal people of North Queensland - garbawuɽu 

section of my community and my totem is guridjala - eagle hawk.  My grandmother, 

Chloe Grant (Bubbumurry), had a vision in the late 1960’s to preserve our language 

and culture by giving consent to Robert Dixon, a linguist, to research and record in 

detail, Dyrribal (Mamu, Girramay / Jirrbal dialects) language and culture (Dixon 1972, 

Dixon 1984).  I also draw inspiration from my grandmother’s actions to value the 

power of research and the benefits it can have for Indigenous people. 

There has been a long history of research that has had little or no benefit for 

Australian Indigenous people.  The history of research and Indigenous people: 

• Has not generally been to the advantage or benefit of Indigenous peoples and 

that it has been considered ‘seriously damaging and harmful’ and ‘insensitive, 

intrusive and exploitative’ (Manderson et al. 1998); and 

• Is designed to serve the academic, political or professional needs of 

researchers (NAHS 1989). 

The following quotes further document the history and sentiment of research on 

Indigenous peoples. 

In whichever discipline researchers have worked - history, sociology, 

anthropology, psychiatry - most have failed to perceive the insiders’ view - 

how black people themselves perceive and understand their condition 

(Langton 1981, p16). 

Indigenous perceptions of Australian research practice have emphasized 

their subject status, in which academics have been seen to descend on a 

community, gain peremptory permission to conduct their work, collect their 

data (biological or social) and leave, with little or no feedback to the 

community and no lasting benefits to it. (Manderson et al. 1998, p223). 

My worldview for research is centred on the following presented in my language: 

ŋaɖa ŋambayiriɲu - I think 
ŋali ŋinda ŋambayiriɲu - You and I are thinking 
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I undertake my research through the understanding that I am an Aboriginal person 

with the ability to deeply think about complex issues - ŋaɖa ŋambayiriɲu.  Historically, 

there has been a view that Indigenous peoples were incapable of thinking through 

complex issues.  Early colonial constructions described Indigenous people as lacking 

the ability to use their minds, their intellect or to invent, build, cultivate land, produce 

items of value and participate in the arts of civilisation (Smith 2005).  It is important 

for me as an Aboriginal person and a researcher to critically reflect on the past 

constructions of Indigenous people to find answers where both Indigenous and non-

Indigenous voices are equally valued and heard - ŋali ŋinda ŋambayiriɲu. 

My worldview for my research relates to the critical reflection of Aboriginalism and 

Indigenist Research Principles (Evans et al. 2014; Attwood 1992; Rigney 1997).  

Aboriginalism is imbedded with the assumption about the nature of power and 

knowledge that is drawn from the work of Edward Said, Orientialism and originally by 

Michele Foucault (Said 1979; Faubion 1994).  However, Said and Foucault’s work 

originates in what Flyvbjerg describes as the Aristotelian concept of phronesis, 

translated as prudence or practical wisdom, or “true state, reasoned, and capable of 

action about things that are good or bad for man” (Flyvbjerg 2001:2).  Phronesis goes 

beyond both analytical (episteme) and technical (techne) knowledge to consider the 

role of values and power in judgements and decisions made by a social or political 

actor (Flyvbjerg 2001). 

Therefore, regarding phronesis or phonetic social science, Aboriginalism is the 

intellectual development and constructions of authoritative and essentialist truths of 

“Aborigines”; which is characterised by the relationship between power and 

knowledge (Attwood 1992). Aboriginalism exists on three levels: the first as 

Aboriginal Studies through the teaching and scholarly pursuit of knowledge about 

Aborigines by non-Aboriginal intellectuals who claim Aborigines cannot represent 

themselves and therefore must be represented by experts who know more about 

them than they know about themselves (Said 1979; Attwood 1992).  The second 

level from a style of thought that emphasizes the imagined distinction between 

Aborigines and Europeans to construct Aborigines as the “Other” and to form a 

“Them” and “Us” relationship (Attwood 1992).  The third level is described as 

corporate and government institutions exercising authority over Aborigines claiming 

rights, laws and information about them (Said 1979; Attwood 1992).  In line with 

Foucault “discourse analysis”, it is at this point Attwood unable to document a fourth 
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level, which is the role of that Aboriginal people play in developing, controlling and 

determining their own intellectual authoritative and essentialist truth (Foucault 2000). 

My worldview for this thesis combines my the deep connection to my Aboriginal 

identity – language, culture, family (relationships) and land (place), Indigenous 

research principles and the adoption of other philosophical positions (Figure 4.1).   

 

 

Figure 4.1 My Worldview for research 

 

4.3 Papers Presented  

Miller A, Massey PD, Judd JA, Kelly J, Durrheim DN, Clough AR, Speare R, Sagger 

S. A methodology for listening to Aboriginal and Torres Strait Islander people in 

Australia about Pandemic Influenza. Rural and Remote Health, 2015, Vol 15, Issue 

3/4. 

Evans M, Miller A, Hutchinson P & Dingwall C. “De-Colonizing Research Practice: 

Indigenous Methodologies, Aboriginal Methods, and Knowledge/Knowing”, in Oxford 

Worldview - Being Aboriginal

Orientialism

Aboriginalism

Participatorary 
Action ResearchIndigenist 

Research

Artistolism
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Handbook of Qualitative Research. Patricia Leavy (ed.) New York: NY, Oxford 

University Press, 2014: 179-191. 

 

The first paper presented in this chapter describes the use of a Participatory Action 

Research (PAR) approach in two National Health and Medical Research Council 

(NHMRC) research grants - grant number 601025 and 601034. 

Before undertaking these projects, a pilot study in New South Wales Hunter New 

England region with six Aboriginal communities exploring people’s concern about 

pandemic influenza was conducted.  The pilot study identified five (5) themes from 

Aboriginal people (1) local resource person; (2) clear communication; (3) access to 

health services; (4) households and funerals; (5) social and community support 

issues.  According to international indigenous experiences, influenza pandemics are 

a serious threat to the health and social functioning of communities (Massey et al. 

2009:1-2).  Therefore, risk reduction measures for influenza in Indigenous Australian 

communities must be developed in collaboration with Indigenous communities to 

maximise their acceptance (Massey et al. 2009).  The pilot study team instigated 

further conversations with other researchers from Queensland and Western 

Australia.  This lead to the formation of a larger research team that comprised 

researchers with expertise in infectious diseases, qualitative research, health 

promotion, public health, primary health care and Indigenous health research.  The 

newly formed team than applied for two NHMRC grants which were both successful.   

The paper presented for this study describes the use and effectiveness of the PAR 

framework to better understand community members’ perception and risks of 

pandemic influenza.  A qualitative PAR framework was effective in gaining deep 

understandings from participants. Aboriginal and Torres Strait Islander community 

controlled organisations and health services were involved in the implementation, 

interpretation and monitoring of the project. As a result, novel features of PAR with 

Aboriginal and Torres Strait Islander communities and organisations emerged.  

These novel features included the importance of working in a multi-disciplinary team 

with Aboriginal and Torres Strait Islander researchers; the complexities and 

importance of obtaining multi-site human research ethics approval processes; the 

importance and value of building the research capacity of both experienced and 

novice researchers in PAR; the need to use localised sampling protocols; and the 

process of undertaking a collective research process and enacting action research 
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and feedback (Miller et al 2015).  The most effective responses of this project are in 

pre-existing relationships that had been established over a long period between 

Aboriginal medical services and investigators while research relationships 

established specifically for the project, were less successful (Miller et al. 2015). 

The second paper was used to guide me through the research process as a 

conceptual checklist for the Strongyloides exemplar.  This paper focuses on 

developing of an Indigenist Participatory Approach to research, which is 

fundamentally engrained in the traditions and knowledge systems of Indigenous 

peoples.  The paper is published as a book chapter to describe Indigenous 

methodologies and methods that have become both systems for generating 

knowledge, and ways of responding to the processes of colonisation. 

My fellow co-authors from Canada and I have developed specific Indigenous 

research methods that have emerged from language, culture, and worldview.  These 

creative and new approaches draws deeply from our communities’, and thus express 

and enacts traditional knowledge systems in contemporary terms. The result is more 

pertinent research, better take up and dissemination of research results, and a 

general improvement in the situations of Indigenous communities and peoples 

(Evans et al. 2014). 

My specific contribution to this chapter details a research approach that incorporates 

Indigenist research principles, Participatory Action Research (PAR) framed within my 

Indigenous cosmological worldview and language - Jirrbal.  I use the main features of 

a tropical cyclone as an analogy – the cyclone itself, the wind of the cyclone and the 

eye of the cyclone.  ŋala gumbarra is the cyclone that captures the cyclical stages of 

both Indigenist research principles (ŋala gumbarra gayga) and PAR (ŋala gumbarra 

gulubu).  The methods image provides a framework for data collection and analysis 

that underpins the methodological Cyclone Analogy (Figure 4.2). 
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Cyclone Analogy Methods 

 
 

Figure 4.2 Cyclone Analogy 
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4.4 Summary 

The methodological approach for both papers applied a PAR framework.  Both 

papers explored deeper research matters, like Indigenous world views, that impact 

on research processes when working with Aboriginal and Torres Strait Islander 

peoples.  I shared my research standpoint and worldview, how I formed them and 

how I applied them within the two studies.  In a practical sense, a PAR approach is 

appropriate in research projects with and for Indigenous people, but there are factors 

like relationships, ethic approval complexities and the value of establishing a multi-

disciplinary team that should be taken into consideration.  These papers will stimulate 

further discussion on developing new and innovative ways to undertake research that 

positively impacts and benefits the research needs of Aboriginal and Torres Strait 

Islander people, their communities and organisations.  The next chapter examines 

the findings of the strongyloides study with two peer reviewed journal publications.  

The first is a qualitative paper exploring the knowledge and experiences of health 

staff and researchers.  The second highlights the perspectives of Aboriginal people of 

a successful community-driven intervention to control strongyloides. 
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4.6 Miller, Massey, Judd, Kelly, Durrheim, Clough, Speare, & Sagger S. A 
methodology for listening to Aboriginal and Torres Strait Islander 
people in Australia about Pandemic Influenza. 
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4.7  Evans, Miller, Hutchinson & Dingwall. De-colonizing research 
practice: Indigenous methodologies, Aboriginal methods, and 
knowledge/knowing 
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Chapter. 5 Findings: Strongyloides 

 

 

 

5.1 Chapter Brief 

This chapter aims to present findings from two studies that investigated the impact of 

Strongyloides on Indigenous communities and present both qualitative and 

quantitative study findings and results that provide deep insights into the barriers 

controlling and treating Strongyloides.  Also, evidence presented here aims to better 

inform public health policy and provide insight into community engagement to 

mobilise local Indigenous leadership in mass drug administration. 

5.2 Overview 

This chapter presents two papers from two different studies, and both investigate the 

impact of Strongyloides on Indigenous communities.  Both studies provide deep 

insights into the barriers controlling and treating Strongyloides in Indigenous 

communities. 

5.3 Papers Presented 

Miller A, Smith ML Judd JA, Speare R. Policy implications for controlling 

communicable diseases in Indigenous Communities: Case of Strongyloidiasis in 

Australia. Aboriginal Policy Studies, 7(1) 148-179, 2018. 

Miller A, Young EL, Tye V, Cody R, Muscat M, Sanders V, Smith ML, Judd JA, 

Speare R. A community-directed integrated Strongyloides control program in 

Queensland, Australia. Control of Communicable Diseases in Human and Animal 

Populations: 70th Anniversary Year of the Birth of Professor Rick Speare (2 August 

1947 – 5 June 2016). Trop. Med. Infect. Dis. 3(2) 48, 2018. 

The first paper is a qualitative study to investigate the views and perspectives of 

health professionals and researchers to the barriers of controlling and treating 

Strongyloides in Indigenous Australian communities.  Interviews where undertaken 

with health professionals and researchers, using purposive sampling, qualitative data 

Chapter 1 Introduction Chapter 2 Background Chapter 3 Exemplars Chapter 4 Methodology Chapter 5 Results: 
Strongyloides Chapter 6 Chapter 7



144 

 

was recorded and verified with participants and thematically analysed (Ethics 

approval number OTH/07/12/HREC).  The results were thematically organised into 

major and sub themes. 

The outcome from this study is that Australian Indigenous communities will continue 

to suffer effects of increased morbidity and mortality associated with and due to lack 

of control and prevention of Strongyloides stercoralis.  Issues such as institutional 

racism, improvements to health promotion, education, socioeconomic determinants 

and health care systems policy and procedures need to be addressed. 

This study identifies direct implications for controlling and preventing of Strongyloides 

stercoralis.  These implications include increasing knowledge and understanding of 

the risks to health for Indigenous community members and highlighting the need for 

prevention policy development for neglected tropical diseases in Indigenous 

communities.  Additionally, increasing knowledge and understanding about 

Strongyloides stercoralis treatment, diagnosis and healthcare access so that health 

professionals and policymakers who work within Indigenous health are better 

informed.  More importantly, raising awareness of systematic institutional racism in 

the control and prevention of neglected tropical diseases in Indigenous communities 

and a health promotion framework can provide the basis for multiple level of 

interventions to control and prevent Strongyloides in Indigenous communities and to 

make effective and sustainable changes. 

The second paper is largely quantitative but has added information of local 

Indigenous health promotion strategies that enhanced the success of the trial.  This 

study occured in the remote Aboriginal community of Woorabinda in central 

Queensland, Australia in 2004.  There were 944 residents with a high prevalence of 

strongyloidiasis resulting in morbidity and at least one death. In 2004-2005 the 

community initiated and implemented a Strongyloides control program, treating all 

residents with oral ivermectin, repeating dosage for those with positive Strongyloides 

serology, running their health promotion campaign using locally made resources and 

addressing relevant environmental health problems. 

Ninety-two percent of the community residents participated in the program and 

prevalence of strongyloidiasis at the time of the ‘test and treat’ intervention was 

16.6% [95% confidence interval 14.2-19.3].  Cure rate after two doses of ivermectin 

was 79.8%, and transmission was stopped. The local leadership and governance for 

this program resulted in a high level of community involvement.  The commitment 
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required of these leaders was demanding and involved intense work over a period of 

several months but was considered worth the outcome.  Apart from controlling 

strongyloidiasis, the community took pride in the fact that they had developed and 

run the program.  This Woorabinda study appears to be the first community-directed 

Strongyloides control program in Australia and possibly globally and is a significant 

study that demonstrates that Indigenous leadership and participation is essential in 

undertaking a community wide mass drug administration. 

My role in this study was to re-engage the community, develop and write a 

manuscript, gain permission to publish the results of the study and to contextualise 

the role the Indigenous community and health staff played in the mass drug 

administration trial to test and treat for Strongyloides.  Previous attempts to re-

engage the health service and community failed for some reasons which occurred 

over long period - sensitive matters which cannot be discussed in this thesis).  I used 

research funds (ARC Grant No. 0989521) to appoint an Indigenous researcher who 

had cultural connections with the community to undertake consultations.  With ethics, 

approval (OTH/07/12/HREC) consultations recommenced, and additional information 

about the context of the study was revealed, recorded and added to the manuscript.  

Permission to write and published the study was approved, and this was co-

presented by health staff and researchers at the 2016 International Strongyloides 

Workshop (see reference in list of presentations). 
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5.3.1 Miller, Smith, Judd, & Speare. Policy implications for controlling 
communicable diseases in Indigenous communities: Case of 
Strongyloidiasis in Australia.  
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5.3.2 Miller, Young, Tye, Cody, Muscat, Sanders, Smith, Judd, & Speare. 
Community-directed integrated Strongyloides control program in 
Queensland, Australia.  
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Chapter. 6 Findings: Influenza H1N1 

 

 

 

6.1 Chapter Brief 

The aim of this chapter is to present results from a study into developing appropriate 

and effective strategies to reduce risk of pandemic influenza in Indigenous 

communities and present two further papers from a study that examined the 

biological risks to new influenza strains for Indigenous peoples. 

6.2 Overview 

There are three papers included in this chapter; one core to this thesis and two 

papers additional to the thesis that demonstrate the extension to the influenza 

research.  The core paper presented in this chapter provides a response to the 

research questions 1 and 2. 

6.3 Papers Presented 

Massey PD, Miller A, Saggers S, Durrheim DN, Speare R, Taylor K, Pearce G, Odo 

T, Broome J, Judd J, Kelly J, Blackley M, Clough A. Australian Aboriginal and Torres 

Strait Islander communities and the development of pandemic influenza containment 

strategies: Community voices and community control. Health Policy, 2011, 103, 184–

190. 

6.3.1 Extension of the Research 

Valkenburg SA, Josephs TM, Clemens EB, Grant EJ, Nguyen, THO, Wang GC, Price 

DA, Miller A, Tong S, Thomas PG, Doherty PC, Rossjohn J, Gras S, Kedzierska K. 

Molecular basis for universal HLA-A*0201 CD8+ T Cell immunity against influenza 

viruses. PNAS, April 19, 113 (16) 4440-4445, 2016. 

Clemens EB, Grant EJ, Wang Z, Gras S, Peta Tipping P, Rossjohn J, Miller A, Steven 

Y. C. Tong SYC and Kedzierska K. Towards identification of immune and genetic 

correlates of severe influenza disease in Indigenous Australians. Immunology and 

Cell Biology, accepted article preview 23 Oct 2015; doi: 10.1038/icb.2015.93. 

Chapter 1 Introduction Chapter 2 Background Chapter 3 Exemplars Chapter 4 Methodology Chapter 5 Results: 
Strongyloides

Chapter 6 Results: 
Influenza Chapter 7
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6.4 Summary 

The purpose of the paper by Massey et al. 2011 was to develop culturally appropriate 

and effective strategies to reduce the risk from pandemic influenza (H1N109) in rural 

and remote Indigenous Australian communities.  We applied a Participatory Action 

Research (PAR) approach that enabled communities and researchers to work 

together to develop understanding and take action to reduce risk.  Qualitative 

research methods were used to collect data from Indigenous participants from 

communities in NSW, Qld and WA.  Local Indigenous community researchers were 

recruited and trained in conducting interviews to collect qualitative data.  We also 

developed effective working relationship with Indigenous health services to enable 

the research to recruit study participants. 

Aboriginal and Torres Strait Islander communities involved in this project raised deep 

concerns and serious issues because of their experiences during the H1N109 

pandemic.  The participants expressed distrust and scepticism about current 

Australian health policies on containment and told the researchers that specific plans 

for Indigenous peoples were needed. Respondents indicated that policies and plans 

had been developed without respectful engagement with communities. The strong 

and recurring themes that emerged from the PAR cycles were: the importance of 

family; ways of life and realities of living in response to influenza; and key messages 

to government and health services to focus on communication, understanding and 

respect. 

The essential work of reducing risk of pandemic influenza with Indigenous 

communities is not straightforward, but this project has highlighted some useful 

pathways to continue to journey along with communities. Some strategies to reduce 

the spread of pandemic influenza in Indigenous communities were identified. These 

strategies would make a good starting point for conversations with communities and 

health services. In Indigenous communities, the environment, community structures 

and traditions vary. Respectful engagement with communities is needed to develop 

effective policy. 

This research detailed in Valkenburg et al. revealed Indigenous Australians are at 

greater risk of severe influenza disease, especially when new influenza strains.  

However, results suggest that vaccination strategies aimed at generating broad 

protection should incorporate variant peptides to elicit cross-reactive responses 
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against other specificities, especially those strains of influenza that may have the 

potential to become a significant global concern. 

The Clemens et al. study discovered Indigenous populations, including Indigenous 

Australians, are highly susceptible to severe influenza disease, and the underlying 

mechanisms are unknown.  We studied immune and genetic factors that could 

predicate severe influenza disease in Indigenous Australians enrolled in the LIFT 

study: Looking into Influenza T cell immunity. To examine CD8+ T cell immunity, we 

characterised human leukocyte antigen (HLA) profiles.  We identified two new HLA 

alleles (HLA-A*02: new and HLA-B*56: new).  Modelling suggests that variations 

within HLA-A*02: new (but not HLA-B56: new) could affect peptide binding 

suggesting that the ~15% of Indigenous people that express HLA-A*02:01 have 

universal influenza-specific CD8+ T cell immunity.  Furthermore, the frequency of an 

influenza host risk factor, IFITM3-C/C, was comparable between Indigenous 

Australians and Europeans, suggesting that expression of this allele does not explain 

increased disease severity at a population level. Our study indicates a need to 

identify novel influenza-specific CD8+ T cell epitopes restricted by HLA-A and HLA-B 

alleles prevalent in Indigenous populations for the rational design of universal T cell 

vaccines.  The next chapter draws the key messages from core papers to promote 

five principles for addressing the barriers to effective interventions in Indigenous 

communities. 
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6.4.1 Massey, Miller, Saggers, Durrheim, Speare, Taylor, Pearce, Odo, Broome, 
Judd, Kelly, Blackley & Clough. Australian Aboriginal and Torres Strait 
Islander communities and the development of pandemic influenza 
containment strategies: Community voices and community control 
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6.4.2 Valkenburg , Josephs, Clemens, Grant, Nguyen,Wang, Price, Miller, Tong, 
Thomas, Doherty, Rossjohn, Gras & Kedzierska. Molecular basis for 
universal HLA-A*0201 CD8+ T Cell immunity against influenza viruses. 
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6.4.3 Clemens, Grant, Wang, Gras, Tipping, Rossjohn, Miller, Tong  and 
Kedzierska. Towards identification of immune and genetic correlates of 
severe influenza disease in Indigenous Australians.  
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Chapter. 7 Key Messages and Conclusion 

 

 

7.1 Chapter Brief 

This chapter aims to address the third research question: How does this research 

inform Indigenous communities, researchers and public health policy makers about 

the barriers to controlling infectious diseases in Indigenous communities?  A 

discussion about the benefits, limitations and significance of this research is included 

and the main outcome the development of key messages to inform communities, 

researchers and health professionals and government that have emerged from the 

research.  The key messages are framed in my research standpoint framework in 

Dyirbal langauage as nyali nyinda nyambayirijnu - that we can collaboratively think 

of solutions to complex problems in Indigenous health is explained in this chapter. 

7.2 Overview 

This thesis, given its development over time, describes my research journey from 

novice to more experienced researcher and presents as an empirical thesis with peer 

reviewed journal articles and book chapters.  The focus of studies is centred on two 

infectious diseases, Strongyloides and Influenza H1N1, as exemplars to provide a 

better understanding of barriers to effective interventions for infectious diseases in 

selected Indigenous Australian communities.  The research centred around three 

research questions about Strongyloides and Influenza H1N1: (two separate studies). 

1. What are, and have been, the barriers that have prevented effective of control 

and treatment of Strongyloides and H1N1 swine influenza in Indigenous 

Australian communities? 

2. How are these barriers understood and articulated by Aboriginal 

communities/people, health staff and researchers? and 

3. How does the outcome of this research inform Indigenous communities, 

researchers and public health policy makers about the barriers of controlling 

infectious diseases in Indigenous communities? 

The Strongyloides study applied qualitative methods to investigate the views and 

perspectives of Indigenous community members, health professionals and 

Chapter 1 Introduction Chapter 2 Background Chapter 3 Exemplars Chapter 4 Methodology Chapter 5 Results: 
Strongyloides Chapter 6 Results: Influenza Chapter 7 Key Messages and 

Conclusion
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researchers to the barriers of controlling and treating Strongyloides in Indigenous 

Australian communities.  Interviews were undertaken using purposive sampling; 

qualitative data was recorded and verified with participants and transcripts were 

thematically analysed. 

The influenza H1N1 study applied a qualitative PAR framework to better understand 

community members’ perceptions and risks of pandemic influenza.  The outcomes of 

applying this qualitative PAR framework was to gain a depth of knowledge and 

understanding from participants. Aboriginal and Torres Strait Islander community 

controlled organisations and health services were involved in the implementation, 

interpretation and monitoring of the project.  As a result, novel features of PAR with 

Aboriginal and Torres Strait Islander communities and organisations emerged.  

These novel features included: 

• the importance of working in a multi-disciplinary team with Aboriginal and 

Torres Strait Islander researchers;  

• the complexities and importance of obtaining multi-site human research ethics 

approval processes;  

• the importance and value of building the research capacity of both 

experienced and novice researchers in PAR;  

• the need to use localised sampling protocols; and the process of undertaking 

a collective research process and enacting action research and feedback. 

The most effective responses of this project are in pre-existing relationships that had 

been established over a long period between Aboriginal Medical Services and 

investigators, while research relationships established specifically for the projects, 

were less successful.  These papers on Strongyloides and H1N1 were included in 

this thesis as a response to research questions 1 and 2. 

Five key messages were synthesised from these publications to inform Indigenous 

communities, researchers and public health policy makers about the barriers of 

controlling infectious diseases in Indigenous communities. 

As explained in Chapter 1, significant progress has been undertaken, in the form of 

additional funded research, to further investigate the impact of Strongyloides and 

influenza has had on Indigenous communities.  Some of the outcomes from this 
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continued research are included in this thesis led by some of Australia’s leading 

researchers in the field.  I have been included in this research for provide advice and 

guidance in particular aspects of the study design pertaining to Indigenous research, 

in particular, gaining ethics approvals, capacity building for Indigenous researchers in 

gaining bio-samples and cultural protocols in Indigenous research.  Three papers are 

included to demonstrate that apart from socio-economic and cultural factors 

impacting the control of these infectious diseases, immunologic factors specific to 

Indigenous populations play a significant role in the control of pandemic influenza 

(Qui Quinones-Parra 2014, Clements 2016, Valkenburg 2016).  These papers 

identify specific immunologic differences in vaccine effectiveness between 

Indigenous and non-Indigenous populations, the discovery of gene responsiveness 

to influenza infection in Indigenous peoples and the need to develop targeted vaccine 

for specific Indigenous populations. 

7.3 Significance 

There are five main reasons this research has significance.  Firstly, the use and 

application of qualitative research methods to investigate infectious diseases in 

Indigenous communities is novel.  Typically epidemiology, the science of public 

health research, is commonly used to investigate infectious diseases in human 

populations.  This research applied qualitative research methods to gain insight into 

knowledge, experience and perceptions of barriers to controlling infectious diseases 

in Indigenous communities from a unique group of participants. 

Secondly, this research targeted a unique group of participants; Indigenous people, 

researchers and health professionals, to document their knowledge, insights and 

perceptions of barriers to controlling infectious diseases in Indigenous communities.  

The research questions were designed to ensure collecting and analysing this 

important information was at the centre of this research by providing opportunities for 

Indigenous peoples to be involved in making sense of the data and research 

approaches. 

Thirdly, the research projects had a substantial amount of Indigenous participation 

and leadership, and a strong focus on research capacity building.  As an Indigenous 

Chief Investigator I led the application of Indigenous research protocols, had 

leadership of the grants and played an important role in the recruitment and training 

of the Indigenous researchers.  Two approaches were used to recruit and employ 

Indigenous researchers.  The first approach was payment to primary healthcare 
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services to second staff time for the project and the second approach was directly 

recruiting from local Indigenous communities.  The strong focus on building and 

sustaining research capacity benefited the Indigenous organisations, communities 

and researchers.  It’s important to note this research was guided by and reported to 

Aboriginal Community Controlled Health Service Boards, adding to Indigenous 

leadership of the projects. 

The fourth point of significance is that this research ocurred across three states 

(NSW, QLD and WA) which required rigorous attention to detail within ethics 

applications at both community-controlled organisational and institutional levels.  A 

significant amount of effort was devoted to applying, responding and reporting to 

ethics committees.  In some cases, manuscripts were required to be reviewed and 

approved by an ethics committee before submitting for publication. 

Finally, the coordination and administration of three category one grants, two 

NHMRC and one ARC, that formed the basis of this research was led by myself as 

the Indigenous leader and cultural advisor in these teams. 

7.4 Benefit 

The benefits of this research were to provide a large body of evidence on the barriers 

to controlling or addressing infectious diseases in Indigenous Australian 

communities.  This evidence was developed using two infectious disease exemplars; 

Strongyloides and H1N1 Influenza and published in open access journals.  To assist 

in translating this benefit into practice, a substantial amount of dissemination, 

presentation and reporting was undertaken in addition to peer reviewed and 

community reports (see Box 1.1 Presentations and Dissemination).  Additionally, 

there were community-based presentations to local government and community 

controlled health services.  Research undertaken on H1N1 influenza during 2009 and 

2010 drew a large amount of media attention which was used to share our research 

intentions and the reasons why the research was important to Indigenous 

communities, health professionals and government agencies.  A major outcome of 

the H1N1 influenza study resulted in changing the Australian Health Management 

Plan for Pandemic Influenza and the Queensland Health Pandemic Influenza Plan – 

letter received from the Chief Health Officer of Queensland, Dr Jeannette 

Young.  This change meant a stronger focus and better inclusion of vulnerable 

populations, in particular, Aboriginal and Torres Strait Islander people within both 

plans.  Feedback from presentations to community organisations indicated that this 
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research should be included or considered in local government disaster 

management planning. 

7.5 Limitations 

The perceived limitation of this research is that qualitative research in infectious 

diseases in particular communities cannot be generalised beyond those 

communities, particularly to diverse Indigenous communities and health service 

contexts.  However, the development of key messages from this research is generic 

enough to guide, engage and inform Indigenous community members, health 

professionals and researchers on reducing risk, clinical matters, research processes 

and guide government agencies on public policy development with Indigenous 

peoples.  This research has already proven that qualitative research with Aboriginal 

and Torres Strait Islander communities has influenced pandemic influenza planning 

nationally and within Queensland. 

There is also a perceived limitation that this research was conducted over a long 

period which may have impact on the relevance of the information in today’s 

understanding of health and wellbeing.  Overall, since this research began in 2009, 

there has been limited research output in publications that centre on barriers to 

infectious disease within the topics of strongyloides and influenza in Australian 

Aboriginal and Torres Strait Islander communities. 

Finally, there could be a perception that my contribution in this research is not 

explicitly evident, given the involvement of co-authors, co-investigators and research 

assistants in two funded studies.  I can confirm that I have, along with my 

collaborators, have conformed to international conventions of authorship, which has 

been declared in some publications included in this thesis.  I have provided 

Indigenous leadership and have been actively involved in study design, methodology, 

the quality of the data and analysis and led and contributed significantly to 

publications and presentations.  The outcomes are grounded in Indigenous research 

protocols and communicated back to communities and stakeholders within my 

research framework standpoint that has been detailed in Chapter 4. 

7.6 Key Messages: djilbay and wiraway 

In Dyirbal language, djilbay is knowing how to do something and wiyamay is knowing 

what to and how to do it, these form the two conceptual ways to categorise key 
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messages from this research.  There are two categories of key messages resulting 

from this research: generic key messages (djilbay) and specific key messages 

(wiraway) relating directly to the two infectious disease exemplars.  The generic key 

messages djilbay include models of capacity building, community engagement, 

applying Indigenous ethical standards and organisational engagement that were 

driven from this research should inform other research.  These generic key 

messages can broadly be applied to other infectious diseases including sexually 

transmitted infections and other immerging, neglected and tropical diseases 

impacting on Indigenous communities.  As a leader in Indigenous research, these 

generic key messages (djilbay) should inform any research or policy makers to 

consider when approaching infectious diseases in Indigenous populations and 

influence design, approach and potential outcomes. 

The specific key messages wiraway are synthesised from the research and the 

publications in this thesis.  An analysis of each paper’s conclusion are listed in Box 

7.1 and 7.2 with bolded crucial phases.  The specific key messages are listed 

separately into the two exemplars and themed into three areas: communities, 

researchers and health professionals and government.  These key messages are 

distilled (wayu) further to compile research and engagement principles about 

improving interventions to infectious disease in Indigenous Australian communities. 
Box 7.1. Key Messages – Strongyloides  

For Communities  
To address and lead community based infectious disease control programs, communities need 
to: 

− Establish testing and treatment initiatives within communities (Miller et al. 2018); 

− Increased knowledge and understanding of the risks to health for Indigenous community 

members (Miller et al. 2018); 

− Effective and sustainable changes can be made by using a health promotion framework 

that can provide the basis for multiple levels of interventions to control and prevent 

Strongyloides in Indigenous communities (Miller et al. 2018); and 

−  The importance of local Aboriginal leadership and governance and a high level of 

community involvement increases success in a mass drug administration program to 

address S. stercoralis (Miller, Young, Tye, Cody, Muscat, Sanders, Smith, Judd, Speare, 

2018). 

For Researchers / Health Professionals 

To ensure quality services and health outcomes for Indigenous Australian patients: 
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− Test all Indigenous Australian patients, immunocompromised patients and those 

exposed in areas with S. stercoralis (Miller et al. 2014). 

− Health professionals require detailed information on strongyloidiasis and the potential 

for exposure for Indigenous Australian people (Miller et al. 2014). 

− The emergence, development and recognition of Indigenous methodologies in 

research should be considered in all types of study designs (Evans, Miller, Hutchinson & 

Dingwall 2014). 

− Health professionals and policymakers who work within Indigenous health need increased 
knowledge and understanding of treatment, diagnosis and healthcare access for S. 

stercoralis (Miller et al. 2018). 

− A community-driven ‘treat-and-test’ mass drug administration (MDA) intervention needs 

to be co-designed with the Community Health Service and the community (Miller, Young, 

Tye, Cody, Muscat, Sanders, Smith, Judd, Speare, 2018). 

− Health staff providing information to community members about S. stercoralis can 

facilitate the development of localised knowledge and understanding of the parasite. 

This process allows research teams to develop ways to share new knowledge and 
understanding about S. stercoralis leading to localised communication strategies 

development and delivered in the form of novel health promotion materials (Miller, Young, 

Tye, Cody, Muscat, Sanders, Smith, Judd, Speare, 2018). 

− Develop a community-driven governance model to guide the project that can second 

expert advice at critical points of the program/project (Miller, Young, Tye, Cody, Muscat, 

Sanders, Smith, Judd, Speare, 2018). 

For Government 

In order to develop effective public health policies and frameworks, governments need to: 

− Develop reporting protocols between health care system and communities (Miller et al. 

2014). 

− Measure and report prevalence rates specific to communities and act with initiatives based 

on these results (Miller et al. 2014). 

− We urge the Australian Government Department of Health to consider placing 
strongyloidiasis on the National Notifiable Diseases Surveillance System (NNDSS), to 

establish an accurate estimate of incidence that will inform the necessary public health 

action at community, regional and national levels. (Speare, Miller & Page 2015). 

− We propose that all reported cases of Strongyloides be laboratory confirmed, based on 

faecal examination or serology. These data can be collated and used to guide 
implementation of a National Strongyloidiasis Elimination Program (Speare, Miller & 

Page 2015). 

− There is a need for prevention policy development for neglected tropical diseases in 

Indigenous Australian communities (Miller et al. 2018). 
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− There is a need to raise awareness of systematic institutional racism in the control and 

prevention of neglected tropical diseases in Indigenous communities (Miller et al. 2018). 

− There is a need for the incorporation of local leadership and knowledge in community 

wide interventions (Miller, Young, Tye, Cody, Muscat, Sanders, Smith, Judd, Speare, 2018). 
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Box 7.2. Key Messages – Influenza H1N1 

For Communities 
To address and lead community based infectious disease control programs, communities need 
to advocate for: 

− Australian Indigenous people may be particularly vulnerable to the H7N9 influenza disease 

(Quiñones-Parra 2014). 

− An effective way to engage with Indigenous communities is through pre-existing 
relationships with individuals within organisations that were established over a long period 

between Aboriginal medical services and investigators. However, research relationships 

established specifically for the project were less successful because of changes in 

personnel and organisational support (Miller et al. 2015). 

− Decisions on appropriate pandemic containment measures need to be made in genuine 
partnership with communities, recognising that some cultural practices may amplify or 

reduce infection risk (Massey et al. 2009). 

− Families and ways of life were identified as critical determinants of the way communities 

responded to the threat of pandemic influenza (Massey, Miller et al. 2011). 

− Keeping families safe; prioritising family above self; respecting family structures; and 

the need to attend funerals and community events, impacted on how participants responded 

to pandemic influenza and the development of more acceptable disease control strategies 

(Massey, Miller et al. 2011). 

− Life in Aboriginal and Torres Strait Islander communities is fulfilling and affirming, but the 

realities of the built environment pose particular challenges. There may be large and 

extended families living in a relatively small house, and there may be more than one house 

that people call “home” (Massey, Miller et al. 2011) 

For Researchers / Health Professionals 

To ensure quality services and health outcomes for Indigenous Australian patients are achieved 
through: 

− Public health experts must work with communities in genuine and respectful 
partnership to define what pandemic containment measures are culturally appropriate and 

acceptable (Massey, Miller et al. 2009). 

− Lessons learnt from this study by implementing a PAR research framework with 
Aboriginal and Torres Strait Islander communities, and organisations include:  

− The importance of working in a multidisciplinary team with Aboriginal and Torres Strait 

Islander researchers;  

o The complexities and importance of obtaining multi-site human research ethics 

approval processes;  
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o The importance and value of building the research capacity of both experienced 

and novice researchers in PAR;  

o The need to use localised sampling protocols; and the process of undertaking a 

collective research process and enacting action research and feedback (Miller et al. 

2015). 

− The participatory approach used in this study has the potential to be applied to vulnerable 

populations in other countries (Miller et al. 2015). 

− A strong recurrent theme across the sites was that health services needed to be more 
locally responsive to the pandemic threat (Massey, Miller et al. 2011). 

− The role of local Aboriginal or Torres Strait Islander health workers was said to be critical. 

These people are important for “delivering the health message, and they do not 
frighten the community by keeping the message culturally appropriate by 
being there to translate immediately any misinterpretation” (Massey, Miller et al. 

2011). 

For Government 

In order to develop effective public health policies and frameworks, governments need to: 

− There is a fundamental need for governments to acknowledge and respond effectively to 

the specific requirements of Aboriginal and Torres Strait Islander people in public policy 

development (Miller & Durrheim 2010). 

− Prevention and preparedness must include government support of planning in respectful 
partnerships with Aboriginal and Torres Strait Islander communities, health organisations 

and representative bodies. Mandating this support and partnership at all levels of 

government will allow a greater understanding of infection risk and identification of cultural, 

social, economic and health service factors that may contribute to poor health outcomes, 

and ensure culturally safe and effective prevention and mitigation strategies (Miller & 

Durrheim 2010). 

− A strong theme emerging from this work is the message to government: “Ask us, listen to 
us, share with us” (Miller & Durrheim 2010). 

− Solutions to limit the burden on Aboriginal and Torres Strait Islander populations exist, but 
respectful partnership is necessary to unearth them. The partnership must not be a token 

one, but one developed through engagement with communities, and with the flexibility to be 

localised to meet the specific needs of diverse urban, rural and remote Aboriginal and 

Torres Strait Islander communities in all states and territories. Health information delivered 

with a local flavour is a key message from the project. “Ask us, listen to us, share with us” is 

a strong message that governments must heed if the impact of pandemic influenza on 

Aboriginal and Torres Strait Islander communities is to be limited (Miller & Durrheim 2010). 

− Indigenous participants is this study provided deep insights into more effective 
communication between governments, health services and the community. This theme 

identified the need for government and organisations to enter into a dialogue with Aboriginal 
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and Torres Strait Islander communities, to discover what communities wanted to know 

before telling them. Respondents reported that it was important that authorities listened to 

what was ‘really’ meant, and then shared the information needed (Massey, Miller et al. 

2011). 

− For sharing information, to connect effectively with local people, participants advised to 

“localise, personalise and humourise” the communication, using established local 

community networks and local languages. The importance of ensuring that information 

related to community members using identifying colours, people and logos, was reported 

(Massey, Miller et al. 2011). 

− The data revealed that communities placed a high value on partnerships and 
collaborations (Massey, Miller et al. 2011). 

 

7.7 Principles to Address Barriers to Infectious Disease Interventions: 
wayu 

I have synthesised (wayu) these key messages into 5 principles to address barriers 

for infectious disease interventions in Indigenous communities.  These are: 

1) Increase knowledge and information about the diagnosis and treatment of the 

disease and share this information with communities. 

2) Collaboratively work with local leadership to support a community-driven model 

that has genuine and respectful partnerships between local Indigenous people, 

health professionals and government agencies. 

3) Develop and adopt effective communication strategies to share knowledge and 

information about infectious diseases to different stakeholders to respond 

effectively. 

4) Plan, develop and implement public policy about infectious diseases interventions 

that addresses institutionalised racism and incorporates local Indigenous 

knowledge. 

5) Indigenous engagement strategies must identify and use pre-existing 

relationships that incorporates Indigenous people’s values. 

7.8 Conclusion: nyali nyinda nyambayirijnu (ŋali ŋinda ŋambayiriɲu) 

This research used qualitative methods that focused on two infectious diseases: 

Strongyloidiasis and H1N1 Influenza and aimed to use these diseases as exemplars 

to provide a better understanding of the barriers to effective interventions for 
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infectious diseases in selected Indigenous Australian communities.  The research 

investigated these diseases in two studies to answer three research questions.  

These are: 

1. What are, and have been, the barriers that have prevented effective of control 

and treatment of Strongyloides and H1N1 swine influenza in Indigenous 

Australian communities? 

2. How are these barriers understood and articulated by Aboriginal 

communities/people, health staff and researchers? and 

3. How does the outcome of this research inform Indigenous communities, 

researchers and public health policy makers about the barriers of controlling 

infectious diseases in Indigenous communities? 

The major outcomes of this research were presented in publications as 3 book 

chapters and 11 peer reviewed journals that formed the structure of the thesis.  

Additionally, there were 3 articles as an extension to the influenza part of this study.  

The purpose of including the extension research is to highlight the trajectory of the 

original research to include biological and immunological barriers within Indigenous 

peoples for influenza prevention and treatment. 

The Strongyloides study and related articles used qualitative methods to investigate 

the views and perspectives of Indigenous community members, health professionals 

and researchers about the barriers of controlling and treating Strongyloides in 

Indigenous Australian communities.  Interviews were undertaken using purposive 

sampling, and qualitative data was recorded and verified with participants and 

thematically analysed.  The findings were categorised into major and minor themes. 

The Influenza H1N1 study applied a PAR framework to better understand community 

members’ perceptions and risks of pandemic influenza.  The outcome of using a 

qualitative PAR framework was an effective way to gain a greater depth of 

knowledge and understandings from participants. Aboriginal and Torres Strait 

Islander community controlled organisations and health services were involved in the 

implementation, interpretation and monitoring of the project.  As a result, novel 

features of PAR with Aboriginal and Torres Strait Islander communities and 

organisations emerged. 

  



229 

 

 

Figure 7.1 Research Framework Standpoint 

Generic / Specific Key 
Messages 

Synthesis from messages to 
principles 

Research Framework Standpoint 

 

 

I envisage, that this research has shed light, through djilbay and wiraway, on the 

important issues affecting the barriers to Indigenous community participation in 

infectious disease research, clinical interventions and public policy development.  

The principles and outcomes, wayu, of this research not only answer the research 

questions posed but confirms my research framework standpoint - nyali nyinda 
nyambayirijnu that we can collaboratively think of solutions to complex problems in 

Indigenous health (See Figure 7.1). 

  

wayu

djilbay

wiraway

nyali nyinda 
nyambayirijnu



230 

 

7.3 References 

Evans M, Miller A, Hutchinson P & Dingwall C. “De-Colonizing Research Practice: 

Indigenous Methodologies, Aboriginal Methods, and Knowledge/Knowing”, in 

Oxford Handbook of Qualitative Research. Patricia Leavy (ed.) New York: 

NY, Oxford University Press, 179-191, June 2014. 

Clemens EB, Grant EJ, Wang Z, Gras S, Peta Tipping P, Rossjohn J, Miller A, Steven 
Y. C. Tong SYC and Kedzierska K. Towards identification of immune and 
genetic correlates of severe influenza disease in Indigenous Australians. 
Immunology and Cell Biology, (94) 367-377, 2016. 

Massey PD, Miller A, Durrheim DN, Speare R, Saggers S, Eastwood K. Pandemic 

influenza containment and the cultural and social context of Indigenous 

communities. Rural and Remote Health 9 (online), 1179, 2009. 

Massey PD, Miller A, Saggers S, Durrheim DN, Speare R, Taylor K, Pearce G, Odo 

T, Broome J, Judd J, Kelly J, Blackley M, Clough A. Australian Aboriginal and 

Torres Strait Islander communities and the development of pandemic 

influenza containment strategies: Community voices and community control. 

Health Policy, (103) 184–190, 2011. 

Miller A & Durrheim D. Aboriginal and Torres Strait Islander communities forgotten in 

new Australian Pandemic Action Plan: ‘Ask us, listen to us, share with us’. 

The Medical Journal of Australia, 193 (6)316-317, 2010. 

Miller A, Smith ML, Judd JA, Speare R. Strongyloides stercoralis: Systematic 

Review of Barriers to Controlling Strongyloidiasis for Australian Indigenous 

Communities. PLoS Neg. Trop. Dis. 8(9) e3141, 2014. 

Miller A, Massey PD, Judd JA, Kelly J, Durrheim DN, Clough AR, Speare R, Sagger 

S. A methodology for listening to Aboriginal and Torres Strait Islander people 

in Australia about Pandemic Influenza. Rural and Remote Health, (15) 2923, 

2015 

Miller A, Smith ML Judd JA, Speare R. Policy implications for controlling 

communicable diseases in Indigenous Communities: Case of Strongyloidiasis 

in Australia. Aboriginal Policy Studies, 7(1) 148-179, 2018. 

Miller A, Young EL, Tye V, Cody R, Muscat M, Sanders V, Smith ML, Judd JA, 

Speare R. A community-directed integrated Strongyloides control program in 



231 

 

Queensland, Australia. Control of Communicable Diseases in Human and 

Animal Populations: 70th Anniversary Year of the Birth of Professor Rick 

Speare (2 August 1947 – 5 June 2016). Trop. Med. Infect. Dis. 3(2) 48, 2018. 

Page W, Shield J, O’Donahoo F, Miller A, Judd J, Speare R. Strongyloidiasis in 

Oceania. Chapter 3 in Ed. A. Loukas. Neglected Tropical Diseases - Oceania. 

Springer, SPi Global. 69-99, 2016. 

Qui Quinones-Parra S, Grant EJ, Loh L, Nguyen THO, Campbell K, Tong S, Miller A, 

Doherty PC, Vijaykrishna D, Rossjohn J, Gras S, Kedzierska K. Pre-existing 

CD8+ T cell immunity to the novel H7N9 influenza A virus varies across 

ethnicities. PNAS, Vol. 111, (3)1049-1054, 2014 

Speare R, Miller A, Page W. Strongyloidiasis: a case for notification in Australia? The 

Medical Journal of Australia, 202 (10)523-524, 2015. 

Valkenburg SA, Josephs TM, Clemens EB, Grant EJ, Wang GC, Price DA, Miller A, 
Tong S, Thomas PG, Doherty PC, Rossjohn J, Gras S, Kedzierska K. 
Molecular basis for universal HLA-A*0201 CD8+ T Cell immunity against 
influenza viruses. PNAS, April 19, 113 (16) 4440-4445, 2016.  

 


	Front Pages
	Title Page
	Acknowledgements
	Statement of the Contribution of Others
	Abstract
	Table of Contents
	List of Tables
	List of Figures

	Chapter. 1 Introduction
	Chapter. 2 Background
	Chapter. 3 The Exemplars – Strongyloides and H1N1 Influenza
	Chapter. 4 Methodology and Methods
	Chapter. 5 Findings: Strongyloides
	Chapter. 6 Findings: Influenza H1N1
	Chapter. 7 Key Messages and Conclusion



