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Nhina, nhäma ga ŋäma 

Sit, observe and listen 

If we didn’t do this we couldn’t have done the rest, 

it is the right way to work 

Minitja Marawili 
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Love has to be shown, it is an action. Good support and encouragement are about loving – 

doing things to show love. Feelings of connection and sympathy for others and care are 

fundamental – they make things happen. 

(Minitja Marawili, Lowitja Conference, Darwin, June 2019) 

The link between empathy and healing through the practice of nhina, nhäma ga ŋäma came 

about through conversations with Minitja about my family history, where she encouraged me 

to ‘look to the past’ to understand my current motivations and work, and ‘to think about the 

past to think about the future’ (Journal note, 27/5/17). The Yolŋu place themselves in a circle 

of family relationships, their gurrutu. This is an ahistorical view – ancestors are 

contemporaneously present, felt and taken into account. Minitja’s questions about my family 

led me to telling her about my great-grandfather, who qualified as a doctor in the 1890s and 

went on to teach medicine at Cambridge University’s teaching hospital. In 1925 he published 

a teaching text (Haynes, 1925) at a time when a stethoscope was the only technology used to 

aid diagnosis. The techniques he describes require the clinician to use all their senses, to 

palpate, to listen and generally engage physically with the patient. This story resonated for 

Minitja as being nearer to her understanding of how a healer might approach a sick person. The 

lesson I drew was that medicine, through technological advances, has lost a very immediate 

means of creating empathy between the clinician and the patient. 

Haynes, G.S, 1925, Notes on medical case taking and the examination of patients, Cambridge: W. Heffer &sons 
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The first research project reported in Chapter 3 is a (published) systematic, qualitative literature 

review that identifies how predominantly biomedically focused approaches tend to focus on 

managing Aboriginal people’s health rather than understanding and including people’s 

perspectives, priorities and knowledges through their lived experiences. Chapter 4 (published) 

describes a small, community-based rheumatic heart disease project that used a ‘both-way 

learning’ (reciprocal knowledge co-creation) approach that enabled Aboriginal community 

members to build and apply their research capacity, resulting in empowerment through 

community ownership of knowledge about rheumatic heart disease and research. The third 

research project (the heart of the thesis) is the PhD research (unpublished), drawing on in-depth 

yarns and an extensive period of participant observation to provide a rich, ethnographic account 

of the complex, diverse yet interconnected experiences of patients, carers, family members and 

communities living with rheumatic heart disease. The data collection, analysis and reporting 

This thesis demonstrates a process of, and outcomes resulting from, creating space for 

productive dialogue. The lived experience of Aboriginal people with rheumatic heart disease is 

the central thesis research supported by three subsidiary research projects. The four projects use 

a variety of research methods to examine factors that narrow the space of productive dialogue 

as well as approaches that privilege Indigenous world views in order to broaden that space. 

Reflecting a critical medical anthropological approach, the focus of enquiry moves between 

micro and macro contexts, from individuals, families and communities to health services, 

academia and policy. 

Rheumatic heart disease is a highly racialised disease and a potent marker of health inequity for 

Aboriginal Australians. While the commitment and advocacy of researchers and health 

practitioners has resulted in notable improvements, systemic and structural impediments 

constrain widespread gains. This is likely to continue to be the case while rheumatic heart 

disease remains well understood in biomedical and epidemiological terms but with only limited 

input concerning relevant Aboriginal knowledges, lived experiences and opinions. 

Yolŋu co-researcher Makungun Marika, reflecting on his involvement in the thesis research, 

called for the threads of Western and Aboriginal ways of knowing, being and doing to be woven 

‘to make a mat we can all sit on’. However, creating the ‘mat’, a space of productive dialogue 

(ganma) between two very different world views, is constrained by a biomedically-dominated 

rheumatic  heart  disease  context  and  inadequate  attention  to  socioeconomic  and  cultural 

determinants leading to persistent systemic inequities. 

Abstract 
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for this project privilege the knowledge and experiences of Yolŋu community members who 

became co-researchers following their participation in the community-based rheumatic heart 

disease project described in Chapter 4. The fourth project uses a decolonising critical medical 

anthropology analysis of in-depth interviews with rheumatic heart disease practitioners to argue 

that broadening the space of productive dialogue and privileging Indigenous voices in a 

biomedically dominated arena requires cultural safety/reflexivity that 

particularly attends to power differences. 

Shifting the focus of enquiry iteratively between micro and macro contexts, this thesis 

demonstrates that improving Aboriginal health requires new approaches to improve access to 

primary care, treatment and outcomes. This work requires transformative policies, focusing on 

facilitation and training for inter-sectorial collaboration, and working with Aboriginal leaders 

in a space of productive dialogue with the aim of the new knowledge becoming accessible and 

new strategies becoming embedded. 
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Chapter 1. Introduction 

Preface 

This really happened, by the beach, just down there … a Balanda [white] woman was camping 

with the Yolŋu family she had been adopted into. The children went exploring and came back 

with wangapu [bush plums], a sweet, dense fruit with an oval stone; the fruit reminded the 

Balanda woman a little of dates. Later they all went to look for more plums. The Balanda’s 

Yolŋu daughter walked ahead, purposeful, picking plums as she went. The Balanda woman 

stumbled along behind, peering into bushes, looking low and high but not seeing a single plum. 

Eventually, her daughter showed her a plum: ‘There, you can pick that one.’ In her excitement 

at finally having a plum to pick the Balanda thrust her hand into the bush, picked the plum but 

emerged covered in green ants. Being bitten all over, she spent the next few minutes slapping, 

cursing and brushing ants off while her daughter calmly continued walking and picking. The 

Balanda tried again to find plums, and when she complained how hard it was a child kindly 

pointed out that sometimes she was looking at the wrong bush. Taking note of exactly the kind 

of leaf and branch arrangement of the correct bush the Balanda was sure she would now see 

plums. But no, still nothing. Again, her daughter pointed one out for her, and again trying to 

pick it the Balanda emerged covered in green ants. She felt stupid. Recovering from the second 

ant attack she tried again. The Yolŋu woman recognised the plums so readily she hardly seemed 

to be looking, they seemed to just appear to her. And she was amused at how slowly the Balanda 

was walking, carefully examining the bushes, and twisting her head to try new angles. 

Eventually they went back to the beach to eat what they had picked and spit purple plum juice. 

The Balanda never found a plum on her own that day. 

But when her family took her hunting again months later – there they were! Clearly visible. The 

Yolŋu were not surprised that she could see the wangapu now, but she was. 

1 

 



This formative personal narrative of looking for wangapu (bush plum) describes trying, failing 

and finally learning to see like my Yolŋu family. It’s literal and metaphorical, and for this reason 

my family frequently asked me to retell the story. This story also demonstrates that cultural 

guides can show us what to look for, the taste and colour and shape and place, but not being 

imbued in the cultural setting we still may not see what we are looking for. And cultural guides 

may not always be able to warn us of the dangers in an environment so familiar to them that 

they are not even aware of avoiding dangers. So, if you are a Balanda going hunting for bush 

plums you will need to know which bush to look at and how to watch out for green ants. When 

I told my wangapu story to Yolŋu co-researcher Minitja Marawili1 she said, ‘It is like that for 

Yolŋu trying to understand research. It takes a lot of looking and watching out for green 

ants’… Minitja also told me, ‘Write that story for your PhD’ (Journal note, 14/3/17).2
 

1.1 Introduction 

Arriving in Yilpara I was invited to nhina. To sit, to be, to live in Yilpara. 

This didn’t happen immediately. When I first arrived to work on a project in Yilpara, a remote3
 

north-east Arnhem Land community, I was a complete outsider in a very foreign environment. 

Nhina – to ‘sit, stay, stop at, live (in a place); to be’ (http://yolngudictionary.cdu.edu.au) – 

relates to the whole domain of living among and the experience of being and is therefore 

comparable to ‘lived experience’. Nhina is a component of the larger concept nhina, nhäma ga 

ŋäma (to sit, observe and listen) that refers to a way of learning, a way of being and way of 

healing. It can be passive or active – a meditation, or a basis for dialogue or relationship. Nhina, 

nhäma ga ŋäma suggests a full understanding that occurs quietly and respectfully when one is 

in the right place, watching and listening. It also implies waiting for a story to come to the hearer 

– we listen and observe and, if we are lucky, we learn something. For a non-Indigenous 

researcher it provides an essential guide for a way we can come to understand ourselves, others 

and our world through feelings. Each component term holds great depth of meaning. Combined, 

Nhäma and Ŋäma ‘express extraordinary empathy, to the point that one can almost  “become” 

the sufferer and feel  what  they are feeling  “from  within”’  (De Donatis,  2010: 246); it  is an 

1 Pseudonyms are used  throughout the  thesis  except  when  referring  to  the Yolŋu  co-researchers  in  order to 
acknowledge their contribution to the thesis. Pseudonyms are only ever single names; when a surname is given 

the name is not a pseudonym. 
2 I checked with the traditional owner of the land on which the story occurred about whether or not he was happy 

for me to tell the story; he replied, ‘It is yours to tell’. 
3 ‘We are not remote, but at home on our country despite its distance (geographically and ontologically) from 

“mainstream” administrative centers’ (Marika et al., 2009: 405). 
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ethical kind of relatedness that has ‘to do with mutual feelings of accountability and obligation, 

care, compassion and intimacy’ (De Donatis, 2010: 256). It is for these reasons that Minitja said 

‘If Emma didn’t do this we couldn’t have done the rest, it’s the right way to work’ (Journal note 

from conversation while preparing to present at Lowitja conference, November 2017). And I 

would not have learnt about nhina, nhäma ga ŋäma if I had not approached my time in Yilpara 

with a commitment to ‘both-way’ learning. Nhina, nhäma ga ŋäma is, therefore, a central 

principle in this thesis and is explored as a research approach in the methodology chapter 

(Chapter 2).4 

Being invited to nhina is not just a matter of politeness; nhina relates to with whom, and where, 

one sits. That is, based on gurrutu (Yolŋu system of skin/clan/family relationships), there are 

both people and places that are right to sit with (on) and those that are not. ‘Through their 

gurrutu connections and their local residence, Yilpara people know the country and are known 

by it, they speak the language and their sweat is familiar’ (Barber, 2005: 168). This results in 

the very different social reality of Yolŋu wherein each person is ‘understood not only as an 

individual personality but also having obligations and rights on a matrix of kinship and clan 

relations that constantly and concretely signal the connection and locatedness of everyone in 

the highly differentiated social whole’ (Kemmis et al., 2014: 46). When you do not know how 

someone is related to you, much time is spent figuring it out and a ‘placeholder’ relationship 

might be assigned based on your totem, malk (skin group) or place you are from (all of which 

have associated gurrutu connections). For example, a woman whose malk is galikali must be 

in mother relationship to someone whose malk is gutjan. Gurrutu also determines the dances 

you can dance and the designs you can paint (what knowledges you are authorised to know) 

(Lloyd et al., 2016; Bawaka Country et al., 2016).5
 

I came to live in Yilpara through a fortuitous set of circumstances. I met Alice Mitchell6 during 

my first trip to Darwin in 2016 to ‘scope’ my thesis research by talking to key rheumatic heart 

disease (RHD)7 research and care practitioners (interviews that were later analysed as a case 

study; see Haynes et al., in press, Chapter 7 of this thesis). As a result of her PhD thesis research, 

4  See also Appendix D. 
5 Note the naming of the country on which the work was done as lead author in this publication by Yolŋu and 

balanda co-authors. 
6 Alice Mitchell is an applied linguist and midwife and at the time we met she was completing her PhD thesis ‘That 

heart sickness’. Exploring Aboriginal young people’s experiences of rheumatic fever care from childhood to 

adulthood. Alice has more than 30 years of experience living and working in the Northern Territory; her years as 

a midwife, in particular, mean that she is well known to many families in north-east Arnhem Land. 
7 Throughout the thesis the term RHD is used in a broad general sense, referring to all the disease stages unless 

otherwise specified. 
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Alice had well-developed connections with the Yilpara community (Mitchell et al., 2018). 

While she was in Yilpara two years earlier, Alice talked to the community leader about the high 

prevalence of RHD and its precursor condition, acute rheumatic fever (ARF), in the community. 

As a consequence, the community leader initiated the On Track Watch (OTW) project and 

asked that outside researchers come and help.8 On my second trip to Darwin while on my way 

to Yilpara, the community leader’s wife was coincidentally in Darwin, accompanying her 

mother on a hospital visit. Through her connections Alice introduced me to the community 

leader’s wife, who adopted me as yapa (sister). From this one key relationship the rest of my 

gurrutu and my place in the community were established, including my relationship with 

Minitja, who was to become my key guide and co-researcher and was in daughter status to me, 

calling me ŋäṉḏi (mother) while I call her waku (child). 

Figure 1. My PhD guides and co-researchers Minitja Marawili and Alice Mitchell 

The process for learning about my gurrutu in Yilpara was to approach a family group, 

whereupon I would be invited to ‘Go, go! Nhina!’ (Come here! Sit!) and a space for me on the 

communal mat would be indicated. Sitting with the family, an ever-increasing circle of 

connections would be established, beginning with the person most closely related to me. At the 

start this was always a yapa (sister), having been guided to begin with the sisters who would be 

my greatest supports throughout my stay. Through this process their children became my 

8 The OTW project evaluation is reported in Haynes et al. (2019: Chapter 4). 

4 

 

 



children, their brothers my brothers and so on. I could then introduce myself as such to others, 

continuing to build my place in the community family. It was reiterated frequently in this 

process that it made everyone happy to know how I was placed in their world. For example, 

‘Mori was telling me how happy he was with the way I work, from the heart’ (Journal note, 

29/6/17). This strong foundation in gurrutu enabled the development of relationships with the 

community members, who became thesis co-researchers, and the broader Yilpara community, 

which acted as a de facto thesis reference group, both of which gave me much support in 

conducting the PhD research. 

In particular, through these relationships I developed an understanding of nhina, nhäma ga 

ŋäma (sit, observe and listen) as an Aboriginal research methodology. As I applied nhina, 

nhäma ga ŋäma I was subtly trained by the Yolŋu in two methods of knowledge generation – 

both-way learning and the use of metaphors. Nhina, nhäma ga ŋäma also allowed ongoing, 

deep conversations between Minitja and I regarding ‘critical thinking’ and asking the right 

questions. These processes are, in effect, practical applications of learnings regarding the 

theory-based principles of productive dialogue, a central thesis methodological approach 

discussed in Chapter 2. Living in Yilpara for 18 months also provided opportunities for 

experiences and observations that give great contextual depth to both the thesis data collection 

and analysis (resulting in around 200,000 words of electronic journal notes and three hard-copy 

journals). It was often challenging to be on my own in an environment so foreign to me, but 

‘also absolutely worth it. Every moment is learning. And I’m confident about the value of this 

grounding in community life for the PhD interviews’.9 I had first-hand experience of 

complexities such as: housing (sleeping on the clinic floor was my best option for six weeks); 

nutrition (everyone was hungry – the local shop had little fresh food and prices were horrendous; 

the challenge was the complexity of addressing that issue); education (I went to the school to 

listen to the children read every morning; when there was a funeral lasting some weeks, new 

children arrived every day, tensions mounted and school work was compromised); employment 

(white contractors appeared regularly, but no locals were included in the tasks); community 

governance (I had long conversations with community members about the implications of a 

new community organisation); language (I started learning one language but it turned out I 

needed to learn three just to be part of one family – too much for me!); culture (daily faux pas 

were great learning experiences; luckily everyone was very forgiving) and history (the tragedies 

9 In particular my observations regarding the daily lives of people and families living with RHD. During the course 

of my 18 months stay there were two RHD-related deaths and two new cases, in a small community of 100. The 

contribution of my time in Yilpara to the thesis research is outlined in Methods (Chapter 2). 
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of colonisation are still fresh, part of daily life – for example, as reflected in the documentary 

Dhakiyarr vs the King10  (Murray & Collins, 2004)). 

1.2 Background 

The remainder of this introductory chapter details three key areas of context for the thesis: 

1. rheumatic heart disease; 2. a brief history of Yilpara and the OTW project that enabled me 

to live there; and 3. how my experiences living in Yilpara contributed to this thesis, in particular 

as  a result  of collaborating with  Minitja. The chapter concludes with  an outline of the thesis 

structure. 

1.2.1  Rheumatic heart disease 

This thesis is as much about process as it is about a topic or content area. So, in some ways it 

could have been about any Aboriginal health-related topic. This is evidenced by the substantial 

methodology chapter following this introduction, preceding the chapters reporting on the core 

thesis research and three RHD-related research projects. There are, however, significant factors 

that mean this thesis could only have been about RHD. 

RHD is heart valve damage resulting from ARF, itself an abnormal autoimmune reaction to 

Group A Streptococcal (‘Strep A’) infection of the throat or skin (Carapetis et al., 2016). RHD 

occurs at exceedingly high rates in Indigenous communities worldwide, including among 

Australian Aboriginal people (Australian Institute of Health and Welfare, 2013). 

Approximately 420 cases of ARF are diagnosed among Aboriginal people annually (RHD 

Australia, 2012) a rate 123 times that in non-Aboriginal people (Katzenellenbogen et al., 2020). 

Further, of the more than 5000 people under 55 years of age living with RHD in Australia, 71% 

are Aboriginal (Katzenellenbogen et al., 2020). This represents one of the highest burdens of 

RHD in the world. The consequences of ARF and RHD are enormous, significantly impacting, 

as well as shortening, the lives of Aboriginal children, adolescents, young adults, individuals, 

families and communities in Australia (Belton et al., 2018; Belton et al., 2016; Chamberlain- 

10 Seventy years after his controversial murder trial and subsequent disappearance, Dhakiyarr’s body has still not 

been found and laid to rest. His descendants know that justice was not served. They want to restore what was 

denied to him: his honour. This is their story, told in their own words. It is also the story of a clash of cultures, and 

of one man bravely facing the unknown. Dhakiyarr vs the King journeys with the Yolŋu as they re-trace his 

footsteps and finally come face to face with the authorities that let him down. It is an inspiring story of 

remembrance and healing – of two laws, two cultures and two families coming to terms with the past. 

https://shop.nfsa.gov.au/assets/files/DhakiyaarvstheKing_TN.pdf 
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Salaun et al., 2016). Table 1 below summarises the key stages in RHD 

prevention/treatment strategies. 

progression and 

Table 1. ARF/RHD Disease Progression and Prevention Strategies / Treatment 

(Adapted from Carapetis et al., 2016 and Wyber et al., 2014) 

Driven by socioeconomic factors (Coffey et al., 2018), and now almost entirely absent in non- 

Aboriginal Australian populations, RHD has been described as a racialised disease and 

identified as a potent marker of health inequity (Haynes et al., 2021; Manderson et al., 2009). 

RHD is one of the greatest among the raft of ‘gaps’ in health status measures between 

Aboriginal and non-Aboriginal health experiences. And in 2016 RHD was the topic for the 

Australian Medical Association (AMA) annual Report Card on Aboriginal Health, the first 

occasion the AMA focused on a single disease (AMA, 2016), thus signalling the recognition at 

a national level of RHD as ‘a striking marker of inequity’ (Katzenellenbogen et 

al., 2017: 322). 

As stated in the literature review (Chapter 3) in this thesis, 

[d]espite the glaring evidence of disparity described by the statistics related to RHD, 

long-term concerted efforts to eradicate RHD have had little success (Cannon et al. 

2019). Arguably, part of the problem is a lack of attention to the voices, opinions and 

understandings of the people behind these statistics. The use of statistical comparisons 

between  Aboriginal  and  non-Aboriginal  populations  is  innately  Othering  and  is 

‘unlikely to deviate from well-worn themes of disadvantage and deviation from the 
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Disease progression Average age affected Prevention strategies/treatment 

Exposure to Group A 

streptococcus causes sore 

throats and skin sores 

 

From birth 
 

Infection control, reduction in 

household crowding, poverty and 

malnutrition 

Improved access to health care 

Acute Rheumatic Fever 

(ARF) 

 

Initial episode most common 

in 5- to 14-year-olds 

 

Treatment with antibiotics – normally 

monthly penicillin injections for 10 

years 

Rheumatic Heart disease 

(RHD) 

 

Can begin in childhood, 

increases with age, incidence 

peaks between 25 and 40 

years 

Continued regular antibiotics for 

people at risk of RF recurrence 

 

Heart failure 

(complication of RHD) 

 

30% of those with RHD 

progress to heart failure 

within 5 years of diagnosis 

 

Medical management of symptomatic 

RHD 

Open-heart surgery to repair/replace 

valves 

 



norm’ (Walter et al. 2010), with an ‘inherent potential to underpin pejorative discourses 

of Aboriginal lived reality’ (Walter et al. 2010). This leads to problematising 

Aboriginal health without considering either Aboriginal peoples’ strengths or how the 

impacts of colonisation, and the dominance of biomedical discourses continue to 

influence the ongoing health narrative of Aboriginal people. (Haynes et al., 2020: 2) 

In this way, the continued failure to ‘close the gap’ can be attributed to healthcare strategies 

formulated solely on non-Aboriginal knowledge. It is, therefore, encouraging that greater 

attention to the lived experience of children, adults and communities with RHD has recently 

been prioritised by the RHD clinical and research community to generate greater understanding 

of how to improve outcomes (Carapetis et al., 2016). This motivation is reflected in the 

NHMRC-funded End RHD Centre for Research Excellence (CRE) (GNT1080401), which aims 

to end RHD as a public health problem in Australia. A component of the larger CRE body of 

work, formulated by the Aboriginal Chief Investigators (CIs) and Associate Investigators (AIs), 

was the research objective ‘understanding the “lived experience” of RHD’, and this in turn 

generated the doctoral research reported in this thesis. An additional contextual document 

suggests that, from the biomedical point of view, the ‘knowledge and technology to end RHD 

largely already exists’ and the ‘challenges now are implementation, resourcing, engaging 

people and communities living with RHD, and political will’ (Katzenellenbogen et al., 2017: 

323). Finally, as RHD ‘predominantly affects the poor and underprivileged in society, the very 

people whose voices are unlikely to be heard in the absence of strong advocates of their cause’ 

(Carapetis et al., 2016: 24), this thesis research aims to ensure that lived experience stories 

become meaningful tools for advocacy and action – that is, to broaden the space of productive 

dialogue so that the voices of people living with RHD are heard and provide an alternative to 

solely biomedical narratives (Haynes, 2020: see Chapter 7). It is hoped that a better 

understanding of the lived realities of RHD might improve health service delivery based on 

Aboriginal knowledges and improve the health and wellbeing of Aboriginal children, families 

and communities (Haynes et al., 2020: 2). 

1.2.2 Yilpara community context – history and the OTW project 

Settled in 1972 as part of the homelands movement, the history of the Yilpara community is 

strongly linked to Aboriginal self-determination. The homelands movement was an Aboriginal- 

initiated movement demonstrating ‘the desire of Aboriginal people to assert control over their 

lives’ (Altman, 2018: 343). The movement was also supported in that era by federal government 

self-determination policies, following the first land rights claims in the mid-1960s. Features of 

homeland communities include kinship as a determining factor in membership, a desire to 
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uphold traditional law and culture, a desire to escape from the dysfunction associated with 

living in more mainstream environments and a rejection of government assimilationist policies. 

Through this movement Aboriginal leaders ‘sought to reassert the management and ownership 

of their land’ (Fogarty, 2010: 114). 

Yilpara was the centre of the Blue Mud Bay case (Figure 2) and the iconic 2008 sea rights 

determination (Korff, 2020), which gave the Yolŋu legal recognition over the intertidal zone 

based on their intergenerational cultural occupation and spiritual affiliation with this zone 

(Black 2007). Of particular significance in the determination was the acceptance by the Federal 

High Court of bark paintings (known as the Saltwater Collection) in lieu of written document. 

Created by Yilpara community leader Djambawa Marawili and 46 of his fellow Yolŋu artists 

‘the paintings demonstrate the rules, philosophies and stories that link their people to the coast, 

the rivers and the oceans’ (Drill Hall Gallery and Buku-Larrngay Mulka Centre, 1999). The 

process of establishing the evidence of Yolŋu ownership and occupation of the coastal zone 

was brokered by anthropologists closely linked to Yilpara (Barber, 2005;  Morphy & Morphy, 

2009; Barber, 2005). 

Yilpara was subsequently featured as case study of self-determination by anthropologists 

Frances Morphy and Howard Morphy (2016). Frances Morphy has described how both Yolŋu 

and mainstream systems of governance have relatively similar degrees of autonomy. Therefore, 

while the Yolŋu are encapsulated by mainstream systems their autonomous actions produce 

effects on the system that can neither be categorised as ‘adaptation’ or ‘resistance’ and ‘is 

heavily imbued with Yolŋu principles of governance’ (Morphy 2008: 132). Thus, both systems 

remain relatively mysterious to each other, and dialogue is constrained by a multitude of factors. 

Overall, 

[the] history of the Yolŋu encounter with outsiders is just as much about an exercise of 

Yolŋu agency as it is about an imposition of external power. Indeed at the local level 

those power relations have been transformed through the colonial process as Yolŋu 

have gained more control over their lives and their rights have been accorded greater 

recognition. (Morphy, 2017: 3) 

Furthermore, the beneficial impact of homelands movement on health outcomes has been 

demonstrated, with lower than expected morbidity and mortality in a decentralised Aboriginal 

community (McDermott et al., 1998; Rowley et al., 2008). 
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Figure 2. Location of Blue Mud Bay region in north-east Arnhem Land. 

Figure 3. Blue Mud Bay; star indicates Yilpara location. 

1.2.2.1 Current Yilpara context 

Yilpara (Figure 3) (also known as Baniyala) has an estimated population of about 100, though 

this can vary greatly depending on several factors. Yilpara is the largest homeland community 

in the Laynhapuy region, located approximately 200 km from Nhulunbuy on the coast of the 

Northern Territory. Yilpara has Community Health Workers but no Aboriginal health workers, 
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and a clinic that is visited 1–2 days per week by the Laynhapuy  homelands Clinic staff (nurse 

and/or doctor). 

Figure 4. Yilpara viewed from the air. 

Given the rapid changes in life circumstances, the Yilpara community (to varying degrees) was 

increasingly interested to know more about Balanda ‘ways of working’ and stated that ‘it was 

about time that Balanda should teach Yolŋu’ (Journal note, 27/5/17). As noted in Chapter 4, 

this is one of several motivations for a group of adult residents participating in the Certificate II 

in community health research. 

The greatest impost for Yolŋu in working with Balanda (mainstream, non-Aboriginal) 

structures is that they conflict with traditional ways of working as defined by gurrutu. The 

clearest example that I experienced was in paying the co-researchers. The Balanda process of 

employing individuals was in direct opposition to Yolŋu communitarian ways of working. The 

Yolŋu preferred to be employed as a family group, allowing flexibility so that if the usual person 

was needed for a family or cultural obligation another person could be substituted. This would 

also recognise that any money earnt by one person was inevitably shared. Similarly, when two 

Yolŋu co-researchers were with me in Darwin enroute to Perth and a significant death occurred 

in Yilpara, we had a protracted and difficult negotiation with the fund administrator to return 

them home and then resume our trip. After this, the comment from the co-researchers was that 

they would rather be paid less so that more expensive, and therefore flexible, airfares could be 

purchased. 

11 

[P]eople my age (late 50s) remember the airstrip being made by hand, they used large 

tin cans (flour tins) filled with earth to tamp down the cleared earth. Walking in a row 

across the strip each dropping a can, lifting with a string and then dropping again. 

Now they have a tractor for the community and are hoping soon to have a grader to 

maintain the roads, especially the road into the community which gets washed out in 

the rainy season. This steady technological advance in a relatively few years is seen 

both as a negative marker of colonisation on a way of life and appreciated as ‘useful’ 

to have. (Journal note, 27/5/17) 

 



1.2.2.2 On Track Watch 

The OTW RHD-related community-based participatory action research (CBPAR) project 

provided a reason for me to live and work in Yilpara for the 15 months it took to deliver a 

Certificate II in Aboriginal Community Health Research (Chapter 2 provides an evaluation of 

OTW11). The CBPAR project contributed to the thesis in two important ways. It allowed me to 

experientially learn about a research methodology drawing on Yolŋu ways of knowing, being 

and doing. That is, having more than a year of living in community provided me with 

observational and ‘lived’ insights beyond those gleaned from the 24 in-depth interviews that 

provided the central PhD data, greatly adding to my understanding of the lived experience of 

RHD at the local level. Secondly, and most importantly, the CBPAR project also resulted in 

community members being trained as community health researchers and becoming long-term 

thesis collaborators. The thesis research and CBPAR project became fully integrated after 

funding was received to provide further opportunities for four of the community researchers to 

develop their research experience through ongoing involvement with the PhD research, as well 

as other research-related activities. 

Figure 5. The first four community members signing up to do the Certificate II training in 2017. 

Minitja (far right) is helping her brother with his form. 

In terms of the lived experience of RHD it is important to note that all 17 of the Certificate II 

participants had some experience of RHD, either personally or through  family  connections.12
 

11 See also the On Track Watch Report for a non-academic community-based description of the project. 
12 The two main clan groups in the community were represented in the researcher group (see Section 1.4 below). 
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In presentations, Cert II participants gave reasons for why they were doing the project, 

including: ‘It is about our feelings, for helping our family’; ‘This is my story – I am doing this 

for my family’; ‘To keep the kids healthy, community healthy, look after our land’ (Haynes et 

al., 2018:slide 8). The feelings talked about here cannot be underestimated – the depth and 

significance of feelings can be missed as Yolŋu researchers are expressing themselves in a 

second language where they do not have the English terms to convey depth. These reasons 

provided an insight into talking about health generally as ‘talking about helping the whole 

community  is  always  more  encouraging  than  helping  just  an  individual.’  (Journal  note, 

29/03/17) 

It is also important to note that as well as their interest in RHD some participants also saw the 

project as an opportunity to understand more about Balanda ways of working. An early journal 

note describes Minitja’s request for Balanda to make a difference by making a bridge between 

the two worlds – as ‘we are walking in the dark, and need a light for people to see’ (Minitja 

Marawili, Journal note, 12/8/18). 

The importance participants placed on the OTW project was reflected in their requests for a 

webpage to be developed. That web page can be found at https://www.laynhapuy.com.au/on- 

track-watch-community-researcher-group/ and includes: 

1. 

2. 

3. 

4. 

5. 

6. 

On Track Watch Report 

On Track Watch Evaluation 

On Track Watch Training in Darwin and Perth 

Throat Swabbing Day Report 

RHD in Yolngu Matha by Yilpara Family 

The Conversation article – contributed by OTW Researchers 

1.3 How my experiences living in Yilpara shaped the thesis 

Other than  facilitating  the  OTW  project  (Haynes  et  al.,  2019;  see  Chapter  3),  I became 

something like a de facto community development worker. For example, from early on it was 

clear that food supply was a priority, and this led to helping set up a school lunch program with 

the women’s resource centre.13 This was a good way to be of service and build relationships 

with the women in the community. I also helped people with paperwork, making calls to banks 

13 With support from Laynha health and the Miwatj employment program. 
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and sorting bureaucratic frustrations such as fines for failing to vote in state elections. The 

following extract from my journal notes describes a typical example. 

Reflecting the fear that is induced by hard-to-understand Balanda bureaucracy, one of my 

community fathers referred to me by stating, ‘we have a guardian here, who talks to the people 

who makes us frightened, who we don’t understand, I have adopted her as my daughter’ 

(Journal note, 15/1/17). This statement made me uncomfortable, as I did not want to 

disempower people from taking charge in their own lives. However, I came to understand that 

this indicates another aspect of being adopted into the clan system, as these tasks of interpreting 

and intervening were family responsibilities given to me according to my insight into Balanda 

structures. These experiences also gave me very real examples of the ‘encapsulation’ of the 

Yolŋu world by Balanda bureaucratic rules, structures and processes, while the Yolŋu 

concurrently strongly maintain their own rom (laws and governance). The lack of interest from 

Balanda in understanding Yolŋu rom and aspirations means there is little intercultural overlap, 

and the adjustments required of the Yolŋu by Balanda are not only unequal (Morphy & Morphy 

2013) 

but cause real distress. 
I became aware of using my own discomfort as a both-way learning tool. Noticing all the 

feelings that arose for me in such a foreign environment was challenging when it came to 

learning the local languages. I had tried learning from recorded lessons before I arrived at 

Yilpara, but the reality was very different. The community leader insisted I learn two of the 

main dialects. His response when I said even one was hard enough was to ask whether I chose 

his language or that of my sister (his wife). I was confronted but then realised that I had similarly 

been suggesting that he needed to understand the English of government and politics – that you 

need both plain and technical English to get on in the world. These were not arguments, but 

dialogues in the intercultural space (Haynes et al., 2020) that resulted in understanding about 

our differences and did not diminish our new, strong familial connection. 
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Duynga came to show me his Westpac statement. He had never received 

correspondence from Westpac previously and the statement included a Salvation Army 

(SA) envelope requesting donations for homeless people, using the story of a man who 

was dead at the age of 42 to prompt compassion. This was the reason he showed me 

the letter – the SA request was very confusing and worrying for him. I explained to him 

that he didn’t have to give SA any money, there was no obligation to do anything about 

it. As Duynga had been distressed by the SA letter he was relieved when I said it was 

okay to dispose of the letter. Understanding why the bank is sending you a letter asking 

for money for poor people who die young demands a level of ‘literacy’ beyond just 

reading words on the page. (Journal note, 11/6/17). 

 



1.3.1  Family relationships 

As described earlier, all learning stems from gurrutu – the relationships that connect everyone 

and everything. My experience was that every relationship felt naturally what one would expect. 

Sisters were sisterly, mothers motherly. For example, a little boy who was in grandson status to 

me surprisingly preferred I walk him home in the dark after an event, rather than any of the 

community women who were far better known to him – but I was assured by them that it was 

‘what grandmothers do’. Similarly, my mother was more overtly didactic than anyone else, 

telling me to wear my skirt differently, showing me how to dance, teaching gurrutu and 

language and explaining her paintings. She often asked me to do things for her, as a mother 

might ask her daughter – to cook something, deliver messages or buy things for her 

grandchildren when I was travelling. My many sisters, mostly of the same skin group (therefore 

even closer in relationship) were key supports, and friends – generally the only people I felt 

safe to joke with. My brothers and fathers were protective, checking I was safe during the 

community crises that occurred while I was there. There were other relationships that were 

unfamiliar to me, in particular ‘poison cousin’ or wrong-way relationships. These avoidance 

relationships are guided by strict rules, though under certain conditions (such as meetings with 

Balanda) there was a degree of flexibility. I was acutely conscious of not wishing to 

inadvertently transgress these rules, and learning how they could shift with different contexts 

was an ongoing challenge. 

In time some of my community relationships either resulted in interviews or came into play in 

interviews. For example, Nyunyul, who I call dhuway (husband’s sister), had on occasion asked 

me to take care of important family business, such as the complex bureaucratic negotiations to 

arrange for her close relative’s body to be brought home from Darwin for the funeral. Asking  

Nyunyul to do an interview with me was taken as a mark of my respect for her. The same was 

the case with another dhuway, Gumbu. Rinytjan, on the other hand, is in son-in-law status to 

me and we must therefore negotiate complex ‘avoidance’ rules. While Rinytjan was happy to 

be interviewed, it took nine months for the right time and place for the interview to arise. In the 

end the interview took place between 10pm and midnight, on a mat overlooking a bäpurru 

(funeral ceremony) ground after the final event had concluded. Rinytjan’s wife was present to 

mitigate any possible ‘avoidance’ rule transgressions. She was in the background for most of 

the interview, although occasionally drawn in to the conversation. 
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1.3.2  Health service staff 

While I often relied on calling Alice for advice, support and mentoring regarding my cultural 

confusions and challenges, it was the local health service that made it practically possible for 

me to live in Yilpara. I was helped with transport to get to and from Yilpara, provided 

accommodation/office space in Yirrkala and while in transit, and visiting staff brought 

groceries. Many of the health staff were highly experienced in working in remote communities 

and with RHD patients – I learnt much from them in indirect ways as we connected in 

community and travelling. 

1.3.3  Minitja Marawili 

Minitja’s story is threaded through the thesis. If a thesis could be co-authored Minitja’s name 

would be on the front with mine.14
 

A core group of Yilpara community members made significant contributions to the thesis: as 

adopted family members who supported me emotionally while I was living in Yilpara; as 

participants in the OTW project; as thesis co-researchers involved in data collection, analysis 

and reporting (see Chapter 5); and as research participants. In this chapter I share a little of 

Minitja’s story – how we came to work together, some of the lessons she taught me and some 

examples I observed of Minitja becoming more empowered through involvement in the thesis 

research. 

When I first met Minitja she was hesitant, appearing rather doubtful about me. Later. I 

discovered that Minitja is well known throughout the region; she is good-hearted, caring, always 

hoping to improve life for her community, and she is confident talking in English. Balanda 

from service organisations share with each other the advice to talk to or seek help from Minitja 

when they arrive in Yilpara. Yolŋu from other communities as well as her own also seek her 

help in negotiating unfamiliar Balanda systems. The community demands on Minitja are 

exemplified in a journal entry written while preparations for a funeral for one of her 

mother’s was in progress: 

14 Chapter 2 provides more specific detail regarding Minitja’s intellectual contribution to the thesis research. 
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Somehow – did she take mine or I hers? – we ended up holding hands. She was so sad 

still, it felt like I was comforting her, but was it the other way around? (Journal note, 

November 2016) 

 

 



So Minitja is justifiably wary when new Balanda arrive, worrying that they will just mean more 

work. To begin with, when we were first introduced, Minitja barely looked at me and sat facing 

away from the group I was part of. As Minitja and I discussed later, she was expressing that she 

was uncertain about me and not sure she wanted to get involved. Fortunately for me, Minitja’s 

opinion changed within a short time. Later, when Minitja talked about her motivations for 

helping me, learning about Balanda structures and ways of working was important. She was 

also highly motivated by wanting to help her community – ‘my heart is crying for my  people’ 

(Minitja, Journal note, 27/6/17). 

Minitja was financially supported to go on this journey with me through three sources of 

funding.15 This funding allowed Minitja (and others) to travel with me to workshops and 

conferences and help me with the PhD interviews, coding, analysis and reporting. In the last 

year, Minitja was paid through a small ($5,000) One Disease grant to do her own health 

promotion project, which she conceived of while working on the PhD interview analysis (see 

Appendix A – Minitja’s Healthy Skin Books). Notably, from December 2020 Minitja will be 

working with Frances and Howard Morphy on a three-year language project. 

1.3.4  Project facilitator 

Minitja was crucial in encouraging community members to be part of OTW and the Cert II. 

Before we talked to others, we spent a long time getting details of the project right, and the 

value of this preparation was clear when we finally had a community workshop. First, I was 

surprised at the number of participants in the workshop, and the fact that they attended 

consistently throughout the day (a long-term, and therefore more experienced, Balanda in the 

community had told me this would not happen).16  On reflection, I realised one reason so many 

15 Minitja was funded as a co-facilitator by the OTW project (See Chapter 3 for details of OTW funding sources). 

She was then funded through a $50,000 Aboriginal researcher capacity building grant from the HOTNORTH and 

EndRHD CREs. I successfully applied for this funding (with the support of PhD supervisors and the CI for OTW) 

for the Yolŋu OTW research group to enable the emerging co-researchers to experience some of the same 
opportunities as I had, as well as learning about other Aboriginal health research. 
16 It was also a challenging time to hold a workshop. We had planned it for the following night, but this conflicted 

with the end of a ceremonial event. The whole community was exhausted from participating in a ten-day funeral 

that had culminated in two full days and nights of ceremony. 
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At the clinic Minitja was helping Bilma’s son with his 18-plus ID, many people were 

engaged in the process, but it felt like Minitja was directing traffic. I saw this pressure 

on Minitja – she has to get back to Yilpara to help get ready for the funeral. Most of us 

are yappas (sisters) but she is waku (child) to the deceased person, and has more 

responsibilities. She is also talking about doing food shopping and who goes in which 

vehicle to get home. (Journal note, 26/9/17) 

 

 



attended was that ‘in discussions prior to this workshop Minitja has been developing the idea 

that understanding about research is a way to develop leadership qualities. This explains why 

the workshop was attended by people from the community leadership group’ (OTW Research 

workshop report). Then, in the workshop, Minitja took charge. 

As Minitja’s capacity for facilitating was recognised, and with the commencement of the Cert 

II training in 2017 Minitja was given casual employment by Menzies School of Health Research 

to help facilitate the delivery of the training. As time progressed, Minitja’s confidence as a 

facilitator grew. At first, I had only thought of Minitja as a translator and cultural guide, but I 

found I also had much to learn from her about teaching, as my journal notes describe: 

And, of course, Minitja also had a deep understanding of Yolŋu ways of teaching and learning, 

which allowed her to incorporate real-world events into the training (for example the story of a 

community member whose RHD had gone undiagnosed until she was in her 50s – also  a PhD 

interviewee). I would not have felt culturally safe to do this on my own. 

1.3.5  Minitja’s journey 

A big part of Minitja’s growth in confidence was presenting at conferences. We attended ten 

between 2016–2019 (see Appendix B). Prior to presenting we always spent a long time in 

careful preparation. Minitja was always keen to work on our PowerPoint slides and rehearse 

the sections she was to present. Over the course of these presentations, Minitja went from 

presenting in scripted English to eventually, at our last conference in Perth, presenting in 

unscripted Yolŋu matha, and asking me a series of questions to further disrupt the convention 

of  the  knowledgeable  Balanda  leading  the  presentation.  Minitja  also  participated  in  the 
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When I was living in community, I frequently took Minitja a bowl or container of 

porridge in the morning. She said yesterday she was the only one (in her family) that 

can eat porridge like a Balanda with yoghurt, banana and honey. She is proud of this, 

she says she has learnt something. I later check – yes, she meant this as a metaphor. 

(Journal note, 23/7/17) 

I am embarrassed. I have no idea about teaching, I’ve been my gung ho make-it-up- 

as-I-go-along self – Minitja has undoubtedly spotted this, she was a teacher for 20 

years or so. I have never turned to her for help with teaching. (Journal note, 15/6/17) 

I just nodded to Minitja and she began. I realised our conversation yesterday was a 

rehearsal for her, and important for me also as I mostly had some idea about what she 

was saying in Yolŋu matha. It was less clear to me when others spoke, but what I could 

observe was the engagement of others in their replies – dynamic, interactive, including 

many in the group. (Journal note, 30/5/17) 

 



discussion at the end of this session, unscripted, in English – this demonstrated a huge leap in 

her confidence. During these travels, we attended numerous meetings and workshops. The most 

significant of these were two workshops regarding setting up a First Nations’ Community 

Researchers network (Appendix C – Three of Minitja’s Conference PowerPoints). 

Minitja gained respect by going to conferences. When we were on our way to our first big 

conference, I wrote the following in my journal – ‘Walking home talking about going to the 

conference (one of the local health service staff) invited Minitja to stay on the Sunday night 

before we fly to Brisbane. I am so happy, I see her respect for Minitja ... Deep respect’ (Journal 

note, 15/10/17). 

Most importantly, going to conferences often gave us a more time and space to work together. 

As well as working on our PowerPoints and practising our presentations, we had time for long 

conversations and writing –in my case a familiar task, for Minitja very different to her usual 

life. For example, a journal note from Darwin on the way to a conference in Queensland: 

It is particularly poignant to note how Minitja responded to having this time for herself. There 

are several journal notes from my time in the community with Minitja where she discusses 

wanting ‘to travel to study elsewhere, Perth or Melbourne maybe’ (Journal note, 3/3/17); and 

‘We talked about writing. About thinking and writing and needing to be away from family to 

do that. Minitja could’ve been quoting from Virginia Woolf – a room of her own, I think she 

even said it’ (Journal note, 5/3/17). 
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Sitting opposite Minitja in the quiet coolness. Minitja is writing. Pencil and paper. She 

writes, then we read together. I am finding my feet in thinking about how to support 

her in expressing her thoughts in English as she is asking me to do. I have first to really 

understand what she is trying to say, she is drawing on deep Yolŋu knowledge not 

easily expressed in English. Some of her uses of words are new to me but correct – like 

‘learning from the ground’. She means from the place, so at my suggestion she added 

‘at Yilpara’ just to help the Balanda understand what she meant. We are also talking 

about the writing process. Start rough and let the ideas flow, then polish later. Minitja 

had seen my edits on the draft of a paper – and we talked about how she is doing the 

same process now. Also, the value of writing to make thinking clearer, and that writing 

is one of the main Balanda ways of communicating ideas, so it is important to learn ... 

As we talk a bit about what she is writing she has more insights – ‘Write that!,’ I say. 

She is also talking about how we will join her writing to Alice’s and mine. (Journal 

note, 27/3/16) 

 



1.4 Thesis overview and structure 

This thesis has a hybrid structure, combining standard chapters with articles submitted to and/or 

published in peer-reviewed journals. The thesis structure is reflected in Figure 6 below. This 

diagram is repeated as a thesis navigation tool at the start of each chapter, with the relevant 

component highlighted. 

Figure 6. Thesis structure. 

Adopting a critical medical anthropology (CMA) approach, the four research projects included 

in this thesis shift from a broad academic focus (Chapter 3) to in-depth, grounded, community 

and individual levels (Chapters 4 and 6) and then back to a systems and policy view (Chapter 7). 

While maintaining methodological coherence (as described in Chapter 2), the focus of enquiry 

moves between micro and macro contexts, from the academic research literature to the lived 

experiences of communities, families and individuals and then back to health services, health 

practitioners, academia and policy. The Introduction and Conclusion act as book-ends for the 

thesis. 

In the chapters that reproduce journal articles, each journal’s style has been retained. The nature 

of each chapter is indicated below. 
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Chapter 1 provides an introduction, background and contextualising information on RHD, 

Yilpara and OTW, my immersion in Yilpara, my adopted family relationships including with 

co-researcher Minitja Marawili, and the thesis structure. 

Chapter 2 establishes the decolonising thesis methodology and demonstrates the 

methodological links between the core lived experience of RHD thesis research (Chapter 6) and 

the three published supporting research projects included in the thesis: Haynes et al. (2020) 

(Chapter 3); Haynes et al. (2019) (Chapter 4); and Haynes et al. (2021) (Chapter 7). 

Collectively, these four research chapters demonstrate the decolonising approaches, actions, 

tactics and methods applied (Chapter 5) to broaden the ‘third space’ for productive dialogue 

between  Western/biomedical   and  Aboriginal  ways  of  knowing,  being  and  doing   –   the 

expressions and interactions of two very different world views. 

Chapter 3 is the publication ‘Voices behind the statistics: systematic review of the qualitative 

RHD literature’ (Haynes et al., 2020). This review presents a critical interpretive analysis of 

publications that include lived experiences of RHD. This chapter suggests that the failure to 

eradicate RHD is due to a ‘lack of attention to the voices, opinions and understandings of the 

people behind the statistics’, reflected in the lack of the qualitative literature and a strong 

biomedical focus in the few available publications. An analysis of the literature revealed the 

intersecting and complex lived realities of sociological, disease and health systems factors 

providing contextual understanding of the lived experience of RHD. The review found that 

community-led, community co-designed research and action is needed (and Chapter 4 provides 

an example of this). 

Chapter 4 is the publication ‘Community-based participatory action research on rheumatic 

heart disease in an Australian Aboriginal homeland: evaluation of the “On Track Watch” 

project’ (Haynes et al., 2019). The critical evaluation of the CBPAR project the OTW as 

empowering makes important conceptual and pragmatic contributions to the thesis. Conceptual 

contributions are produced by the practical application of CBPAR principles. Pragmatic 

contributions include establishing the both-way learning process that resulted in my 

understanding of nhina, nhäma ga ŋäma and the use of metaphor. The Yolŋu researchers 

participated in the PhD research as an outcome of their training in the OTW project, 

contributing to thesis data collection, analysis and reporting. Finally, in terms of translating the 

outcomes of the thesis research into actions, learnings from the OTW project also  contributed 

to recommendations made in Chapters 3 and 7. 
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Chapter 5 is an original chapter describing the thesis research methods and providing a 

reflective discussion of the recruitment, sampling, data collection, thematic analysis methods 

and contribution of Yolŋu co-researchers. The data collection, analysis and reporting for this 

project privilege the knowledge and experiences of Yolŋu community members who became 

co-researchers following their participation in the community-based RHD project described in 

Chapter 4. In effect, this research demonstrates the practical applications of the Indigenous, 

decolonising and CMA methods described in Chapter 2 and a critical approach to generating 

theory. 

Chapter 6 is an original findings chapter drawing on in-depth yarns and an extensive period of 

participant observation to provide a rich, ethnographic account of the experiences of Yolŋu 

patients, carers, family members and communities living with RHD. Three broad themes and 

sub-themes suggested by the Yolŋu co-researchers are elaborated: maintaining good feelings, 

creating clear understanding (from good information) and choosing a good djalkiri (path). 

These themes affirm an Aboriginal worldview of interconnection between mind, spirit and 

body, and its relationship with actions/praxis as it relates to health and wellbeing – and, in this 

instance, informing new ways of working with Yolŋu to reduce RHD. 

Chapter 7 is the publication ‘Decolonizing Indigenous health: generating a productive dialogue 

to eliminate rheumatic heart disease in Australia’ (Haynes et al., 2021). Findings from in-depth 

interviews with RHD practitioners demonstrate the broader structural/systemic factors 

impeding attempts to address Indigenous health injustices. A decolonising, critical medical 

anthropological lens was applied to three theme domains: practitioners’ perceptions of health 

system impacts associated with RHD, RHD patients’ lived realities and health system impacts 

on RHD practitioners’ agency and emotions. This analysis identifies that normalised deficit 

discourses related to poverty and difference (Othering) contribute to the systemic racism at the 

core of many health system failings by controlling the social discourse and reinforcing the 

conditions that cause disease. To move towards alternatives that broaden the space for productive 

dialogue, the article recommends: 1) small-scale, strength- based, community-led local changes; 

2) community-led research focused on action that uses critical,  decolonising  social  science  

approaches;  and  3)  cultural  safety  training including 

reflexivity regarding power dynamics. 

Chapter 8 is an original chapter providing discussion, conclusions and recommendations. 

Thesis outcomes are discussed in terms of Indigenous and qualitative research methodological 

learnings as well as the lived experience of RHD. Recommendations are made to ensure the 

lived experience narratives are attended to and create hoped-for system changes. That is to say, 
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broadening the space of productive dialogue (‘a mat we can all sit on’) requires Aboriginal 

knowledges to have a rightful and equal place alongside dominant Western knowledge systems. 

This thesis points to a way forward, namely, a dialogical co-construction – both-way learning 

– that both promotes/privileges the voice of Aboriginal people through community researchers 

and ensures that the Aboriginal voice is heard using nhina, nhäma ga ŋäma to create ‘action 

with empathy’. This means increasing the number of Aboriginal community researchers and 

health practitioners, incorporating Aboriginal holistic conceptions of health and wellbeing, 

addressing rather than merely naming the social determinants of health, and better supporting 

health practitioners’ capacity for empathy. 

This work requires transformative policies focusing on facilitation and training for inter- 

sectorial collaboration. This includes political will on the part of governments and the various 

core bodies within the health system to make genuine investments and implement the 

recommendations of the End RHD CRE Endgame Report (Wyber et al., 2020) and, more 

broadly, National Aboriginal and Torres Strait Islander Health policies, principles and 

strategies. Specifically, what is needed are small-scale place and strength-based, community- 

led actions, co-evaluated using critical, decolonising social science approaches and  guided by 

Indigenous strengths, knowledges and worldviews. 
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Chapter 2. Making space for productive dialogue: Weaving 

‘a mat we can all sit on’ 

2.1 Introduction 

Despite the extensive medical, research and policy initiatives to address the high rates of ARF 

and RHD experienced by Aboriginal Australians compared with non-Indigenous Australians, 

there has been no sustained reduction. In this thesis I argue that part of the problem is a lack of 

attention to Aboriginal voices, opinions and understandings behind these statistics. This chapter 

establishes the decolonising methodology (Gone, 2019) applied to address the unacceptable 

inequities experienced by Aboriginal Australians living with ARF and RHD. 

In addition to the central lived experience of RHD research (explored in Chapter 6), three 

published supporting research projects are included in the thesis: Haynes et al. (2020) (Chapter 

3), Haynes et al. (2019) (Chapter 4) and Haynes et al. (2021) (Chapter 7). These publications 

each contain comprehensive descriptions of the research methods used, which are not repeated 

here. However, the methodology and findings from each of the publications are referenced to 

demonstrate their methodological consistency with, and contribution to, the core thesis 

research. The methods used in Chapter 6 (the lived experience of RHD) are described in detail 

in Chapter 5. 

A central focus of the methodology used throughout the thesis is the intersection between 

Aboriginal and Western/biomedical worldviews about health and wellbeing. Negotiating this 

cultural intersection is unavoidable for people living with ARF and RHD because of the 

complex disease trajectory, lengthy secondary prevention and surgical treatments (Mitchell, 

2018). Indigenous authors seeking to constructively address the impacts of colonisation have 

variously described the intersection between Aboriginal and Western worldviews, using terms 

such as the cultural interface (Nakata et al., 2012), liminal, intercultural space (Moreton- 
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Robinson, 2004), third space (Bhabha, 1994; Dudgeon & Fielder, 2006), hybrid space and 

borderlands. Regardless of choice of terminology, this space is envisaged as enabling new 

positions to emerge by engaging in discussion and negotiation to explore new ideas and ways 

of working, facilitating the creation and emergence of new knowledge and understandings 

(Nakata, 2007; Yunkaporta & McGinty, 2009). 

However – and particularly in the context of the Commonwealth Government’s ‘Intervention’ 

in the Northern Territory17 – it has become apparent that concepts such as the ‘intercultural 

space’ have been co-opted by policy makers to imply a ‘space where Aboriginal people 

gradually merge with the mainstream’ (Morphy & Morphy, 2013: 177). In this policy discourse, 

the non-Aboriginal side of the intercultural becomes in effect the default, while the Aboriginal 

side is framed in deficit terms, thereby positioning Aboriginal people in a liminal, non-agentive 

or implied transitioning space. As a consequence, ‘the non-Aboriginal side becomes less 

concerned with understanding Aboriginal society and more concerned with effecting change, 

with making the culture of the Other fit or transition to the mainstream’ (Morphy & Morphy, 

2013: 177). Recognising this tendency, I have chosen in this thesis to emphasise the intersection 

between Aboriginal and Western/biomedical worldviews in terms of its potential as a ‘space of 

productive dialogue’, as exemplified by the Yolŋu concept of ganma. 

The space of productive dialogue is seen as enabling new positions to emerge rather than being 

based in ‘the politics of polarity’, where one culture, knowledge system or discipline dominates 

another and shuts down inquiry or limits understanding (Zubrzycki et al., 2014). More than just 

a ‘middle ground’, the idea of productive dialogue can be traced to ancient Greek, Native 

American and other Indigenous cultures, as a unique kind of conversation that features people 

listening deeply to each other, ‘deepening connectedness, building trust and a willingness to 

disclose’ (Gorringe, 2011: 32). It also reflects a broader poststructuralist approach that seeks to 

shift ‘either/or’ opinions to ‘both/and’ dialogue (Somerville & Perkins, 2003). 

The challenge, according to Nakata et al. (2012), is to avoid the familiarity of resorting to binary 

cultural oppositions that shut down inquiry and limit understanding and, instead, be prepared 

to engage in discussion and negotiation to explore new ideas and ways of working. As binaries 

17 On 21 June 2007, the (then) Prime Minister of Australia, John Howard, announced an ‘emergency intervention’ 

into Aboriginal communities in the Northern Territory. The terms of the intervention were far-ranging. ‘This 

extraordinary social policy event reinforced the subjugated social position of the Aboriginal people in the NT’ 

(Mitchell, 2018: 103). For an account of how the Intervention was experienced by the Yolŋu of north-east Arnhem 

Land, see http://www.respectandlisten.org/uploads/downloads/Misc/Laynhapuy-Homelands-statement-10-Years- 

NT-Intervention.pdf 
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are deconstructed, it becomes a space ‘where Western and Aboriginal converge and constitute 

each other’ (Nakata, 2010: 130) and where new knowledge may be co-created (Nakata, 2007; 

Yunkaporta & McGinty, 2009). As productive dialogue assumes engagement in rigorous 

discussion to share ideas, experiences and understandings, it can result in a struggle between 

two knowledge systems, expose tensions that can be risky and require attention to power 

differences (Nakata, 2007). Working in the space of Aboriginal health, productive dialogue can 

only happen when all participants feel equally included, valued and heard, ‘identifying, 

respecting and maintaining differences, working collaboratively, coming to agreement, and 

building agreed ways of knowing and going ahead together’ (Christie & Verran 2014: 257). 

Failure to address these challenges narrows the space of productive dialogue. 

Collectively the thesis chapters demonstrate approaches and actions to broaden the space for 

productive dialogue between Western/biomedical and Aboriginal ways of knowing, being and 

doing (Martin, 2003) – the expressions of two very different world views. Creating this space 

was described by Yolŋu co-researcher Makungun Marika as weaving a ‘mat we can all sit on’. 

In an important way, this thesis is about weaving this mat. 

In maintaining methodological coherence, the four included projects shift from a broad system 

focus (Chapter 3) to an in-depth, grounded, community and individual level (Chapters 4 and 6) 

and then back to a systems and policy view (Chapter 7). This reflects a critical medical 

anthropology (CMA) approach, moving the focus of enquiry from the micro to the macro 

context, from individuals, families and communities to health services, health practitioners, 

academia and policy. This approach contributes to understanding the ways in which the space 

for productive dialogue is constrained (often the consequence of a Western/biomedical 

worldview) or broadened (typically by privileging Aboriginal worldviews and critical 

thinking), and the influence this interplay exerts on the lived experience of ARF/RHD. This 

understanding was developed in an iterative process as I moved between the four projects. 

This chapter includes both literature-based theoretical reflections and pragmatic/applied and 

experiential learnings regarding ways of researching (acquiring knowledge). My thinking about 

the space of productive dialogue began some time before embarking on the thesis research and 

is worth reflecting on as it demonstrates this movement between experience and theory as a 

way of working and learning. 

During the period 2008–2011, I managed a health promotion team at a community health centre 

in the outskirts of Melbourne, Victoria. I adopted and applied a community development 

approach with some successes – establishing several community kitchens and gardens (some 

28 

 



of which continue to thrive despite the loss of external funding). Working with the local Koori 

community was a highlight, my first introductory steps in learning about Aboriginal ways of 

knowing, being and doing.18 Concurrently, the Aboriginal Health Branch of the Victorian 

Health Department was driving a visionary policy of supporting partnerships between 

Aboriginal and mainstream19 health organisations through the Aboriginal Health Promotion and 

Chronic Care (AHPACC) program. Importantly, in addition to providing expanded services to 

local Aboriginal communities, the funding mandated that the mainstream organisations 

improve cultural safety at every level, from management through to front desk staff, which 

included employing and supporting more than one Aboriginal health worker. My management 

role was responsible for ensuring this occurred at the community health centre. 

In 2011, I was seconded into the Aboriginal Health Branch to evaluate the AHPACC program 

partnerships throughout Victoria. This opportunity developed my theoretical as well as applied 

understanding of the intersection between Aboriginal and Western/biomedical worldviews at 

an organisational level. Given that the relatively large amounts of funding involved were 

dependent on effective partnering/productive dialogue, this space was sometimes difficult to 

negotiate; across the state some partnerships were healthy and productive, while others were 

fraught with tensions and communication challenges. Subsequently, bringing this practical 

knowledge to a new research role with the Western Australia Centre for Rural Health in 2012, 

I completed a review of literature related to the role of social theory and theoretical models in 

developing and maintaining Aboriginal and mainstream partnerships (Haynes et al., 2014). The 

review identified key theoretical concepts and the centrality of interpersonal relationships 

within the broader context of organisational partnerships. 

2.2 Productive dialogue in the thesis – the Yolŋu concept of ganma 

In the context of this thesis, ganma provided both conceptual guidance and guidance with 

respect to methodological processes that acknowledge Indigenous knowledge and experience 

and recognition of equal power. This in turn enabled new understandings and strong Yolŋu 

voices to emerge regarding the experience of living with RHD. 

18 I am forever grateful to the Whittlesea Koori community for support and guidance on that path. 
19 Mainstream health services are defined as ‘those reflecting the dominant science-based biomedical model of 

healthcare which is practiced in the developed Western world. These services focus mainly on individual rather 

than social determinants of health and are based in the view that the scientific model is objective or impartial’ 

(Haynes et al., 2014: 2). 
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Ganma describes the mixing of salt water from the sea and fresh creek waters; it not only refers 

to brackish water but also to where two or more ideas, stories or peoples are intermingled in an 

unconditional way. This  concept  is  similarly  described by the Eora/Cadigal people as  yerin 

(Doyle, 2017). Ganma is illustrated in Figure 7 below. 

Figure 7. Ganma (Marika, 1999; cited in Bat & Guenther, 2013: 129). 

During the 1980s and 1990s in Yirrkala, north-east Arnhem Land, a group of Yolŋu and non- 

Aboriginal academics and researchers built on the Yolŋu concept of ganma, using it as a 

metaphor to describe their work in developing a both-ways education philosophy (Kemmis et 

al., 2014; Marika-Mununggiritj & Christie, 1995; Creighton, 2003; Walker, 2004). Beyond the 

educational purpose, developing and implementing the ganma process was presented as an act 

of self-determination. Dr Yunupingu (dec.), the driver of the original education project, stated: 

I am hoping the ganma research will become critical educational research, that it will 

empower Yolŋu, that it will emphasise emancipatory aspects and that it will take a side 

– just as the Balanda research has always taken a side but never revealed this, always 

claiming to be neutral and objective. My aim in ganma is to help, to change, to shift the 

balance of power. (Yunupingu, 1991: 103; cited in Kemmis 2014: 138,20  emphasis 

added) 

Raymattja Marika-Munungguritj (1992) noted: 

There is always a dynamic interaction of knowledge traditions. Fresh water from the 

land, bubbling up in freshwater springs to make waterholes, and salt water from the sea 

are interacting with each other, with the energy of the tide and the energy of the 

bubbling spring. When the tide is high the water rises to its full. When the tide goes out 

the water reduces its capacity … In this way, the Dhuwa and Yirritja sides of Yolŋu 

20 I would prefer to reference the original texts from Aboriginal authors but many of the cited texts are not available. 
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life work together. And in this way, Balanda (non-Yolŋu) and Yolŋu traditions can 

work together. There must be balance; if not, one will be stronger and will harm the 

other. (Marika-Munungguritj, 1992: 48, emphasis added) 

Thus ganma fundamentally depends on Yolŋu and Balanda ‘identifying, respecting and 

maintaining differences, working collaboratively, coming to agreement, and building agreed 

ways of knowing and going ahead together’ (Ngurruwutthun, 1991: 257, cited in Christie & 

Verran, 2014). That is, the Yolŋu do not regard this comingling as creating a solution, or 

something that weakens the two waters. On the contrary, they regard the comingling of the 

waters as similar to an emulsion, where both elements are intensely present. Ganma is a place 

where each elements is at its most intense, since each is most itself when it is in the presence of 

the other (Kemmis et al., 2014: 138). For Balanda, being fully yourself includes recognising 

and respecting Yolŋu knowledge, culture, people and communities. And Yolŋu must first be 

strong in their ‘knowledge, culture, identities and communities’ before they can take what will 

strengthen and help them from Balanda knowledge, culture and communities (Kemmis et al., 

2014: 140). 

The Mithaka people of far south-west Queensland describe a similar approach based on engoori 

– a method of diplomacy between conflicting ideologies and groups. Engoori 

offers a guide to facilitating conversations that can reaffirm strengths in communities; 

create safe spaces to change deficit conversations to ones of strength … revealing and 

challenging  the  assumptions  people  bring  to  such  conversations  and  co-creating 

powerful ways to address complex challenges. (Waller, 2018: 234) 

Engoori has also been applied as a methodological and analytical framework in examining 

contemporary Aboriginal education discourses (Waller, 2018: 234). Applied as research 

methods, ganma and engoori facilitate communication and provide a means for co-creating 

positive change. While needing to be aware of power dynamics and ensure equal recognition 

of Yolŋu knowledge, ganma has been identified in a Western research context as similar to 

Freire’s critical transformational framework (Walker, 2004: 195), based on dialogical 

knowledge co-creation processes (Freire, 1970; Haynes et al., 2019) whereby two modes of 

thought  are  brought  together  to  suggest  practical  solutions  in  a  deliberative  dialogical 

knowledge creation process to address complex problems (Berner-Rodoreda, 2020). 

In the course of the two projects reported in this thesis that included Yolŋu co-researchers – 

that is, OTW (Chapter 3) and the lived experience research (Chapter 6) – the term ganma was 

used interchangeably with ‘both-way’ learning. Both-way learning is more routinely used in 
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conversations with Balanda.21 Thus, where appropriate in the thesis I use ganma to indicate a 

productive dialogue; otherwise, I use the term ‘both-way learning’ as this was more regularly 

employed (see Chapter 3 for more detail). Both-way learning was explained to me as described 

in the following journal notes. 

The two journal entries below demonstrate both-way learning discussions. In the first, Minitja 

tested her new learning on me; in the second, I was exploring language that I was trying to 

understand, and that linked with doing the thesis research. 

The lived experience research  findings  (Chapter  6) demonstrate  how this  last  conversation 

regarding using the right words opened the space for talking about feelings, clear understanding 

21 The currency of the term ‘both-way learning’ was expressed in a publication following the completion of the 

OTW project; see https://www.rhdaustralia.org.au/news/graduating-country-both-way-academia 
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1. Minitja and I talked about the term ‘theory’. Minitja said there is theory in Yolŋu 

rom (law) about Yolŋu understanding, about ways of learning using gurrutu (kinship 

relationships and associated protocols). I confirmed that this was a good application 

of the term theory as used by Balanda. Minitja was very excited that we had come up 

with an example of Yolŋu theory and urged me to tell Rinytjan … he listened with 

interest to the explanation and agreed about the theory for gurrutu. (Journal note, 

10/6/17) 

 

2. We were talking about concepts related to yalu (nest) … Minitja lit up when I 

described why I thought a person might use yalu instead of waŋa (house/home) – it was 

the first time in a few hours of conversation that she said ‘Write that down!’ I had said 

‘So, waŋa is a home place, and can be both your house or the area you live in or are 

from. It is a relatively straightforward word. But yalu is a nest, and holds all the ideas 

from observations of birds carefully building the nest, sitting on eggs, taking care of 

the baby birds, feeding them (Minitja especially liked that), and teaching them to fly. 

‘Yes, yes, that’s it.’ I asked, ‘So might someone say, “I wanted to make a good yalu for 

my djamarkuli (children), instead of a good waŋa?”’ – ‘Yes, a clever person might,’ 

Minitja replied. I explained that this careful attention to how words are used was the 

kind of thing I am hoping we can to listen to in the interviews. We had been circling 

around this idea of words and meanings for a long time now. (Journal note, October 

2017) 

Minitja asked me what I could see looking at the woven mat. My answer was to guess 

at how it was made. Minitja picked up my keys and said how she didn’t know where to 

find the steel for the key, or the black plastic for the handle etc. and it is the same for 

me not knowing how to make the mat. Later we talked about both-way learning, 

Balanda and Yolŋu side by side. (Journal note, 30/3/17) 

 

 

https://aus01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.rhdaustralia.org.au%2Fnews%2Fgraduating-country-both-way-academia&amp;data=02%7C01%7Cemma.haynes%40uwa.edu.au%7Cfb59f011c3db454d35c608d8375c30d9%7C05894af0cb2846d8871674cdb46e2226%7C1%7C0%7C637320216376240840&amp;sdata=JVBYhpkkcUX0IViAifyFOhsQpy7Iszz7D5EmEIsy3gQ%3D&amp;reserved=0


and actions/choices, and contributed to nuanced understandings of lived realities such close 

living and housing. 

As discussed above, the space of productive dialogue can also be a place of creative tension and 

this requires doing ‘the necessary work of choosing’ to put us in what has been termed ‘the 

discomfort zone’ of intercultural work (Walker et al., 2014). It is only when the productive 

potential of difference is emphasised that the actual work of collaboration is achieved 

(Somerville & Perkins, 2003: 264–265). My journal notes describe some of my frustrations and 

challenges in the ‘discomfort zone’. 

2.3 Broadening the space of dialogue 

For productive dialogue to occur, all participants need to feel equally included, valued and 

heard. However, as evident in Haynes (2021; Chapter 7), the space for productive dialogue can 

be constrained by biomedical dominance, racism and other forms of systemic marginalisation. 

To ensure productive dialogue, it is important to take on deliberate strategies to broaden the 

space. In this thesis, these strategies include reflexivity (including critical thinking about power 

dynamics); development of relationships; and the use of decolonising research methods. While 

these strategies are evident in the four research projects, they are 

described here as methodological foundations. 

An early description (AhChee, 1991) of the intersection between the Aboriginal and Western 

ways of knowing, being and doing is expressed in the space represented in Figure 8. 
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I was frustrated with Minitja because she was talking with the group about gurrutu 

(relationships) again. Later when we walked on the beach, I understood more about 

what she is doing, making sure everyone is strongly grounded in their Yolŋu-ness, 

before they learn new things … people need to be grounded (in their cultural identity) 

before they start learning about ‘the modern world’. (Journal note, 8/6/17) 

 

We later discussed more openly how both-way learning causes discomfort for Balanda. 

Minitja and I looked for ways to describe this discomfort. I suggested it was like a 

snake shedding its skin, Minitja replied that it was like a mother giving birth. (Journal 

note, 12/8/18) 

 

Minitja and I made a link between the challenges for Yolŋu involved in attending a 

conference and in my challenges as a participant in a Yolŋu funeral ceremony, both 

were equally uncomfortable experiences that we had both agreed to do despite feeling 

very confronted. (Journal note, 15/10/17) 

 



Figure 8. Model of ‘Intersection of cultures’ (from Ah Chee, 1991, cited in Ober and Bat, 2007). 

Building on the Ah Chee cultural intersection model above, the approach in this thesis can be 

expressed diagrammatically as in Figure 9. 

Figure 9. Broadening the space for productive dialogue. 

Strategies to broaden the space of productive dialogue aim to address current systemic injustices 

by producing new knowledges and understandings that can transform existing inequities. 

Therefore, broadening strategies deliberately seek to mitigate the historical, social and cultural 

factors that have tended to stifle and override Indigenous perspectives, voices and experiences. 

Fundamental to this approach are decolonising methodologies and a critical understanding of 

power dynamics, and it is these that I attend to first, before providing detail of the specific 

broadening strategies employed in this thesis. 

2.3.1  Decolonising methodologies 

Decolonising methodologies focus on taking a critical position in order to de-centre Western 

epistemologies and widen the space of productive dialogue. Instead of privileging Western 

interests and practices, decolonising methodologies enable Aboriginal researchers to privilege 

‘indigenous concerns, indigenous practices and indigenous participation as researchers and 

researched’ (Smith, 2012: 190). Specifically, the call is for Aboriginal epistemologies and  
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methodologies  that  ‘construct,  rediscover,  and/or  reaffirm  Aboriginal  knowledges  and 

cultures’, as such epistemologies ‘carry within them the potential to strengthen the struggle for 

emancipation and the liberation from oppression’ (West, 2012: 1583; Dudgeon et al., 2020). 

However, simply replacing Western epistemologies with Aboriginal ones may perpetuate the 

simplistic, oppositional binary thinking of colonialism and the Western academy (Fanon, 1963; 

Chalmers, 2017: 104). While not all Indigenous theorists agree, Nakata notes that while the use 

of Aboriginal methodologies might be assumed to be ‘evidence of emancipation from Western 

inscriptions and practices’, they often do not provide methods for critical examination of ‘the 

contemporary space, which remains circumscribed by ongoing intrusions of Western meaning 

and logic’ (2010: 127). Therefore, ‘the simplistic idea that taking on an indigenous standpoint 

necessarily divorces the researcher from the colonised and hegemonic space of Western 

research philosophies is not universally supported’ (Guenther, 2014: 45). That is, Aboriginal 

knowledge practices should not simply be 

slotted into or alongside non-Aboriginal research practices to justify a research process. 

Instead, a process of acknowledging and merging different knowledge systems through 

well-articulated and respectful consideration. (Marriott et al., 2019: 5) 

Marriot et al. (2019) recommend that while keeping Aboriginal ways of knowing should be 

central, they also need to be aligned with Western epistemologies both in the structure of the 

research and in the research procedures. How this happens remains an ongoing space of 

productive dialogue. 

Consequently, many decolonising researchers recognise that Aboriginal and Western research 

methodologies are not mutually exclusive and can be used effectively to complement and 

support each other. For example, in addition to privileging Aboriginal knowledges, opinions 

and experiences, critical race theory requires the contextualising of experiences within relations 

of power, turning the research lens to make Western knowledge systems the object of inquiry 

as causal agents and thereby exposing epistemic privilege (Denzin, 2010; Sherwood, 2010), as 

was the intention of the research reported in Chapter 7. Similarly, demonstrating the 

emancipatory potential of dadirri, West et al. (2012) place it in the context of other examples 

of liberatory epistemologies – in particular, elements of critical theory – and advocate for 

‘research that includes both Western research methodology and Indigenist assumptions and 

perspectives’ (2012: 1583). 
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2.3.2  Critical theory and power dynamics 

In the context of RHD, evidence of the impact of a narrow biomedical research focus is reflected 

in the findings from the systematic review of the literature related to the lived experience of 

RHD (Haynes et al., 2020: Chapter 3). In that study, despite an extensive search and broad 

inclusion criteria, the systematic review found only 15 Australian publications that included 

qualitative research and a genuine attempt to include Indigenous voices. Most of these were 

published in biomedical journals, had biomedically trained authors and were focused on solving 

biomedical issues – in particular, compliance with long-term injections22 – and only three had 

an exclusive focus on and specific interest in the Aboriginal voice. Consequently, eight of the 

publications were driven by pragmatic research goals, addressing functional, managerial or 

evaluation questions, such as how to ensure patients stayed on target with secondary 

prophylaxis (SP) by assessing barriers to and enablers of care, evaluating interventions aiming 

to better manage people with RHD or measuring service planning, program development and 

cost output. Publications that sought to identify barriers to adherence were heavily weighted 

towards the biomedical point of view, with a commonly reinforced view that noncompliance 

was a failure of families to provide care, with perceived parental confusion attributed to a direct 

shortcoming of responsibility (Lowell et al., 2012). The review noted significant omissions in 

the reviewed literature (Haynes et al., 2019). Similarly, the analysis of the RHD practitioner 

interviews (Haynes et al., 2021: Chapter 7) identified how the dominance of a biomedical 

worldview in the RHD space highlights power inequities that constrain the space of productive 

dialogue. 

2.3.2.1 Power, colonialism, oppression 

Working on the above research confirmed my view that Western/biomedical research is based 

in a worldview that includes a particular cultural orientation, values and conceptualisations of 

time, space and subjectivity. These are, in turn, reflected in ‘theories of knowledge, [and] highly 

specialised forms of language’ (Smith, 1999: 42; cited in West, 2012: 1582). This worldview 

frequently constructs Aboriginal people as problematic, and research may be seen as reinforcing 

existing dominant structures of power and control. Reinforcing Western ways of knowing risks 

perpetuating colonisation by assuming that a health problem such as RHD can only be fixed by 

‘the ingenuity, expertise and generosity of the outsider’ (Tsey, 2006: 15). Thus, I argue that 

22 In addition, given that the reviewed literature was mostly published in biomedical journals, even when authors 

had conducted sound qualitative lived experience research, reported findings tended to be limited due to journal 

requirements, such as word limits and structure. 
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much RHD research based in a biomedical/Western worldview has potentially both contributed 

to ongoing racism and colonialism, and failed to adequately value Aboriginal thinking and 

worldviews (Martin, 2003; Sherwood, 2010; Smith, 1999; West, 2012). 

Consequently, in order to avoid perpetuating colonisation by reinforcing Western ways of 

knowing, throughout my research I was deeply committed to adopting a critical stance 

regarding power dynamics while working in a space of productive dialogue with Yolŋu co- 

researchers. As Linda Tuhiwai Smith describes, ‘critical theorists are creating space for 

formerly marginalised peoples to step inside’ (Smith, 2012, 165–169). Specifically, in terms of 

methodology this means that, while narrative and stories are important sources of data and 

transformative experiential knowledge, critical theory ultimately ‘holds an explanatory power’ 

(Brayboy, 2005: 441). 

By taking a CMA approach I have tried to forefront a systemic or contextual understanding of 

the influences of cultural, historical, political and economic factors on healthcare and health 

outcomes (Dudgeon & Walker, 2015; Walker et al., 2014). By being sensitised to the conditions 

(contexts) that influence and shape views, interactions and events (Charmaz, 1990; Scheper- 

Hughes, 1990; Soldatic et al., 2014), I am critically aware of the effects of colonisation, 

relations of power, health inequity and biomedical dominance (Haynes et al., 2014; Haynes et 

al., 2020). In this way, I aim to present an analysis that both interprets and contextualises, 

illuminating  system  factors  using  participants’  experiences,  and  illuminating participants’ 

experiences using a knowledge of systems (Coddington, 2017). 

Applying CMA theory to the analysis of the interview and observational data is important in 

ensuring that researchers both ‘legitimise subjugated knowledge’ by making ‘visible the 

invisible’, and develop analyses that interpret and contextualise the experiences (Rose 2001: 

35). Rose goes on to argue that 

allowing the data (e.g. life histories) to ‘speak for themselves’ is something of an 

abdication of responsibility on the part of the researcher, to the extent that ‘individuals 

may not have a full awareness of the systems that surround and constrain them, and as 

researchers, we have a responsibility to illuminate those systems using their 

experiences, and illuminate their experiences using these systems’. (Rose 2001: 35, 

citing Millen 1997: para. 3.5, italics in original) 

That is, attending to both the ‘berries and the bush’ (Absolon & Willett, 2004) is revealing of 

the broader power relationships that underpin the observable relationships between people and 

the choices they make in their daily lives. 
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Reflecting this CMA approach, as mentioned earlier, the focus of enquiry in the four thesis 

projects moves from the micro to the macro context, from individuals, families and 

communities to health services, academia and policy. That is, taking a critical approach brings 

methodological coherence to the thesis projects, as summarised in Box 2A. 
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Box 2A. Critical approaches applied in thesis projects 

1. Literature review 

The systematic literature review (Chapter 3, Haynes et al., 2020) drew on CRT as an approach emphasising the 

privileging of Aboriginal knowledges, opinions and experiences, and requiring the contextualising of experiences 

within relations of power. Additionally, reflecting cultural safety principles of prioritising direct Indigenous voices, 

a secondary sociolinguistic analysis of Indigenous quotes within the publications was undertaken that articulated 

a high degree of ‘collective trauma’ relating to the impacts of colonisation (loss of lands, livelihoods and non- 

recognition of identity, dis-empowerment of racism) and feelings related to lack of power and agency. Power 

relations were a common thread in dominant themes. This approach identified system failures and the impact of 

biomedical dominance relating these to the lived experience of RHD. 

2. CBPAR project 

The theory-based evaluation of OTW, an RHD community-based participatory action research (CBPAR) project 

(Chapter 4, Haynes et al., 2019) was firmly grounded in critical social theory. OTW was based on decolonising 

and emancipatory CBPAR principles (Wallerstein et al., 2008) that emerged in the field of community 

development, and emphasises the rights and capacity of those previously seen as research subjects to fully 

participate in research decisions and analysis, and engage in critical thinking as research collaborators or co- 

learners (Israel et al., 2008). The evaluation of OTW therefore reflected an assessment of the quality of 

collaboration and shifts in power dynamics. The NHMRC Values and Ethics guidelines for Aboriginal research 

was used as an analytic framework to assess the project’s implementation. 

3. Lived experience research 

The central PhD research (Chapter 5), draws on in-depth yarns and 15 months of participant observation to provide 

a rich, ethnographic account of the experiences of patients, carers, family members and communities living with 

RHD from locations throughout the Northern Territory. The data collection, analysis and reporting for this project 

privilege the knowledge and experiences of Yolŋu community members who became co-researchers following 

their participation in the community-based RHD project described above. The findings from this research 

demonstrate a strong Aboriginal voice, and provide a theory of choice, action and behaviour and recommendations 

not previously heard in the RHD domain. 

4. RHD practitioner interviews 

A critical analysis of in-depth yarns with RHD practitioners (Chapter 7, Haynes et al., 2021) was used as a case 

study of the impact of a dominant biomedical worldview on both structural/systemic factors within the health 

system and the underlying discourses held by health practitioners that sustain and perpetuate these factors. The 

analysis demonstrated how the healthcare system reflects, and is in turn shaped by, dominant values (Foucault, 

1977). The article argues that the challenges of broadening the space for productive dialogue by privileging 

Aboriginal voices in a biomedically dominated arena requires alternatives such as small-scale strength and place- 

based, community-led research focused on actions that use critical decolonising social science approaches guided 

by Aboriginal strengths, knowledges and worldviews. 

 



Central to a CMA approach is developing a critically reflexive awareness of ‘the systems that 

surround and constrain’ (Millen, 1997, cited in Rose, 2011: 35), such that the researcher adopts 

a theoretically informed ear with which to ‘hear’ particular parts of a story, a lens to observe or 

really ‘see’ particular things and to ask particular questions. In this endeavour we cannot pretend 

not to have an existing worldview, nor suggest we can easily put it aside. Therefore, a CMA 

approach requires researcher reflexivity in order to act with awareness in relation to power and 

race and, hopefully, avoid pitfalls such as perpetuating colonisation by reinforcing 

Western ways of knowing. 

2.3.3  Reflexivity 

The understandings/knowledges that constitute our way of being in the world often appear to 

us as unproblematic and transparent. Reflexivity is a process of challenging ourselves in the 

areas where we are comfortable, examining what we might be taking for granted. Reflecting on 

our own ‘positioning’ by ‘problematising’ ourselves (Adams & Janover, 2009), integrating 

various factors – including history, social influences, family experiences and individual beliefs 

and values that inform interactions in the third space – can reveal assumptions we project on to 

the ‘other’ (Marotta, 2009) or bring to the research process. The process of reflexivity can be 

applied at a micro, personal level or more broadly, considering what is taken for granted at a 

macro, structural level (Walker et al., 2014: 208). That is, through reflexivity we examine the 

power and privilege ‘that we are afforded because of our different group memberships, 

including our professions’ as well as our social and cultural identities (Walker et al., 2014: 205). 

It also means recognising the mechanisms that link power and privilege to the perpetuation of 

disadvantage and marginalisation (Haynes et al., 2021). 

2.3.3.1 Personal critical reflection 

I am inherently critical, and questioning what is taken for granted comes naturally. This 

accounts for my focus as a qualitative social science researcher on critical theories and 

constructivist grounded theory (Charmaz, 2017). Consequently, while Western knowledge 

systems are often discussed as reinforcing colonial perspectives, and despite being ŋapaki 

(White) and trained in the conventional mainstream research methodologies and methods of 

sociology and anthropology, critical approaches have helped me reflect on ways to broaden the 

space for productive dialogue. That is, my research approach seeks to address critiques such as 

those regarding the colonising potential of anthropology (Coddington, 2017), the tendency of 

qualitative research to appropriate voice and the question of ‘who benefits’ from research. 
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Regardless of good intentions, researchers are easily constrained by disciplinary knowledges 

shaped by ‘imperial legacies; ongoing settler colonial relationships; unequal class, race, and 

gender divisions; and an increasingly corporatised university culture’ (Coddington, 2017: 316). 

To overcome these limitations or criticisms I worked with Aboriginal supervisors, Minitja, 

Yolŋu community co-researchers and others to continuously check back that my reflections 

were on track. Maintaining a critically reflexive stance and an ongoing productive dialogue 

with Minitja and other co-researchers and community members ensured Yolŋu knowledges 

embodied in metaphors and stories were privileged throughout my research. 

As a result of thinking critically about working in the third space, and a commitment to disrupt 

Western ways of ‘researching on’ by working ‘with’, it became increasingly important to me 

to not only include but also to build strong relationships with Aboriginal co-researchers. 

2.3.3.2 Relational responsibilities in the third space 

Aileen Moreton-Robinson, in her review of the Aboriginal social research methods of Canada, 

the United States, Hawaii, Australia and New Zealand, concludes that in different but similar 

ways Aboriginal ‘knowledge systems are grounded in relations to land, place, entities, 

ancestors, creators and people’. From this foundation she identifies the concept of ‘relationality’ 

as the ‘interpretive and epistemic scaffolding shaping and supporting Aboriginal social 

research’ (Moreton-Robinson, 2016: 71). The concept of relationality is in contradistinction to 

the Western logic of discovery, which privileges a disconnected, human-centred, detached 

researcher ‘observing from a neutral position … [that] also requires being disconnected from 

the living earth’ (Moreton-Robinson, 2016: 71). 

In order to act with relational responsibility, I constantly attended to the relationships Morton- 

Robinson argues need to be considered between 

the Aboriginal researcher and the Aboriginal community; the Aboriginal community 

and the researcher; the Aboriginal researcher and the Aboriginal academic community; 

non-Aboriginal researchers and the Aboriginal community; and between the academic 

community and Aboriginal methodologies. (Morton-Robinson, 2016: 74) 

In turn these relationships guide the specific responsibilities involved: 

They may include guidance, direction, and evaluation. They may include conversation, 

support, and collegiality. Responsibility implies knowledge and action. It seeks to 

genuinely  serve  others  and  is  inseparable  from  respect  and  reciprocity. (Morton- 

Robinson, 2016: 74) 
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My relationship with Minitja epitomised these relational responsibilities. And my learning 

about Yolŋu ways of knowing, being and doing was guided through my relationships with 

Yolŋu community researchers, in particular with Minitja. Central to relational learning is 

understanding our relation to ourselves, with other humans, with the world around us. For me, 

this began with both learning about the concept of gurrutu (network of family relationships and 

responsibilities) and my own particular gurrutu (relationships), as discussed in the Introduction. 

Gurrutu informs correct behaviour and therefore was quickly equated by the Yolŋu with 

research ethics. Gurrutu is also foundational to learning through experience.23
 

Growing relationships with the Yilpara family (community), in particular the Yolŋu co- 

researchers, initially while I lived in Yilpara and later as they helped with the thesis data 

collection and analysis, resulted in ongoing reflection regarding my insider/outsider status. We 

shared significant life world experiences – for example, weeks of bäpurru (funeral24) and dhapi 

(initiation) ceremonies and Balanda conferences were all equally challenging, highly emotional 

times of bonding and learning. Thus, I came to see myself as neither detached (outside) nor 

enmeshed (inside), but ‘alongside and with’. 

Minitja’s story also provided me with a deep understanding of relationships in the context of 

the lived experience of RHD. Minitja has close family members with RHD, including her son 

and, significantly, a woman who was her mother-by-gurrutu. It was these relationships, as well 

as her love for the community more broadly, that Minitja frequently emphasised as her reason 

for working with me – for example, ‘I’m not working for money, I’m working for the life of 

my people’ (Journal note, April 2018). Further, my relationship with Minitja was a bridge to 

many data collection opportunities (observations and interviews) in Yilpara, and her 

contribution to the thematic analysis of the thesis yarns has fundamentally shaped the thesis 

findings (detailed in Chapters 5 and 6). 

While decolonising CMA approaches guided my thinking and research, it is the experiences 

and relationships that provided essential, sometimes confronting, sources of particular 

learnings. In addition to the experiences described above, other Aboriginal knowledge holders 

have contributed to my learning throughout the thesis research. This includes my thesis 

supervisors,  my  adopted  Yolŋu  family,  the  Yilpara  community  and  co-researchers, work 

colleagues and friends. In particular, the core thesis research would not be as it is without the 

23 See Bawaka Country (2016) for a detailed description of a relational research approach based in gurrutu. 
24 https://www.tear.org.au/stories/a-journey-to-a-yolngu-funeral-in-arnhem-land 

41 

 

 

https://www.tear.org.au/stories/a-journey-to-a-yolngu-funeral-in-arnhem-land


Yilpara community members who became my co-researchers and teachers on the many mats 

on which I was invited to nhina (sit). 

2.4 Strategies to broaden the space of productive dialogue 

The readings and experiential learnings described above regarding decolonising methodologies 

and critical understandings of power underpin the broadening strategies described in the 

remainder of this chapter. I explore five related means of broadening the space of productive 

dialogue: voice, nhina, nhäma ga ŋäma yarning, using metaphors, and CBPAR. 

2.4.1  Voice 

As a starting point for productive dialogue in the third space, we need to ensure ‘the missing 

voices and knowledges can be heard and validated’ and that systems are both more inclusive 

and better able to respond to varied and multiple knowledges (Wane, 2008: 194). 

Opening the door to missing voices, giving voice to the voiceless, and then knocking on the 

door of those with power to listen to those voices and to make change to make a difference to 

their lives is the heart of lived experience research. That is, lived experience research recognises 

the rights of individuals to be the principle decision-makers in their care, not passive recipients 

of care (Charles, Gafni & Whelan, 1997), and that their knowledge and experiences provide the 

best guide to clinical practice, policy, programs and services (Banfield, 2012; Mur-Veeman, 

2008). In addition, for people whose opinions and experience are often marginalised, having 

their stories acknowledged as important is often very powerful (Brett et al., 2014). 

Consequently, the extent to which a patient’s lived experience has been taken into consideration 

has become ‘a standard to assess the goals and the quality of patient care in many societies and 

health care systems’ (Gaille, 2019: 339). 

Broadening the space for productive dialogue therefore is a human rights imperative and this 

was reflected in the inclusion of a lived experience component in the original framing of the 

End RHD CRE by senior Aboriginal researchers. Further, the privileging of Aboriginal voices 

is one of the three principles identified by Rigney (1997) as defining decolonising, Indigenist 

research, thus ‘postcolonial and other critical inquiry typically place high value on deep 

engagement and reciprocity with participants and giving voice to marginalised perspectives and 

indigenous knowledges’ (Kirkham & Anderson, 2010: 203). And, as reflected in both the 

location of the thesis research within the End RHD CRE and the subsequent systematic 

literature review (Haynes et al., 2020, Chapter 3), a central hope is that ‘uncovering what is 

‘silenced’ can and should make a ‘difference to the stubborn statistics that continue to show so 
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little change for the most socially and economically disadvantaged’ (McWilliam, 2009: 64). 

More broadly, this aligns well with the strong link made by qualitative researchers between 

research methods that prioritise ‘giving voice’ and authentic research (Coddington, 2017). 

Despite the positive intention of broadening the space for voice to be heard, there are certain 

aspects to be aware of. Critical theory warns that ethnographic methods such as interviews can 

be a manifestation of the discourse and power relations of the social and historical contexts that 

produced them. As Warwa/Noongar woman Louise O’Reilly cautions, 

Aboriginal people already have a voice. We always have. There’s just no space left in 

society to share it. People with privilege have taken up all the space. You can’t give 

someone a voice because it’s not yours to give ... This type of language reinforces the 

system of oppression and gives the sense that one group of people has the power to 

give or take the voice of another person. It affirms the concept that one group of people 

are   more   powerful   while   the   other   group   are   powerless   or   lesser   than. 

(https://louiseoreilly.com.au/) 

Louise’s words resonate with critical qualitative researchers who identify that it is naïve to 

suggest that simply ‘giving voice’ to participants is emancipatory or will create change (see 

Fine, 2002): ‘power is more entangled than that’ (Coddington, 2017: 315). There is a danger 

that researching, and speaking on behalf of marginalised participants paradoxically emphasises 

the researcher’s ‘superior’ social location in relation to the research participant – that is, the 

researcher ‘has the power’ to speak on behalf of the other, reinscribing colonising relations in 

the process (Rimer-Kirkham, 2010: 203). This is especially likely to be evident where there are 

language differences or cultural/gender barriers to good communication (Affleck et al., 2012). 

Researchers are cautioned against giving voice to marginalised groups in a manner only 

‘accessible from positions of relative privilege; voice becomes a tool that is available to work 

with because of ongoing colonial power relationships’ (Coddington, 2017: 317). This can be 

particularly obvious when the value of participant experiences is measured and commodified 

through their degree of suffering. This denies participants potential agency, strength or capacity 

and erases the impact of structural factors (Coddington, 2017). In this sense, research that 

appears to privilege ‘voice’ will never be properly ‘post-colonial’ while non-Aboriginal 

researchers retain sovereignty over the research topics, the method used and the writing and 

reporting of results (Simpson, 2007). This tendency was evident in the systematic literature 

review findings (Haynes et al., 2020, Chapter 3). 

Being  cognisant  of  these  warnings,  it  is  important  to  note  that  it  was  Indigenous Chief 

Investigators (CIs) in the End RHD CRE who insisted on the importance of doing lived 
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experience research to make a difference in RHD. Further, being critically reflexive and aware 

meant that throughout the research our team processes emphasised methodologies that 

authentically avoided non-Indigenous people speaking on behalf of Aboriginal participants or 

co-researchers. This is evident in the OTW project, which demonstrates empowering CBPAR 

principles (Chapter 4), and the central thesis research findings that reflect a notably strong 

Yolŋu voice both in non-Western/non-academic content and tone (Chapter 6). In both these 

projects  I ensured that,  where possible,  Yolŋu co-researchers co-designed, implemented and 

interpreted the research (Russell-Mundine, 2012: 87). 

Crucially, the input from Yolŋu co-researchers and community members helped me to identify 

and adopt de-colonising research methods, in particular nhina, nhäma ga ŋäma a complement 

to yarning, giving the PhD a rigorous multi-layered ethnographic methodology. 

2.4.2 Yarning 

The concept of ‘yarning’ is similar to storytelling, a common feature of oral traditions for 

knowledge sharing. Yarning, in this context, does not mean ‘just chatting about nothing of much 

importance’, as is implied in general Western uses of the term. It is a recognised technique used 

by Aboriginal Australians to connect, make meaning and pass on knowledge and history, 

socially or more formally (Bessarab & Ng’andu, 2010). Yarning has been theorised and applied 

in a research context as 

an informal and relaxed discussion through which both the researcher and participant 

journey together visiting places and topics of interest relevant to the research study. 

Yarning is a process that requires the researcher to develop and build a relationship that 

is accountable to Aboriginal people participating in the research … To have a yarn is 

not a one-way process but a dialogical process that is reciprocal and mutual. (Bessarab 

and Ng’andu, 2010: 38) 

Yarning is also culturally appropriate as it is a ‘process that carries the implicit knowledge of 

the collective lived experiences of whole families and communities, rather than strictly 

individual experiences’ (Marriott, 2020: 40). 

The effort required to establish the credibility of yarning as a research methodology and method 

is a good example of a third space negotiation between Aboriginal cultural conventions, 

expectations of participants, and academic research requirements. It took time and academic 

effort from Aboriginal researchers for yarning to be recognised as not just a culturally safe data 

collection method or tool, but also an epistemologically and ontologically strong approach 

(Bessarab & Ng’andu, 2010). Thus the ‘power of yarning as a decolonising tool comes when 
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yarning is understood as not only a research method, but also as a research methodology … 

Yarning is therefore one of the most powerful tools used in the battle to decolonise Aboriginal 

research’ (Osborne, 2017: 21–22). 

In common with participatory and community-based action research approaches, where the 

research process is collaborative and negotiated with participants (Singh, 2017), the strength of 

yarning is its capacity for relational meaning-making, thus broadening the space of productive 

dialogue. The key elements of dialogue, storytelling and use of metaphor allow the negotiation 

of identities, roles and relationships, rather than just conveying information – that is, yarning 

encourages empathy (King, 2010: 85). Yarning requires deep listening skills. 

My experience of Yolŋu yarning in a community setting was to observe how stories were told 

to pass on knowledge in a way that allowed the hearer to draw their own conclusions. There 

was a particular Dreaming story that the community leader told to me several times, in different 

ways and contexts. Notable in the different tellings was that different parts of the story were 

told. When I asked about this it was explained that this is part of the teaching method, to pick 

the part of the story relevant to the lesson. Other than this selective telling, it was up to the 

hearer to understand the intended learning. This is an example of relational meaning-making. 

In this way stories, while told to teach a lesson, are not intended to create a bad feeling but, 

rather, to encourage reflection. In this context the hearer is not expected or encouraged to ask 

questions, as Tyson Yunkaporta describes: 

In our world the deepest knowledge is not in words. It is in the meaning behind the 

words, in the spaces between them, in gestures or looks, in meaningful silences, in the 

work  of  hands,  in  learning  from  journeys,  in  quiet  reflection,  in  the  Dreaming. 

(Yunkaporta, 2010: 39) 

This was reflected when I had been told a Dreaming story and went back to ask something 

about the meaning: ‘I was told to just think about it. And I realised that all the questions I ask 

seem like I am asking someone else to do the thinking’ (Journal note, 11/8/17). 

2.4.3  Nhina, nhäma ga ŋäma 

Listening skills are considered fundamental to qualitative research, but if this is taken for 

granted, researchers can fail to develop their hearing capacity. Hearing with empathy means 

that value is attributed to stories and both the authority and the nuance of stories are understood. 

Importantly, ‘the onus for hearing is placed on the hearer rather than the speaker’ (Brayboy, 

2005: 440). This  is  relevant  not  only  for lived  experience research  but  for the  ethical and 

participatory conduct of all qualitative research, particularly as part of developing culturally 
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appropriate research methods (West et al., 2012; Dudgeon et al., 2020; Marriot et al., 2020; 

Haynes et al., 2019 ). 

The ability to hear meaning is a critical aspect of writing ‘with’ rather than writing ‘about’ 

(Sultana, 2015: 375). This requires ‘a different attentiveness and listening in our research 

settings’ (Mazzei, 2009: 47). Attending to more than the words used because 

before we understand words as concepts, we understand voices, that’s the medium. 

When we tell our stories, our voice comes through … It’s not the content. It’s that direct 

communication from something deep within you and  communicating  directly. 

(Scharmer, 1996: 19) 

That is, hearing meaning is about awareness of emotions, to the point where the story becomes 

felt and the quality of relationship changes to where the listener becomes fully engaged. 

Additionally, deepening understanding of another’s feelings and emotions (lived experience) 

means the listener is literally moved to create change and to report results in a way that makes 

a difference. Regarding data collection for this thesis, Yolŋu co-researcher Minitja, 

independently of any of the above academic discussion, suggested ‘you will know the true story 

by how it feels’ (Journal note, 11/8/17). One of the most significant examples of this was 

recorded in the following journal note. 

As an Aboriginal research method, the concept of dadirri25 is increasingly referenced as a 

method of deep listening for action (West et al., 2012; Marriott et al., 2019). Taking dadirri as 

a starting point ‘expands the researcher’s worldview and opens our ears to other Aboriginal 

epistemologies and how we might engage with them in respectful and ethical ways’ (Waller, 

2018: 228). My learning about the less- documented but similar Yolŋu concept of nhina, nhäma 

ga ŋäma (sit, observe and listen) is central to this thesis.26 Through the relationships developed 

during my time living in a ‘remote’ north-east Arnhem community, I slowly came to understand 

25 Initially articulated in English by Miriam Rose Ungunmerr-Baumann (2002), a respected elder and artist from 

the Daly River region of the NT. Dadirri is also seen as a healing modality bringing about well-being in traumatised 

Aboriginal communities (Atkinson, 2002; cited in Waller, 2018). 
26 See Appendix D for a detailed discussion of each the components of nhina, nhäma ga ŋäma (sit, observe and 

listen) to get a sense of the depth of meaning inherent in this phrase. 
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I finally did the interview with Rinytjan at the beach after the funeral, it took 9 months 

to organise. It happened very late, from about 10pm until midnight. It was a full moon 

and we sat in front of the still smoking burnt remains of the bark structure that had 

housed the body for about 10 days. We had all felt so much in those preceding days, 

and I was leaving soon. As well as his own story of having ARF as a child Rinytjan 

also told stories related to his son who had ARF, and his wife. He thanked me for being 

involved in the community. It was a very moving interview. (Journal note, 26/9/17) 

 

 



nhina, nhäma ga ŋäma as a form of deep listening and observation. It is important to note that 

nhina, ŋäma ga nhäma was applied to data analysis as well as data collection, as participants’ 

emotions and meanings are carefully attended to as part of analysis. Nhina, nhäma ga ŋäma can 

also be applied as a form of reflexivity, as one reflects on, listens to and observes the self. 

Nhina, nhäma ga ŋäma as a research method goes beyond listening/understanding the speech 

of the person with whom you are communicating, to being aware of their true (deep) feelings. 

‘Putting interest in other person, do it with respect, you can feel while you listen, you can feel 

something. The feeling tells you when you listen’ (Yolŋu co-researcher). It also requires the 

researcher to have self-awareness: ‘If you have no feelings then you can’t tell the feelings of 

the other person. Or you can’t feel other people when they’re telling stories’ (Yolŋu co- 

researcher). Self-awareness and reflexivity are also required when listening with an open heart. 

As a researcher you have to ask yourself if you are prepared to be moved. A journal note records 

my 

reflection regarding this: 

2.4.3.1 Feeling the ‘true story’ 

Empathy is not a term with which Minitja was familiar, but I came to understand this as 

conceptually closely aligned to the role of nhina, nhäma ga ŋäma in terms of understanding 

feelings. As Minitja explained, ‘do [research] the right way, and the story will come out from 

the heart as well as the mind’ (Journal note, 7/4/17, Yolŋu researchers meeting Darwin). 

Minitja’s teaching method was primarily relational and experiential, beginning with what later 

became a frequent refrain: ‘close your eyes and the answer will come to you’ (Journal note, 

October 2016). 

The principle Minitja was teaching was that one will know when one has the ‘true story’ by 

how it feels, a notion that was further explored with Dr Lawurrpa Maypilyama, a senior Yolŋu 

woman and experienced researcher from Galiwin’ku. She described it thus: 
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‘The true story can be hard for people to tell, they may be scared, and frightened that 

someone will do something. But really people want to share their stories, the deep 

meaning’. 

‘A true story has to be strong, the listener can feel when it’s the truth’. 

It is more important to create good feelings than anything else, both for others and 

personally. Therefore, if I don’t feel hopeful, if I can’t feel good, if I feel bad this affects 

others who will also feel bad. If this is happening, then don’t do the interview. (Journal 

note, 5/12/16) 

 



Minitja and I also had many philosophical discussions about the Balanda term ‘empathy’ and 

how or if it could be applied to nhina, nhäma ga ŋäma. This weaving of Minitja’s teachings 

and related academic explanations was an iterative process. I would periodically run my 

expanded 

understanding past Minitja. For example, we discussed 

2.4.3.2 Nhina, nhäma ga ŋäma as a teaching/learning method 

The term nhina, nhäma ga ŋäma is also related to traditional Yolŋu ways of learning. A 

conversation with an experienced linguist confirmed ‘it is a good phrase and metaphor for 

traditional way of being and learning ... Quietly and respectfully learning’ (Mitchell, personal 

correspondence). Minitja also affirmed its use as a research method, adding to one of our slides 

‘If Emma didn’t do this, we couldn’t have done the rest, it’s the right way to work’ (Lowitja 

Conference  November   2017).  The   Anishinaabe   Indigenous  knowledge  system similarly 

includes the concept bzindamowin – learning from listening (McGuire, 2013). 

The three terms in the phrase nhina, nhäma ga ŋäma combined mean more than the sense in 

which each individual word is used (Appendix D). Together, they suggest a full understanding 

based on learning that occurs quietly and respectfully when one is in the right place, watching 

and listening. The linguistic and conceptual analysis of the individual words and associated 

concepts in the phrase nhina, nhäma ga ŋäma demonstrates that, similarly to dadirri, it is 

simultaneously an Aboriginal ‘way of life and a research methodology’ (West, 2012: 1583). In 

this way, nhina, nhäma ga ŋäma can be understood as an Aboriginal way of knowing, where 

knowledge is 

learned and reproduced through processes of: listening, sensing, viewing, reviewing, 

reading, watching, waiting, observing, exchanging, sharing, conceptualising, 

assessing, modelling, engaging, applying … It is more than just information or facts, 

but is taught and learned in certain contexts, in certain ways at certain times. It is 

therefore purposeful, only to the extent to which it is used. (Martin, 2003: 9) 

Given  my  aim  as  a  non-Indigenous/Balanda  researcher,  in  order  to  avoid  perpetuating 

colonisation by reinforcing Western ways of knowing being mindful of nhina, nhäma ga ŋäma 
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the tension between the Balanda expectations of evidence that was based on what 

people said. People’s words are where there is authority in qualitative research. 

Whereas the Yolŋu way of knowledge is about feeling as a result of listening and 

watching. (Journal note, 11/8/17) 

She continued, ‘Yolŋu tell a story not by head but by heart – if I tell you from the head 

you won’t feel anything. But if I have excitement, expression, you can tell it is a true 

story.’ (Journal note, 16/5/17) 

 



became an essential aspect of the thesis data collection process, alongside yarning. As 

established at the start of this chapter, the call for Aboriginal epistemologies and methodologies 

that ‘construct, rediscover, and/or reaffirm Aboriginal knowledges and cultures’ 

(West, 2012: 1583) is specifically ‘anticolonial’. 

Nhina, nhäma ga ŋäma also implies waiting for a story to come to the hearer – we listen and 

observe and, if we are fortunate, we learn something. 

Finally, nhina, nhäma ga ŋäma is about relational responsibilities. Again, Minitja explained it 

thus: ‘We talk together to become a researcher; we sit there together and nhäma ga ŋäma, 

talking with each other, helping one another and sharing ideas. Sharing knowledge and building 

our relationships’ (Journal note, Darwin, 2018). This relational position connects the concept 

of empathy to both insider/outsider debates and the aims and goals of qualitative research, ‘in 

a common quest … to hear, feel, understand, and value the stories of others, and to convey that 

felt empathy and understanding’ (Gair, 2011: 137). By attending to nhina, nhäma ga ŋäma, I 

was able to avoid the potential to ‘other’ and ‘giving voice’ through acknowledging and 

continuously reflecting on my relational responsibilities and checking back with Minitja and 

other Yolŋu researchers, as evident in my journal notes. As I learnt to nhina, nhäma ga ŋäma I 

was subtly trained by the Yolŋu in methods of knowledge generation, including ganma, both- 

way learning and the use of metaphors. Nhina, nhäma ga ŋäma also made space for an ongoing 

productive dialogue between Minitja and I regarding ‘critical thinking’ and asking questions. 

2.4.4  Use of metaphor as a bridge 

The process of using metaphors, as well as their content, is central to bridging between different 

worldview concepts. Metaphors are central to storytelling; using metaphor has the potential to 

create both a feeling (i.e., it conveys emotion) and a common ground. Therefore, the use of 

metaphor as a conceptual ‘bridge’ is a central theme throughout this thesis. ‘Yolŋu have used 

metaphors since time immemorial to share strong messages about how we should live and work 

... for “understanding and experiencing one kind of thing in terms of another”’ (Marika et al., 

2009: 406). The important place of metaphor in Indigenous knowledge systems is widely 

recognised (Yunkaporta, 2009; Ober, 2007), particularly as a conceptual meaning-making tool. 
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On the way home I tried my thinking out on Yunutju about my observation that the 

Yolŋu way of knowledge is about feeling as a result of listening and watching. ‘Yes’ 

she said, ‘and it is about sacrifice ... You have to put yourself aside to really sit quietly 

and listen, and then knowledge will come to you’. (Journal note, 11/8/17, my 

emphasis). 

 



That is, ‘metaphorical language is theoretical. It stimulates analytical and creative possibilities’ 

(Hadley, 2017:14), where ‘one will eventually see more than what is  presented’  (Meyer, 2008: 

229). The use of metaphor as an effective means of communication in clinical conversations 

(Lin et al., 2019), education (Bishop, 2008) and in discussing health systems 

(Fredericks et al., 2015) is also recognised. 

My journal note reveals how I came to understand, and grapple with the concept of metaphor 

initially as an experiential  learning process while living as  a community member in  Yilpara, 

and while facilitating the Certificate II training (see Haynes et al., 2019: Chapter 3). 

As narrated in the previous chapter, a formative event in my early days in community was both 

the experience of picking wangapu (black plums) and the story I told about that experience. 

The story gave me recognition by the Yolŋu as someone who could tell a learning story using 

metaphor. For the Yolŋu there is a story behind everything – art, dance, ceremony, song – all 

Yolŋu can name their stories using a series of metaphors to hold or represent their stories (as, 

for example, I can say ‘my wangapu picking story’ and invoke the whole story of my learnings). 

Metaphors are about seeing what is significant and having the courage to discuss it; using 

metaphors, ‘one will eventually see more than what is presented’ (Meyer, 2008: 274). It was 

validating to read later that 

Herman Michell (2009) uses the practice of gathering berries as a metaphor for 

research. Like those gathering berries, researchers must go on a journey in search of 

something they need. Before gathering berries, they must learn from elders where and 

when berries can be found, and then listen and respond to the land as they journey to 

and collect those berries. (Chalmers, 2017: 100) 
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Later, I told the story to Minitja. It is a story about how difficult it is to see what you 

are not used to seeing, have never had to see before. Minitja said it is like that for Yolŋu 

trying to understand research. It takes a lot of looking and watching out for green ants 

… Minitja also told me to write the story for my PhD. (Journal note, 3/3/17) 

Minitja talked a lot about both-way learning and used what I recognised as metaphors 

to illustrate her thinking. For example, Minitja told stories about how to make a 

straight spear, going on a journey to hunt, going to a waterhole. I tested my 

understanding by trying to use one of her stories to talk about how we were 

teaching/learning about RHD. We (Balanda) are bringing content knowledge and 

Yolŋu bring process. It is like we bring the branch of the wood that is used for spears, 

and they will bring the knowledge of how to make that wood into a straight spear. 

Minitja agreed with this. (Journal note, 2/3/17) 

 



Concern that a non-Aboriginal lens might reduce metaphors to figures of speech has led others 

to suggest using terms such as ‘images’ or ‘symbols’, as these ‘must be experienced in order to 

be understood, and the experience of its effects is at once its meaning and its power’ (Wagner, 

1986a: 216, cited in Tamisari, 1998). Understanding metaphor-as-symbol connects to a broader 

discussion regarding the use of metaphors for learning/research/knowledge acquisition across 

all languages and cultures. ‘Reading the signs’, observing and correctly interpreting 

‘indicators’, demonstrates a parallel empirical scientific procedure for example, between 

understanding blood glucose levels (Western biomedical science) and the presence of a 

particular flower (indicating to the Yolŋu that it is the time for hunting for certain fish). 

Knowing the signs can tell you what to look for. 

The privileging of metaphors of ‘objective’ science has at times silenced alternative ontologies, and 

an article co-authored by three senior Yolŋu women argues that to counter this requires ‘taking 

[Yolŋu] metaphors seriously’ (Marika et al., 2009). That is, both the developmental process and 

content of metaphors are a means to effectively privilege Aboriginal knowledge, values, attitudes 

and  practices.  As  a means of  broadening  the  space  for  productive dialogue,  metaphors work 

towards ‘making space for difference’ (Kearns, 1997, cited in Marika et al., 2009). 

2.4.4.1 Examples of metaphors from working with Yolŋu co-researchers 

The Yolŋu community members, co-researchers and I worked on several metaphors, building 

them up over many productive discussions. We sought permission from community elders for 

our use of the cultural knowledge contained in these. While these examples provide evidence 

of a process, the content should not be assumed to be transferable to other settings. To varying 

degrees these metaphors were applied throughout the PhD research. Two primary metaphors 

are given below. 

1. Lipa lipa (canoe) – a metaphor for action research 

The lipa lipa was our first important and ongoing metaphor, with its value judged by its ability 

to be extended to allow for new concepts to be added. The lipa lipa metaphor was first discussed 

in the first community workshop at the start of On Track Watch (OTW), described in Haynes 

(2019) (Chapter 4). 
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Figure 10. Lipa lipa (canoe) – a metaphor for action research. 

This formative metaphor linked research to the observation and correct interpretation of signs. 

That is, 

Later,  the  metaphor  was  extended  to  incorporate  the  iterative  cycles  of  action   research 

(Figure 11). 

Figure 11. Community-based participatory action research and the lipa lipa. 

That is, in the lipa lipa the paddlers put into action the directions of the leader who has analysed 

the research data and made conclusions about the direction to take. As they go, the directions 

are reviewed often; questions are asked, such as ‘did we get where we hoped? Did we catch 

fish?’ Everyone shares the fish, and the knowledge about where to catch the fish and how to get 
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The person at the front of the lipa lipa (canoe), who directs the people paddling, must 

look deeply, not just at the surface of the ocean, to really understand what is going on. 

They need to look under the surface to understand where the currents are running and 

where fish might be. They also need to look at the sky and see where the wind is blowing 

and what the clouds are doing. This metaphor for research was warmly received. (OTW 

Research workshop report 6/12/16) 

 



there. Familiarity with this metaphor generated discussion such as, ‘We caught good fish today’ 

regarding the throat swabbing project data collection and analysis as part of OTW. 

Finally, Minitja extended the metaphor to describe collaborative ways of working together, 

including evaluating progress. 

Figure 12. Lipa lipa metaphor extended (Marawili, Social Impact Summit, Perth 2019). 

2. Pandanus weaving – a metaphor for qualitative research 

The Yolŋu co-researchers and I used two coding methods, colour coding on hard copies of 

interview transcripts and coding electronic transcripts using NVivo (more detail given in 

Chapter 5). The colour coding was a convenient way to introduce data analysis. We could sit 

outside on a mat, have a hard copy each and quickly see the process of breaking a piece of text 

into codes. To begin with, we had to develop a both-way understanding of what thematic 

analysis and coding meant. This resulted in the development of the weaving metaphor, an 

important metaphor that stood the test of being retold and added to many times, including with 

other experienced Yolŋu researchers from Galiwinku, a community on the coast of Arnhem 

Land. We started with the selecting, sorting and weaving process, which then expanded to 

include sampling, theory and knowledge translation. Demonstrating the strength of the 

metaphor was that it could be expanded to relate the ordering of themes and subthemes to the 

subtleties of weaving, reflecting the deeper level of decision-making required – in particular, 

thinking about who are you weaving for and what you hope they will get from the story  (final 

woven item). Table 2 below describes the full metaphor. 
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Table 2. Weaving and qualitative research metaphor bridge 

The alignment of the weaving metaphor developed by the Yolŋu co-researchers with an 

example from Tonga is both striking and validating of Indigenous research methods globally 

(Cajete, 1994) as well as nationally (Ober, 2007; Ober & Bat, 2007). Tongan author Malungahu 

(2017) describes the three main processes of the Kakala framework based on garland lalanga 

(weaving) and then maps each to constructivist grounded theory (Charmaz, 2006; 2013) as 

follows. 
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Weaving Qualitative Research 

Go out looking for pandanus Go out to look for stories 

Find good (right one) pandanus 
 

Choose who to interview, do it the right way 

(consent) 

Collect pandanus – choose long leaves, carry a 

special stick to get the tall pandanus, collect 

pandanus that is right for the thing that is being 

made 

In-depth interviews – take a translator 
 

Sort the pandanus (feeling with hands, looking 

with eyes) – take off the spikes, split/peel the 

leaf 

Keep some, throw some out 

Coding – decide what to keep, what to throw out 
 

Choose some pandanus to colour 

Prepare the colour 

Find some ash to add to make the colour 

stronger 

Colour code 

Or drag and drop into nodes (NVivo) 

(add theory/other research to make the codes 

(colour) stronger) 

Colour the pandanus Themes drawn from codes 

Weave the pandanus 

Make patterns with the different colours 

Make a basket or mat 

Weave the themes into a clear story 
 

Take your basket to show people your work 

Make a mat that the whole family can sit on 

Make something useful to everyone 

Dilly bag for ceremony is full of story in two 

moieties 

Fish nets 

Sharing knowledge about what action we want 

with everyone, so everyone can benefit 

(knowledge translation) 

Make a different bag or mat for different people 

(community, scientist, health workers) 

 

Working on the pandanus weaving metaphor – collecting pandanus has happened 

(information or data), now we have to strip away what is not useful, and sort what we 

keep (code), then we have to put like ones together (look for themes) and work out what 

story we will make (a basket and mat, maybe more than one). As described by 

Makungun we need to ‘make a mat for all the family to sit on’, that is, the results of the 

research need to be useful for everyone. Later we will take our finished product back 

to community for comment. (Journal note, 25/4/17) 

 



1. Toli, picking of the flowers – emphasises the importance of selecting and choosing the 

most beautiful flowers. Maps to the sampling and recruitment phase of research-selecting 

eligible participants for in-depth interviews. 

2. Tui, threading together the flowers – underlines the importance of ensuring that each 

flower is positioned in a beautiful yet organised way. Maps to the collation and analysis of 

data, the categories and themes identified during the analysis phase of qualitative research. 

3. Luva, the gifting and giving away of the garland. Maps to emphasising the importance of 

presenting findings in a meaningful way, mindful of the audience. 

The Kakala framework also highlights the Tongan values ofofa (love and reciprocity), and 

faka’apa’apa (respect). The lalanga process is grounded in context and relationships 

(Malungahu, 2017). 

2.4.5 Community-Based Participatory Action Research (CBPAR) 

CBPAR is linked to critical theory as a research process that enables participants to better 

understand themselves and their situation by exposing, challenging, and changing relations that 

are ordinarily influenced by power (Freire, 1970). CBPAR is, therefore, explicitly 

emancipatory, committed to action and social justice (power shifts) (Evans et al., 2009). 

CBPAR is overtly intended to provide alternatives to dominant positivistic paradigms, informed 

by participants and relevant to their daily life (Freire, 1970). By including Aboriginal co- 

researchers in all research aspects (determining the research questions and methods, and 

disseminating outcomes) power is equally distributed (Doyle et al., 2017). CBPAR is also 

inherently strengths-based, acknowledging that people are experts in their own lives, and 

privileges local voices and ways of knowing, being and doing. It is particularly appropriate to 

Aboriginal research contexts as it is communitarian, focusing on the greater good of community 

rather than individual. 

There is a close alignment between CBPAR and Aboriginal research principles such as 

privileging voice and giving prominence to communities previously marginalised in research 

practices, and recognising that research to create change should be the aim of researchers 

(Wright, 2011: 41). CBPAR can be considered essential to the methodological reform necessary 

to strengthen the voice of Aboriginal peoples, as it ‘is one way of addressing the power and 

control struggles between the broader research community and Aboriginal peoples’ (West, 

2012: 1583). 
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The publication that makes up Chapter 3 describes a small, local, community-based RHD action 

research project that used a ‘both-way’ learning (reciprocal knowledge co-creation) approach 

enabling Aboriginal community members to build their research capacity, resulting in 

empowerment through community ownership of knowledge about RHD and research (Haynes 

et al., 2019). As Freire’s theory of empowerment through knowledge suggests, this project 

demonstrated that feeling confident about knowledge immediately resulted in a desire to share 

that knowledge with other family/community members. For example, after a particularly long 

day doing the swabbing project, the community researchers were enthusiastic to return the next 

day to participate in compiling a report to share (see Appendix F, Swabbing day report). 

Additionally, the development of the Yolŋu co-researchers’ skills and capacity through their 

involvement in the CBPAR project led to their subsequent employment on the PhD research. 

Further evidence of the empowering effects of critical thinking and asking questions in 

developing research skills by being involved in CBPAR in the OTW are described below. The 

Findings chapter provides more discussion regarding the significance of these skills. 

2.4.5.1 Critical thinking and asking questions 

Asking the proper question is the central action of transformation … The key question 

causes germination of consciousness. The properly shaped question always emanates 

from an essential curiosity about what stands behind. Questions are the keys that cause 

the secret doors (of the psyche) to swing open. (Estés, 1992: 52) 

Throughout our time together Minitja and I had many long conversations around two specific 

topics – the idea of critical thinking and asking the right question/s. These arose from our initial 

both-way learning explorations through delivering the Certificate II during the OTW project 

(Chapter 4). Our ideas further developed as we did the interviews, thematic analysis and 

conference presentations. Minitja’s capacity to ask difficult, critical questions impressed me 

from the start and, for me, defined her as a researcher. 

Examples of journal notes regarding these conversations are provided in Box 2B. 
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Finally, critical thinking can be fraught. At times I found myself feeling overwhelmed, unable 

to see how my small efforts could possibly make a change when the underlying structural and 

systemic causes of inequity are so intractable (a feeling also described by RHD practitioners in 

Haynes et al., 2021; see Chapter 7). Being aware of my degree of hopelessness was especially 

important when working with my Yolŋu colleagues, who did not wish to be 

drawn into my negative emotions (as described in detail in Chapter 627). For example, as 

27 And the journal note mentioned above regarding this: ‘It is more important to create good feelings than anything 

else, both for others and personally. Therefore, if I don’t feel hopeful, if I can’t feel good, if I feel bad this affects 
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Box 2B. Critical thinking examples 

1. Minitja talked about how we are all Yolŋu, that is, Yolŋu means human and therefore Balanda are a subset of 

Yolŋu, who behave in very strange, incomprehensible ways, including not recognising Yolŋu (Aboriginal) as 

Yolŋu (human). After attending a conference Minitja asked ‘Do they think we are animals? Why do they not come 

and sit with us?’ (Journal note, 16/5/17). And later ‘What do you think of us? What do you see when you look at 

us? We are all Yolŋu (humans) – why did people stare at us when we went to Sydney?’ (Journal note, 4/6/17) 

2. Minitja’s questions for the newly formed OTW research training group reflect her growth as a researcher during 

this period: What does research mean to you? How do you feel about the research (project)? What do you want to 

know (facts)? What do you want to learn (skills)? What makes it hard for you to understand about research? Do 

you enjoy doing research? What is important for you to know about the research? (Journal note, 9/3/17) 

3. Minitja wanted to know more about why Balanda don’t get RHD anymore. Is it just being clean? Having good 

houses (like the one we are sitting in to have the conversation) with inside toilets and showers? (Journal note, 

3/3/17) 

4. ‘What is bugs? What are all these germs? Can you name them? What are they doing?’ (Journal note, 27/3/17). 

And ‘What germs were here before Balanda came?’ (Minitja, journal note, Feb 2017) 

5. At other times, Minitja discussed her thoughts about research and the nature of questions. ‘Asking questions – 

research is about asking questions. If Balanda come here, they have to talk about what is good and what is bad’ 

(Journal note, mid-July 2017). ‘Doing research is helping us ask questions, to help us understand about structures’ 

(Journal note, July 2017). ‘Questions help us … what is good for people (Yolŋu and Balanda) to do? To research?’ 

‘What can we do the research on? How can we make research better? Who are the people that we could work with 

to do the research? Where, when, why (are we doing this research)?’ 

6. Minitja discussed how research has helped ‘to look clearly and get more understanding about what we can do 

research on’ ‘to think of ways for our research’. ‘Are we doing it for ourselves or our children? Are we helping 

our children? Why do they want Yolŋu to do the research?’ (Journal note, 17/10/17) 

7. The impending formation of a new local corporation made Minitja worried, fearing that people wouldn’t 

understand the rules and bad things would happen. Minitja believed the value of doing research training is that it 

would sharpen people’s critical thinking skills and enable them to ask the right questions and go in with their eyes 

open. (Journal note, 11/6/17) 

8. Related to the PhD research, Minitja started asking me from very early on ‘what is the question?’ My replies 

were about wanting to know how people felt about having RHD (or their child having it) (i.e. their lived 

experience). These never seemed  satisfactory responses. I speculated later that she was really asking me to be 

clear about what I was doing, perhaps to check if I was asking a good/appropriate question. 

 

 



recorded in one of my research notes, ‘I can feel this when I think about including Minitja and 

Yunutju – how does my cynical, critical analysis sound to them? I have already faced with 

Minitja the ennui, the depression that follows critical thinking’ (Memo note 6/3/18). The key, 

as Minitja often modelled, is to remain hopeful; otherwise critical thinking becomes cynicism. 

That is, critical thinking, asking the right question, is inherently transformative and, therefore, 

remaining hopeful is the central action in productive dialogue as a discussion where everyone 

has an equal voice to assert how things might be different. Conversely, hopelessness is a form 

of silence (Balagopalan, 2011). 

2.5 Conclusion 

Through the research collaborations described above, all participants had opportunities to 

disrupt colonial narratives and create new possibilities (Bhabha, 1996). By broadening the space 

of productive dialogue, a mat we can all sit on, new positions, views and identities emerged. 

Through productive dialogue, cultural differences were moved from being a ‘problem’ or 

incommensurable to a more powerful discourse that allowed for sharing of ideas and robust and 

highly  respectful  discussions  that  engaged  with  rather  than 

offering hope as well as new insights and new opportunities. 

resisted cultural differences, 

others who will also feel bad’. In the community I maintained the intention that if I couldn’t be hopeful then I 

should leave. 
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Chapter 3. Voices behind the statistics: systematic review of 

the qualitative RHD literature (Published) 

Despite the glaring evidence of disparity experienced by Aboriginal individuals and 

communities described by the statistics related to RHD, long-term concerted efforts to eradicate 

RHD have had little success. Arguably, part of the problem is a lack of attention to the voices, 

understandings and ways of knowing, being and doing of the people behind these statistics. 

The literature review presented in this chapter uses a critical, interpretive analysis of Australian 

publications that include the voices of people with lived experiences of RHD. It demonstrates 

that not only was there limited qualitative RHD research reported, there was a strong biomedical 

focus in the few available publications. However, as established in the previous chapter, 

healthcare strategies formulated solely on Western biomedical knowledge systems, without 

critical reflection of the impacts of such an approach, (Chapter 7) are unlikely to reduce health 

disparities for Aboriginal people and may even lead to a widening of the gap. 

Importantly, an analysis of the voices in the publications revealed the combined impact of 

factors experienced by people living with RHD as ‘collective trauma’ reinforcing the urgent 

need for the lived experience research that makes up the rest of the thesis. That is, given the 

non-medical effects of RHD have been underexplored, greater attention to the experience of 

children, adults and communities living with RHD must be prioritised (see Chapter 6). 

Additionally, strategies to improve health service delivery need to be based on Indigenous 

knowledges, community-led, community co-designed research and action (see Chapter 4). 
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Chapter 4. Community-based participatory action research 

on rheumatic heart disease in an Australian Aboriginal 

homeland:  Evaluation  of  the  ‘On  Track  Watch’ project 

(Published) 

The literature review reported in the previous chapter established that health service delivery 

needs to be better informed by Indigenous knowledges and community-led, community co- 

designed action research. This chapter builds on this recommendation by reporting on a critical 

evaluation of ‘On track watch’ (OTW), a community-based participatory action research 

(CBPAR) project. Based in ‘both-way learning’ (reciprocal knowledge co-creation) OTW 

demonstrated the importance of valuing traditional knowledges and ways of learning such as 

locally meaningful metaphors to explore unfamiliar concepts; empowerment through critical 

thinking and community ownership of knowledge about RHD and research. This chapter 

provides practical guidance in implementing empowering and decolonising research principles 

and theories. 

The OTW project also provided a reason for me to live and work in Yilpara for 15 months while 

facilitating the delivery of the Certificate II in Aboriginal Community Health Research (the 

core project activity). Thus, OTW – which contributed to the thesis in important ways – allowed 

me to experientially learn about Yolŋu ways of knowing, being and doing including engaging 

in the both-way learning process that resulted in my understanding of nhina, nhäma ga ŋäma 

and the use of metaphor. Secondly, having more than a year of living in community provided 

me with observational and ‘lived’ insights into the experience of RHD at the local level. Most 

importantly, the CBPAR project also resulted in community members being trained as 

community health researchers and becoming long-term thesis collaborators, contributing to 

thesis data collection, analysis and reporting. Finally, in terms of translating the outcomes of 
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the  thesis  research  into  actions,  learnings  from 

recommendations made in Chapters 7 and 8. 

the OTW project also contributed to 
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Chapter 5. Thesis research methods 

This chapter describes the research methods used in the collection of primary data for this thesis. 

It provides a reflective discussion of the recruitment, sampling, data collection, thematic 

analysis methods, and the contribution of Yolŋu co-researchers. These methods demonstrate a 

practical   application  of   the  learnings  regarding  culturally  appropriate   research methods 

described in Chapter 2. 

5.1 Research aims and study design 

5.1.1  Aims 

The thesis research aims to better understand the experiences of children, teenagers, young 

adults, adults, families and communities living with ARF/RHD in order to address a gap in the 

knowledge regarding how to improve the diagnosis, treatment and management of the disease 

and enhance outcomes. That is, the continued failure to eliminate RHD can in part be attributed 

to healthcare strategies formulated on non-Aboriginal Western/biomedical knowledge. The 

doctoral research project to address this knowledge gap was initially conceptualised by the 

Aboriginal Chief Investigators and Associate Investigators as part of the NHMRC-funded End 

RHD Centre for Research Excellence (CRE) (GNT1080401). 

5.1.2  Study design 

As described in Chapter 2 the study reported here was methodologically informed by a 

qualitative, decolonising, critical medical anthropology approach. Applying this approach to 

the  study  design  meant  ensuring  that  all  data  collection  (yarns,  nhina,  nhäma  ga  ŋäma 

(participant observations) and informal conversations) and the analysis privileged Aboriginal 
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voices. That meant not only hearing the perceptions, knowledge and understandings of children, 

teenagers, young adults, adults, families and communities living with ARF/RHD but also 

including the interpretations and experiences of Aboriginal co-researchers to inform the data 

analysis and reporting. In this way the research process became a productive dialogue in the 

intercultural space. 

Within this methodological stance, the study design reflects a conventional focused 

ethnographic approach. It is essentially a phenomenological study to understand the 

perceptions, knowledge, understandings and meaning-making around the experience of living 

with ARF/RHD. The sampling (described in detail below) was purposive, including  snowball 

sampling to gain representativeness. Data analysis was iterative, commencing with fieldwork. 

5.2 Thesis data sources 

The research reported here draws on three data sources – yarns, participant observation and 

informal conversations with Yolŋu researchers both during the On Track Watch (OTW) project 

and in the data analysis process that included their RHD experiences (their own or those of 

family members). Conversations with experienced senior Yolŋu researcher Dr Lawurrpa 

Maypilyama were written up and subsequently confirmed with Dr Lawurrpa. In the reporting 

of findings, participant observations and conversations are identified as being from journal 

notes. Yarn participants are identified by pseudonyms (see Table 3). More detail regarding 

each of these 

data sources is provided below. 

5.2.1  Yarns – Recruitment and sample 

5.2.1.1 Recruitment 

Recruitment for yarns took place in two clinical settings and two community settings in the 

Northern Territory (NT) of Australia (see Chapter 1, Figure 2). The initial clinic was in Darwin 

(population 132,000), the NT capital and a large regional centre. The second clinic was in 
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Nhulunbuy/Gove (population 3,250) a remote regional centre servicing a large area of north- 

east Arnhem Land. The first community setting, Yirrkala (population 800), is a relatively large 

Yolŋu community just outside Nhulunbuy. The second community setting is the smaller remote 

homeland community (population 100) described in Chapter 1. All yarns took place in 2017. 

1. Paediatric cardiology clinic at Royal Darwin Hospital (RDH). Dr Bogalark Remenyi 

provides the only paediatric cardiology service in the NT. It was arranged that I could 

make use of a room in Dr Remenyi’s clinic in Darwin. Patients and their families were 

approached in the clinic waiting room to participate in the study either before or after 

they went into their appointment with Dr Remenyi. In some cases, Dr Remenyi asked 

patients whether they would be willing to meet me after they had met with her. Most of 

the yarns took place in a room adjacent to Dr Remenyi’s. 

This first site (Darwin) resulted in eight yarns. Of these, five yarns were in the RDH clinic, and 

two follow-up yarns took place at a café and at the beach. One family yarn took place at the 

beach. 

2. Outreach paediatric cardiology clinics in Nhulunbuy/Gove. I was assisted in 

recruitment (and yarns) by Yunutju Gondarra, a Yolŋu co-researcher whom I met through 

the OTW project but who lived in Yirrkala rather than neighbouring Yilpara. We were 

again guided by cardiology clinic lists at Gove Hospital and Dr Remenyi’s Nhulunbuy 

clinic. We recruited two participants at the clinic (one of whom turned out not to have 

RHD). Yunutju advised me that further recruitment was unlikely as the ‘host’ health 

service had been associated with child removals, an event that has resulted in ongoing 

transgenerational grief and trauma. I tried to assure the families in the waiting room that 

I was not a clinician or associated with the clinic, but Yunutju felt there was no point as 

there were negative or bad feelings about child removals that created fear and stress and 

my whiteness alone was enough to make people worried I might report stories 

to the health service. Consequently, we abandoned recruitment at that site. 

The second site resulted in four yarns. Three yarns were with participants at Gove Hospital who 

had come in from remote communities for cardiology appointments, and one was at the 

Nhulunbuy clinic. 

3. Community recruitment: Yirrkala. Yirrkala is Yunutju’s home community and we 

visited families from a list of potential yarn participants, harnessing Yunutju’s networks. 

Recruitment  was  opportunistic  but  also  based  on  Yunutju’s  strong  standing  in the 
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community. Some participants were known to Yunutju as having had RF/RHD, while 

others were identified for us by the local health service. Yunutju was generally 

appreciated by those we interviewed for her contribution to the research project, and was 

often given a gift of food at the end of the interview by the participant’s families. This 

was the only recruitment site that was facilitated by the offer of a $30 gift voucher for 

participants in recognition of their time. 

This site resulted in eight yarns. Seven took place outside people’s houses, and one was at the 

beach. 

4. Community recruitment: Yilpara. Towards the end of my 15 months in Yilpara, I 

approached key community members with whom I had developed strong relationships 

to participate in a yarn for my research. That is, I had family-based relationships (such 

as sister, wife, mother-in-law) with each yarn participant. Notably, one community 

member was both a yarn participant, an OTW participant, and a thesis co-researcher, 

participating in the thematic analysis coding. Additionally, this site was the greatest 

source  of  nhina,  nhäma  ga  ŋäma  (participant  observation)  based  on  gurrutu 

(relationships). 

This final site resulted in four very rich yarns. 

Details of the yarn participants appear below in Table 3. To maintain anonymity, the recruitment 

site has not been identified and age has been provided in five-year spans. 

5.2.1.2 Sample 

In total, the community-based and clinic-based sites resulted in 24 yarns. All participants were 

Aboriginal, but not all were Yolŋu. Language group was not ascertained for participants recruited 

in the Darwin hospital settings. Seven participants (four female, three male) were carers of 

children/adolescents with RF/RHD. Two of these also reflected on their own ARF experiences. 

Nine of these were male participants, and 15 were female. This sample is a good reflection of 

the prevalence of RHD in Australia, where females form two-thirds of cases (Katzenellenbogen 

et al., 2020). 

It should be noted that some participants were invited and agreed to participate based on their 

senior standing in the community and who could speak as leaders with informed opinions and a 

great depth of cultural understanding. Within the broad group of participants two sub-groups 

were notable: teenagers and grandmothers. Given the early onset of ARF, the teenage group is 

important to 

ensure representation and give young people a voice. The grandmothers who participated 
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reflected their concern for the young people in their communities and their yarns included 

discussion of the role of grandmothers. 

The nature of participants’ ARF/RHD experiences covers a broad range of medical conditions, 

from relatively straightforward RF cases to complex valvular disease including heart failure. 

Sadly, two cases are now deceased. 

5.2.1.3 Consent process 

All participants had the research explained verbally, in addition to being given a patient 

information sheet (Appendix G). At sites 2 and 3 the invitation to participate and an explanation 

of the project was given in Yolŋu matha by Yunutju Gondarra. Participants were then asked to 

sign a consent form (Appendix G). 
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Table 3. Yarn participants 

Patient age of 

RHD 

diagnosis 

Year of 

patient 

diagnosis 

Yarn 

location 

Patient (P) or carer 

(C) 

Respondent 

age at yarn 
Pseudonym Nature of RHD experience 

Female participants 

Dharpa 

Gankurr 

Nyunyul 

My house 

Home 

Beach 

C 

C 

C 

35–39 

65–69 

60–64 

5–9 

15–19 

5–9 (S) 

10–14 (GS) 

5–9 

15–19 

2012 

2016 

1984 (S) 

2013 (GS) 

1987 

2004 

Mother of teenage male with ARF 

Grandmother of teenage male with ARF 

Mother and grandmother of males with 

RHD 

ARF 

Surgery required after unsuccessful 

management of ARF 

Delayed diagnosis, heart failure, pending 

surgery at time of yarn 

Heart damage at time of diagnosis 

Guya 

Yalku 

Café 

Home 

P 

P 

35–39 

25–29 

Dankapa Clinic P 55–59 50–54 2009 

Gumbu Beach P, other family also 

present 

P, other family also 

present 

P, Mother also present 

P 

P, Aunty also present 

P 

P 

P 

10–14 5–9 2013 

Dhumdhum RDH 15–19 10–14 2014 Heart damage at time of diagnosis, valve 

replacement 

Heart damage at time of diagnosis 

Diagnosed with RHD when pregnant 

ARF 

Diagnosed with ARF as an adult 

ARF 

ARF 

Larrani 

Bathi 

Wungapu 

Mutamuta 

Mungudjurk 

Maranydjulk 

RDH 

GDH 

Clinic 

Home 

Home 

Home 

10–14 

35–39 

15–19 

50–54 

20–24 

15–19 

5–9 

30–34 

10–14 

40–44 

10–14 

5–9 

2012 

2013 

2016 

2007 

2008 

2007 

Bunybu Home P 35–39 30–34 2014 Diagnosed with ARF as an adult 
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Patient age of 

RHD 

diagnosis 

Date of 

patient 

diagnosis 

Yarn 

location 

Patient (P) or carer 

(C) 

Respondent 

age at yarn 
Pseudonym Nature of RHD experience 

Male participants 

Lundu 

Wayin 

School 

RDH & 

beach 

Beach 

C 

P 

35–39 

15–19 

5–9 

5–9 

2015 

2001 

Father of young male with ARF 

Sydenham’s chorea and delayed diagnosis 

Rinytjan P 35–39 5–9 1984; 

reoccurrence 

1989 

2007 

Childhood ARF, also son, nephew, wife, all 

have RHD 

Bapi RDH P, Aunty also present 15–19 5–9 ARF 

Mapu 

Munbi 

RDH 

GDH 

P, Mother also present 15–19 

10–14 

5–9 

10–14 

2007 

2016 

ARF 

ARF P,  grandmother 

present 

also 

Dhunku GDH P,  grandmother 

present 

also 5–9 5–9 2016 ARF 

Miyapunu Home P,  other 

present 

family also 15–19 10–14 2012 ARF 

Duynga Clinic P 35–39 n/a n/a severe heart disease, valve replacement 
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5.2.2  Yarn process 

The yarns lasted from 15 to 90 minutes. All yarns were fully transcribed. The yarns were 

predominantly in English except for some in sites 2 and 3, where Yunutju was present. In those 

instances, the interviews moved between Yolŋu matha and English. The Yolŋu matha sections 

of these interviews were either translated by Alice Mitchell (linguist) or by Yolŋu co- 

researchers in conversation with me, and I then transcribed those conversations. Not all 

participants were willing to have the yarn recorded. When this was the case, I made short notes 

that were immediately typed up. Where this was the case in Yirrkala, I reconstructed the yarn 

with Yunutju, talking through my notes, and later transcribed that conversation. The 

reconstructed yarns were then considered as a transcript and analysed as such, and where cited 

in the findings they appear as participant quotes, not journal notes. 

The quality of the yarns generally reflected the different recruitment strategies. The hospital 

and clinic yarns were often shorter and at times I was aware that participants felt some sense of 

being obliged to participate in the yarn. This ‘obligation’ was evident in the yarns with Dr 

Remenyi’s patients who had agreed to participate because of wanting to maintain their good 

relationship with her (they would not want to make Dr Remenyi feel bad). In some cases, 

however, the yarns were very short as participants were keen to attend to chores (like shopping 

for supplies) while they were in Darwin. Nevertheless, there were some very rich yarns 

involving participants who strongly felt they had a story to tell and were appreciative of the 

opportunity to share their experience to help others. 

Unfortunately, as described above, at Dr Remenyi’s Nhulunbuy clinic this willingness to 

participate was hampered by a negative association between child protection interventions and 

Balanda asking questions about children’s health. The reluctance of Yolŋu to participate in the 

interviews served as an important reminder for me as a Balanda researcher to remain ever- 

conscious of how the legacy of the policies of colonisation continues to impact negatively on 

the lives of Aboriginal people in Australia. It is also a reminder of the need to adopt a 

decolonising standpoint and trauma-informed approach throughout this research. 

Our subsequent yarns around Yirrkala and in the grounds of the hospital were easily arranged 

but, again, some were quite short as participants may have been ‘ticking the box’ in order to 

oblige Yunutju and receive their gift voucher. The recruitment for the remaining yarns 

conducted in the homelands primarily reflected my relationships built while living in 

community. This is again a form of obligation (through relationship). Furthermore, three of the 

yarn  participants  were  community  leaders  and  may  have  felt  obliged  to  participate  as a 
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demonstration of their leadership. Notwithstanding, all the homelands yarns were lengthy, 

detailed and from the heart, and additionally supported with participant observation, producing 

rich data for  analysis  to  enhance health practitioner and policy maker understandings  of the 

lives of Yolŋu living with RF/RHD. 

5.2.3  Yarn settings 

Yarns were conducted in a wide variety of settings – clinical environments, beaches, under 

trees, at cafes and in homes. Many yarns involved parents (see Table 3), and other family 

members– aunts, siblings, grandmothers – were often invited to join us because they were 

nearby and interested. 

5.2.4  Preparing/Piloting yarn technique 

In the lead-up to doing the yarns Minitja and I discussed the yarn technique we would use and 

undertook role plays. A long journal entry describes some of our process. 

On reflection, while analysing the yarns, I realised that Yolŋu are very reluctant to talk about 

bad feelings and that as the experience of RHD was often confusing, frightening, or traumatic 

(see Chapter 6), Minitja was right to be worried. This also explained Minitja’s discomfort at 

being included in the yarns. 

As described in the methodology sections above, I aimed to begin the yarns with a social yarn 

before progressing to the research yarn, maintaining a stance of nhina, näma ga ŋhäma, or 

dadirri (active listening). Many of the stories gathered in the yarns were comprehensive, 

complex and revealing of the Yolŋu search for meaning-making – in particular, the desire to 

know more about the signs and names associated with RHD. Others were shorter, more 

descriptive narratives. Other journal notes regarding doing the yarns included: 
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We talked about research as understanding how to change something (Minitja’s 

words). We talked about asking the right questions to find out, about going beneath the 

surface. For example, saying ‘I forgot’ is a surface-level answer. (Journal note, 

5/12/16) 
 

Minitja was concerned that most Yolŋu had very little knowledge of RHD (even if they 

or a child had experience) and that interviewing them would consequently cause 

distress because they feel like they are being questioned. This led me to say that I wasn’t 

planning to ask Yolŋu what they knew about the disease but how they felt about it, how 

they felt when they heard they had it, or their child had it. I also tried to explain about 

getting to the meanings. We then role played doing a yarn. (Journal note 5/3/17) 

 



5.2.5  Nhina, nhäma ga ŋäma (Participant observation) 

One of the most important contributions to the PhD data collection was guided by practice of 

nhina, nhäma ga ŋäma, something close to the Western academic concept of participant 

observation as described in Chapter 2. That is, I operated in a culturally appropriate manner by 

asking few/no questions, instead observing and reflecting on the possible feelings embodied in 

the actions and conversations being observed, thus building empathy/rapport. In this way I feel 

confident that my immersion in the culture during my stay provided me with some insight into 

the Yolŋu worldview. At the same time, given my outsider status, I was also able to see/feel 

what those more ‘inside’ might not have articulated (see trauma discussion, Chapter 6). 

As a result, between 27 October 2016 and 25 April 2018 I wrote nearly 200,000 words of 

electronic notes and completed three hard-copy journals. Many of these systematic, reflective 

journal notes related to both lived experience content and both-way learning processes. 

Relevant journal notes were coded and added after having established themes and sub-themes, 

and are included as text boxes in the findings. 

It should also be noted that my Yolŋu colleagues had understandings related to the lived 

experience of RHD based on their own nhina, nhäma ga ŋäma (participant observation). This 

informed both their analysis of the yarns and many additional conversations (described below) 

that further informed my understanding. 

5.2.6  OTW community researchers and Yolŋu co-researcher conversations 

Conversations with OTW community researchers and thesis co-researchers contributed to both 

lived experience content and research processes. The OTW community researchers all either 

had their own personal experience of ARF/RHD or drew on the experiences of close family 

members. As a result, our conversations provided many rich insights into the lived experience 
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Minitja really showed me she understood, or was starting to understand, about getting 

to the deep or true story. I explained that I didn’t want to be like a doctor, or seem to 

ask people what they knew like a quiz with a right answer, like at school. (Journal note, 

12/3/17) 

 

The hospital yarns were not comfortable for Minitja and she found them hard to be 

part of. Alice and I discussed how it might be that another Aboriginal person could be 

a threat to confidentiality. This is different from the issue of poison cousin or other 

relationships, rather is the possibility that Minitja will know someone and tell them his 

story. (Journal note, 29/03/17) 

 



of  RHD.  Further,  my  community  relationships  were  the  bridge  to  many  data  collection 

opportunities (observations and yarns). 

The OTW project also gave me the opportunity to have insightful conversations about research 

with community members (described in Chapter 2). And as also recounted in Chapter 2, my 

conversations with Minitja related to critical thinking and asking the right questions (section 

2.4.5.1 in particular) started during our initial both-way learning explorations and further 

developed as we did the interviews, thematic analysis and conference presentations. Minitja’s 

capacity to ask challenging, critical questions fully engaged me in my learning journey. 

5.3 Thematic analysis process 

This section describes eight stages in the initial thematic analysis process applied to the yarns. 

Later, when the key themes had been established, I reviewed my journals, both electronic and 

hard copy, and noted data that contributed additional insights. 

Coding the yarns and determining the themes was a lengthy, iterative process involving various 

combinations of Yolŋu co-researchers. Minitja was consistently involved throughout this 

process and other Yolŋu co-researchers joined on several occasions. We did the coding over 

several weeks while staying in Darwin and Perth. We reserved rooms at the same 

accommodation so we could be flexible about when we worked and conversations often 

continued over meals. 

Alice Mitchell (trained linguist, Yolŋu matha speaker and qualitative researcher) helped 

facilitate the analysis process with the Yolŋu co-researchers in Darwin, who were also well 

known to her as a result of her time in north-east Arnhem Land. This meant that the Yolŋu co- 

researchers’ thinking and contribution to the analysis processes were confirmed in Yolŋu 

matha. 

Throughout the analysis process the Yolŋu co-researchers and I made a space for productive 

dialogue   by   applying   both-way   learning   and   nhina,   nhäma   ga   ŋäma   both   in  our 

communications with each other and in the reading, listening to and interpreting of the yarns. 

5.3.1  Coding with Yolŋu co-researchers: part 1 

Minitja and Yunutju coded a set of four yarns in Darwin. Initially we had to develop a mutual 

understanding of what thematic analysis and coding meant. 
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Asking questions – research is about asking questions. (Minitja, journal note, mid-July 

2017) 

 



The Yolŋu co-researchers and I used two coding methods: colour coding on hard copies of the 

transcripts and coding from electronic transcripts straight into NVivo. 

Figure 13. Yunutju and I working on analysis using NVivo software. 

The colour coding was a convenient way to introduce coding as we could sit outside on a mat, 

have a hard copy each and quickly, visually see the process of breaking a piece of text into 

codes. It was during this time that the weaving metaphor for research first began to form (as 

described in Chapter 2), an important metaphor that stood the test of being retold and was added 

to many times, including with other experienced Yolŋu researchers from Galiwinku. That is, 

we started with the selecting, sorting and weaving process that then expanded to include 

sampling, theory and knowledge translation. As we read through or listened to the yarns (which 

the co-researchers had sometimes been involved in conducting) and discussed what they 

thought were the important ideas, the value of their ‘insider’ knowledge quickly became 

evident. This was not just cultural knowledge but also their own personal or family experiences 

of RHD. A journal entry from that period notes how ‘I explained how we are using some of our 

own understanding and experience, for example as mothers, to interpret the words’ (Journal 

note, 8/5/18). 

We then did some coding using NVivo©28, a qualitative data management and coding tool. I 

used an explanatory drawing to demonstrate the coding process using NVivo, showing how we 

were taking pieces of text from the transcript and dragging and dropping them into a node that 

sits inside a theme. Learning to code together was not straightforward, as we tested out methods 

and, in some instances, found we had taken the wrong path. For example, one of my first 

28 NVivo qualitative data analysis software; QSR International Pty Ltd. Version 12, 2018. 
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examples included how to code the confusion that existed about what sickness a child had. 

Subsequently, 

It did become clear that this approach was unwieldy and we soon reverted to a more 

conventional coding approach. On reflection, many participants’ stories confirmed the lack of 

clearly  communicated  culturally  appropriate  information,  resulting  in  confusion  for many 

individuals and families. 

Minitja was much quicker than I at arriving at what she thought were the themes, the connecting 

narrative, and also identifying conclusions and recommendations. This rapidity challenged my 

need for thoroughness and ‘rigour’. I struggled with wanting to spend more time looking for 

nuance, but 

Reading or listening and talking about the main ideas, talking about what we were learning 

from each person’s story, Minitja identified early on a link between actions and feelings. Deeply 

embedded in a world view that prioritises family/community and striving to maintain a ‘good 

feeling’, the Yolŋu co-researchers naturally saw the yarns through this lens. I have come to 

understand that this process contributes to Yolŋu resilience in the face of the devastating 

impacts of RHD. 

5.3.2  Coding with Yolŋu co-researchers: part 2 

On a subsequent trip to Darwin Minitja was joined by another OTW co-researcher, Makungun 

Marika, and his wife Barungan. We took this opportunity to focus on yarns with men and boys 

to  make the most  of the opportunity  to  have a male view of the  themes.  This  is  critical  in 

acknowledging  the intersectionality  of gender and  race in  examining the lived experience of 
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Later talking to [one of my supervisors] about the whole process – I was aware that I 

had a tendency to be very pedantic about doing all the coding before determining 

themes. She acknowledged this as our (Balanda) tendency, and how it ran counter to 

listening to the Aboriginal voice. I see now how despite all my rhetoric and good 

intentions I was lost in a very positivist scientific mind set about getting every detail 

and nuance of words coded, rather than accepting the immediate bigger picture 

thinking of Minitja. (Journal note, April 2018) 

Minitja suggested we only code for confusion to start with. That is, we listen to the 

recordings, or read transcripts, for all the participants just listening/looking for 

confusion about the sickness. I can see how this is a good idea from the point of view 

of being able to see the whole process through. On the other hand, it is different from 

the approach I have been taking, and seems counterintuitive to go through all the 

transcript/yarn just to find one thing. (Journal note, April 2018) 

 



RHD.  Additionally,  Makungun  added  an  interesting  new  layer  of  analysis  looking  for 

metaphors. He mostly worked on coding a yarn that was with a Yolŋu leader, very like himself, 

and for whom metaphorical conversations are a matter of course. 

Generally, Makungun agreed with the initial coding, developing 

themes, thereby confirming and validating them. 

and adding to the initial 

Figure 14. Makungun, Alice and Minitja discussing yarn transcripts in Darwin. 

5.3.3  Coding with Yolŋu co-researchers: part 3 

Figure 15. Coding and painting in Perth with Yunutju and Minitja. 
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Finally, Minitja and Yunutju came to my hometown, Perth, and we applied the emerging themes 

to another set of yarns. This was also the period in which Minitja developed a theory to explain 

the relationship between the themes. 

Once the initial set of themes had become more consolidated, Minitja suggested plotting each 

yarn participant on a graph. The first iteration had a scale for confusion about ARF/RHD on the 

Y axis – from not confused (clear) to very confused (not clear). The X axis mapped yarns as 

green (going in a good direction, on a good path) and red (not going in a good direction) with 

a middle level of yellow – making decisions or choices. 

The second iteration had the Y axis showing ‘feeling good’ and the X axis mapping actions that 

were health-promoting/beneficial. At the same time, we added the need for information –‘the 

clear story’ – in order to feel good. This required a 3-dimensional graph. We experimented with 

colours and plot lines (describing how things changed over time) (see Figure 18 in Chapter 6). 

It was these three dimensions that informed my final categorising of sub-themes into the three 

broad  themes  of:  Maintaining  good  feelings; 

information); Choosing a good djalkiri (path). 

Creating clear understanding (from good 
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Journal notes from thematic analysis modelling process 

 

Essentially Minitja was looking to demonstrate the relationship between ‘Good feeling’ 

and ‘knowing’ (clear story) and doing (making choices). It was not always an easy 

process. 

 

We kept defining the yellow in terms of yarn participant Dankapa’s story – while she 

would have appeared to be red through lack of acceptance of the need to have an 

operation, we knew just how hard that decision was for her. 

 

We started trying to map hypothetical cases, and drew different ‘points’ for people on 

injections (i.e. an RF case) and having had (or waiting to have) an operation (i.e. a 

RHD case). What we were seeking to explain is our observation that if someone is clear 

about the RHD story they are more likely to be taking care of themselves or the child 

in their care. 

 

The next graph had the same Y axis about having a clear understanding with the X axis 

being about support, from very little to a lot. Good support can come from a great 

variety of sources – family, doctor, translator, school. In our theoretical mapping I 

have drawn a line to show what would happen if there was a correlation between 

support and understanding. That is, this is theory generating and potentially testing at 

the same time. 

 

Finally, another journal note from that time indicates that we struggled to fit all cases 

into Minitja’s model. That is, there was a group of teenagers who appeared to have all 

 



On reflection maybe this prioritisation by teenagers reflected a choice based on feelings – that 

is, playing sport or going to school was more likely to make them feel good, whereas going for 

injections made them feel bad. 

5.3.4  Coding on my own 

I went on to code a large set of yarns, primarily using the initial codes but adding codes where 

it seemed necessary. All the time I was continuing to identify codes as belonging to one of the 

three themes related to feelings, information and choices. As the intertwined nature of these 

themes was difficult to write up as a linear text, I also coded the RHD journey. This was a 

descriptive theme, rather than meaning-making. Ultimately, I took out the journey themes as 

redundant and repetitive and not adding to understanding. Finally, as discussed above, once the 

themes were firmly established, I went through the 200,000 words of electronic journals and 

other hard-copy journals, identifying any data that contributed to developing depth in the 

themes and sub-themes. 

from the yarns. 

5.3.5  Testing the coding with other researchers 

I recorded the sub-themes in a variety of structures and discussed these with my supervisors. 

There was general agreement with the themes, with the discussions primarily being 

philosophical, refining the terms and the relationships between them. In these discussions, the 

alignment between the Yolŋu co-researcher themes and the concept of Aboriginal ways of 

knowing, being and doing was highlighted. 

5.3.6  Consolidating 

While I was working on understanding and writing about the concepts inside nhina, nhäma ga 

ŋäma I was also reading widely and applying the writings of Indigenous researchers (see 

Chapter 2). I subsequently discussed the ideas with Minitja at a conference in Broome. Later, 

Minitja and I presented on the topic of nhina, nhäma ga ŋäma both in Perth and Darwin (at a 

conference with a strong Yolŋu presence in the audience) (see Appendix C). Through this 

process ideas were solidified and my confidence increased. Personally, I also took on the 

practice of identifying my feelings, and sitting to listen/hear and practise feeling a good feeling. 
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the requirements to make good decisions – strongly supported by family, having a clear 

understanding and having a relatively accessible clinic – and yet were not getting 

regular injections. We concluded in our notes that ‘other things were more important’, 

such as playing footy or going to school. (Journal note, 12/5/18) 

 



5.3.7  Final stages of testing the coding 1 

After making 55 cards with all the principal sub-themes, I explored a potential structure with 

Minitja in a face-to-face session in Darwin. We then presented this structure to the Yalu group 

(very experienced Yolŋu researchers from Galiwinku) in Darwin June 2019. While very 

positive about the three themes, they also added two ‘connecting’ themes – KnowingFeeling 

and FeelingDoing. 

Figure 16. Minitja, Alice and I working with the Yalu women, June 2019. 

5.3.8  Final stages of testing the coding 2 

A few weeks later Minitja and I repeated the layout while in Perth. When Minitja laid out the 

cards for the final time there was a shift. We had been struggling to remember where cards went 

under the top-level themes, using the five theme cards (Knowing, KnowingFeeling, Feeling, 

FeelingDoing and Doing) as column headings and placing the sub-themes below. After some 

contemplation, Minitja was suddenly inspired and shuffled the linear layout – sweeping the 

cards with a brush of her hand in different directions. Instead of having five top-level ideas, the 

cards all seemed to circle around Feeling – still headed by the other four top-level themes. She 

was creating spirals, with the ‘feeling’ cards at the centre and the others spiralling out, becoming 

less and less important in their placement. 
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Figure 17. Minitja re-ordering the coding cards, July 2019. 

Looking at a photo of the new arrangement I found very few sub-themes that had stayed in 

proximity to their original theme heading. I could only conclude that the relationships between 

the sub-themes is very fluid. However, in this process and the many conversations with Yolŋu 

co-researchers, the observation that feelings are central remains consistent. 

It was only much later, during the final write up, that I saw the consistency between the findings 

and nhina, nhäma ga ŋäma, giving a sense that method and results are intertwined. Finally, I 

also saw how Minitja’s analysis was classic grounded theory – in her descriptions of her 

understandings  I  could  discern  a  health  behaviour  theory,  which  remained  consistent 

throughout the time she participated in the analysis. 

5.4 Conclusion 

This chapter reflects both rigorous Western academic qualitative, ethnographic methods and 

Aboriginal ways of knowing, being and doing informed by a decolonising, critical medical 

anthropology approach (see Chapter 2). Consequently, the data and the analysis privileged 

Aboriginal voices. As described above, the thematic analysis was an iterative process involving 

myself and three groups of Yolŋu co-researchers interpreting the experiences of 24 Yolŋu 

families lived with RHD. My time living in Yilpara allowed the development of a strong 

relationships and trust between myself and Yolŋu co-researchers. Concurrently, co-researchers 

were developing research skills through the OTW project and discussions about the doctoral 

research. This, in turn, increased their confidence in making contributions to the analysis.  

Working with the co-researchers required a lengthy community immersion, a commitment to 

building Yolŋu research capacity and more time to undertake additional analysis. However, the 

depth and quality of the meaning-making and theoretical understandings that emerged from the  
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collaborative co-design research analysis and interpretation with the Yolŋu co-researchers 

highlights  the  importance  and  value  of  working  with  Aboriginal  cultural  advisors  at the 

community level. The research process was indeed a productive dialogue in the intercultural 

space. 
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Chapter 6. Findings 

6.1 Introduction 

This chapter makes clear the deep understandings within Yolŋu29 ways of knowing, being and 

doing and how living with RHD impacts on, and is impacted by, these understandings. As both 

Chapters 2 and 5 have described, the analysis of the yarns conducted for the thesis privilege the 

knowledge and experiences of Yolŋu community members, who became co-researchers 

following their participation in the community-based RHD project (Chapter 4). The themes 

identified by Yolŋu co-researchers affirm an Aboriginal worldview of interconnection between 

mind, spirit and body, and its relationship with praxis as it relates to health and wellbeing. 

Offering new insights, the themes unpack ideas around the importance of feelings 

and how they relate to health-related choices and actions. 

The Yolŋu co-researchers were clear that the purpose of their work was to ‘make a mat for 

everyone to sit on’ – that is, the results of the research need to be useful for everyone. They 

were motivated to share knowledge about what actions they wanted ‘with everyone, so 

everyone can benefit’, and this thesis concludes with their knowledge translation actions and 

recommendations. The findings and recommendations reveal what needs to be understood by 

both Yolŋu and Balanda to genuinely create a space of productive dialogue. 

As described in the Methods chapter the Yolŋu co-researchers suggested the three broad themes 

and sub-themes reported here: 

29 Note  regarding  terminology  in  this  chapter  –  If  not  talking  specifically  about  a  person  or  groups’ 

skin/clan/language/country the Yolŋu co-researchers used the term Yolŋu to generically refer to all Aboriginal 
people. Thus, while not all interviewees were Yolŋu, reflecting the Yolŋu co-researchers’ worldview there are 

some occasions where the term ‘Yolŋu’ refers more broadly to all Aboriginal people. 
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1. Maintaining good feelings. 







Creating good feelings 

Avoiding bad feelings 

Specific good and bad feelings – shame, worry, confidence 

2. Creating clear understanding (from good information). 

 Factors creating unclear understanding – ‘I don't know how we could stop the 

sickness’ 

Factors that help in creating good, clear understanding about RHD 

3. Choosing a good djalkiri (path) - who decides? 





Whose choice is it to make? 

Using feelings to guide decisions about living with RHD 

The similarity between the themes and the phrase ‘Aboriginal ways of knowing, being and 

doing’ (Martin & Mirraboopa, 2003) is both validating and coincidental, as the Yolŋu co- 

researchers are not in the academic space and did not have access to this terminology. The 

theme names identified by Yolŋu co-researchers have a deceptive simplicity, reflecting that 

English is their third or fourth language. In fact, the Yolŋu are adept at using conceptual 

language, where simple terms hold a depth of knowledge that is only slowly revealed as the 

hearer is seen to be ready for greater complexity or depth.30
 

The themes therefore reflect a holistic Yolŋu worldview, and the Yolŋu co-researchers saw 

them as interwoven, spiralling feedback loops as good feelings based on clear understanding 

led to good choices (or conversely, for bad feelings, lack of understanding and poor choices). 

The complex, iterative relationships between concepts are difficult to write up in the linear 

form, and consequently there may be a sense of overlap or repetition in some themes. While I 

have tried to minimise repetition, some is required to emphasise the important ideas; in 

particular, 

the idea of confidence appears in all themes. 
The Decisions theme is the nexus, the point at which what one understands and how one feels 

(mind and spirit) intersect to determine actions. For the Yolŋu, good or bad feelings and clear 

understandings or confusions lead to good or poor choices or inactions. In the early stages of 

data analysis, the connection between these three themes was described graphically by Minitja 

(Figure 18, below). 

30 See Appendix D. for an exploration of the phrase nhina, nhäma ga ŋäma that demonstrates some of the depth 

in this deceptively simple phrase. 
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Figure 18. Minitja’s analysis. 

This diagram became the lens that allowed us to see the important wangapu (‘plums’, i.e., 

significant data) in the yarns. As we added stories it became increasingly evident how the 

relatively simple relationship described in the graph becomes very complex given interpersonal, 

family and community relationships along with socioeconomic, political, historical and cultural 

contexts, particularly with the overlay of the biomedical approach of practitioners. 

While every effort has been made to give equal value to all participant stories, some voices 

come through more strongly than others. There are several important reasons for this. As 

reflected in the table of participants in Chapter 5 (Table 3), some participants spoke as both a 

parent/carer and as a patient (differentiated below at the end of the quotes). Further, several 

yarns were significantly more in-depth, due to my greater familiarity given my community 

immersion and/or to the participant’s confidence speaking in English, allowing a greater sense 

of productive dialogue; this was especially the case with Lundu and Rinytjan. While I used a 

community  translator  for  many  yarns  in  Yirrkala,  this  did  not  always  help  in  resolving 

communication difficulties (see Chapter 5). 

Pseudonyms to maintain anonymity are detailed in Chapter 5. 

6.2 Theme 1. Maintaining good feelings 

The findings in this theme, related to maintaining good feelings, reveal a distinctive Yolŋu 

worldview of connectedness to family, community and country through feelings as one aspect 

of cultural, social and emotional wellbeing. Three sub-themes are explored. The first relates to 

what helps people to feel good. The second relates to avoiding bad feelings (either for oneself 
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or for others) and includes both what generates bad feelings and strategies to avoid feeling bad. 

The third sub-theme describes specific feelings, both good and bad (such as confidence and 

stress, distress and worry respectively) in more detail. 

Maintaining good feelings was the first theme identified by the Yolŋu co-researchers. This 

prioritisation is no surprise as throughout our time together Minitja often talked about the 

‘importance of how you’re feeling, purpose, and identity… and being able to talk about 

feelings’ (Journal note, 31/10/16). When we talked later about why Minitja decided to work 

with me, she said it was because she had ‘a good feeling’ about me, not because of anything I 

particularly did or said. This was an important learning for me and one that held true in all my 

interactions with Yolŋu. That is, Yolŋu tend to rely on their intuitive feelings about people; 

consequently, if you have integrity and demonstrate that you are doing your best and have good 

motivations you are usually forgiven for saying or doing the wrong thing – particularly if you 

are also clearly trying to do something positive in the community (in my case, helping with a 

school lunch program and helping negotiate Balanda bureaucratic problems). Being attuned to 

how others are feeling (having empathy) is a central feature of Yolŋu life. This empathy, 

especially in the face of living with RHD, is poignantly described by a grandmother: 

He had joint pain, he couldn’t get up, painful all over. 

He started to cry. 

I said don’t cry. 

I cried with him. 

I knew that his pain was there. (Nyunyul, grandmother) 

A journal note about an encounter with my father-by-adoption also demonstrates this intuitive 

sense. 

The Yolŋu term for ‘feelings’ ‘denotes one’s state of mind, one’s condition, one’s will, be it 

psychological or physical’ (Ponsonnet, 2013: 228). As discussed in Chapter 5 (Methods), the 

notion of feelings is complex in the Yolŋu worldview; the ideas related to ŋoy (one’s true 

feelings) and how it relates to knowing have been explored in depth through the discussion of 

nhina, nhäma ga ŋäma. A related term, similar to heart, is ŋayaŋu. Ŋayaŋu allows one to feel 

or sense what another person is feeling, a connection beyond words and the immediately visible. 

To open the ŋayaŋu means to be sensitive towards others; someone who is warm and cares for 
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He asked how I felt being there with them, I said ‘Good, accepted, loved.’ ‘We can 

tell,’ he said ‘We can tell how people feel.’ (Journal note, July 2017) 

 



others is ‘with ŋayaŋu’. Reconnecting a sick person with their ŋayaŋu is central to their recovery 

(‘talking in a good way can heal them’). ‘If your ŋayaŋu is full of love towards the sick person, 

that will bring him back’ (Donatis, 2010: 251) 

Feelings can be both an emotional state and a physical feeling. For example, when I asked 

Dankapa how she felt when she heard about needing a heart valve operation, she said ‘sleepy, 

tired’. I later realised that while these initially appeared to me to be physical symptoms, they 

are also emotional states that were reflected elsewhere in the yarn. For example, when I asked 

more about the operation and how she felt about deciding whether to have it or not, 

Dankapa went completely silent and Minitja said, ‘It makes Dankapa feel bad to [be] 

talking about it.’ (Dankapa, patient) 

As I was analysing and writing up the yarns, I came to realise how this distress that Dankapa 

clearly felt in talking about her sickness reflected trauma resulting from hearing, for example, 

about others having died after having a operation. 

The significance of bad feelings as causing, or perhaps exacerbating, poor health was evident 

in many interviews, with statements such as ‘stress is what makes kids sick. Getting rough is 

what makes you sick’ (Guya, mother). This causal thinking is also reflected in questions such 

as ‘How does people feel?’ when they get sick with RF (Lundu, father), where ‘feel’ is used to 

indicate emotions that may include fear or empathy based on knowing what has happened to 

others who have experienced RF/RHD. It is important to note the interrelationship between 

emotions and physical ailments. That is, physical disease is described in terms of causing 

negative emotions, and equally feeling bad is viewed as adversely affecting physical health. 

Thus, the importance of maintaining good feelings (which, as indicated later, may involve a 

sense of denial or a refusal to talk about RHD) is central to the Yolŋu worldview, influencing 

behaviour and actions. 

6.2.1  Creating good feelings 

I became aware of the importance for Yolŋu of always working to maintain good feelings 

through an incident that occurred with Minitja (see my journal entry below). As my co- 

researchers and friends reminded me often, all Yolŋu learning stems from understanding one’s 

gurrutu (relationships), beginning with learning the importance and obligation to take care of 

others’ feelings. This sub-theme includes examples of the support given and received from both 

having regard for the feelings of others and by having one’s feelings considered by family 
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members. Specific examples of support that help maintain good feelings such as encouragement 

and sharing are also described. 

6.2.1.1 Good feeling support from family 

In a traditional cultural context, rather than instructing or ‘bossing’, families prefer to guide by 

gentle encouragement. While the expectation from health workers might be that encouragement 

in the context of unfamiliar health problems would be more overt, many traditional Aboriginal 

families are reluctant to intervene in a child’s development other than by showing pleasure at 

positive actions and growth. See, for example, my journal notes during a funeral ceremony 

regarding the interactions between a grandmother and her granddaughter. 

While looking at the following quote, Yolŋu co-researcher Makungun discussed the value of 

family support in helping build confidence. Lundu was talking about supporting his young son 

with RF by always giving his son positive feelings (in order to mitigate bad feelings of stress, 

distress, worry about what could happen – ironically, the risks that health practitioners would 

feel obliged to convey when giving a diagnosis), 

I didn’t put doubts to my son … and I was very strong too with my little boy, to go to 

doctors. (Lundu, father) 

Not surprisingly, reflecting on this, Makungun stated that family is more important than doctors 

in helping build confidence. Therefore, it should be expected that Yolŋu are more likely to seek 

help from family than health professionals. That is, for Yolŋu the right person can help give 

understanding in a way that helps the person feel good. This principle extends to using family 

members as escorts to accompany patients to hospital. 
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Gapu was the only little girl dancing. It was wonderful to watch how Minitja supported 

her, dancing behind her and giving direction. Encouraging and gentle. (Journal notes, 

24/11/17) 

The role of women in maintaining good feelings 

 

There was a huge fight. It was hard for me to really understand but it involved lots of 

people moving to and fro across the beachfront, and shouting, banging, an older 

woman singing a mournful song … a young woman came up, she had been speared, by 

accident. It was more of a graze or nick ... Eventually Minitja returned, very shaken … 

She said something about how hard it was to stop the young ones fighting … I got a 

sense of how hard women have to work to keep their family/extended community happy. 

(Journal note, 24/11/17) 

 



Guya, interviewed both as a mother of a child who had RF and regarding her experience as a 

teenager with RF, described how not having supportive parents had left her feeling bad. 

Consequently, she was very committed to supporting her son. And in his yarn her son said 

[m]y mum always done a lot to motivate me. She’s gone out of her way to make sure I 

was okay. (Wayin, patient) 

An important part of his mother’s support was to instil confidence in health seeking and 

treatment interactions ‘I tell him he has to speak, he can do it by himself’ (Guya, mother). Such 

support  was  evident  in  many  discussions  with  participants  irrespective  of  their  age  or 

relationship. For example, 

I said to his mum don’t get worried or anxious, I’m sure the doctors will tell us what’s 

wrong. … he is in good hands. (Nyunyul, grandmother) 

Similarly, an adult woman regarding her SP injections stated: 

I’ve got a good family that keep track on me ... especially my Mum and siblings. 

(Yalku, patient) 

The  importance  of  family  support  meant  that  connection  and  empathy  with  family  was 

described as healing, ‘like medicine’ (Dhumdhum’s Aunty). Similarly, 

healing takes place is, from us, from Yolŋu … from person to a person … we have to 

be part of it. And that’s why the healing starts, it’s between … we need to make it 

happen ... I think it’s more physical or you can do it by verbal talking and that help[s]  

a real connection to one another. (Rinytjan, father) 

Importantly, for Yolŋu just being present in time of need is supportive, a therapeutic form of 

nhina, nhäma ga ŋäma31 discussed in the previous chapter. In fact, being present is a 

requirement, a responsibility that comes with family relationships. The following journal note 

demonstrates my experience of this. 

31 ‘The presence of the ancestors and of other spirit-beings is strongly felt and becomes part of the reality directly 

experienced by those engaged in the situation, even when their participation consists, apparently, by simply “being 

there”’ (Donatis, 2010: 97). 
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In addition, highlighting the importance of connection, the above discussions suggests that good 

understanding of RF/RHD creates confidence in people’s ability to encourage family members 

to access health practitioners and to observe treatment regimens. 

6.2.1.2 Good support from other sources 

Good support can come from sources other than family and community, and can be practical, 

through sharing of knowledge, experience or skills. Guya’s story about her son Wayin’s 

experience demonstrates the significant impact of the support he received from school and from 

the health service. 

They tried to make everything comfortable for Wayin, the school stood up and despite 

missing a lot of school he came back a leader. (Guya, mother) 

Guya also described the support Wayin had from the Aboriginal health worker at his local 

Aboriginal Medical Service. 

He worded him up young man to young man, he said ‘Look brother’ and talked about 

the heart and the reason for the needle to keep you on this level, but not a big long 

story. (Guya, mother) 

Importantly, the culturally appropriate and friendly support from Aboriginal health workers is 

an important aspect of people with RHD feeling good and confident in the care they receive. 

Guya also pointed out that this health worker was local and would hopefully be there longer 

than other health workers had been in the past. This is important, as health workers who leave 

can set people ‘back to square one’ (Guya, mother). 
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I had been ignoring a ruckus in the main clinic room (I was living in the other clinic 

room). It was nearly midnight when I finally went to bed. Just as I dropped off there 

was another knock, this time Minitja. She had just returned from Yirrkala. She was 

shocked to find that I already knew about the old lady being very sick. I said I didn’t 

know how to help, that I wasn’t trained. Minitja agreed – it is just the same for her, but 

she wasn’t going to let that keep her away. What really got to me was realising they 

just wanted me there. Minitja said it’s ok, go back to sleep. But of course, I couldn’t 

leave her alone with the worry … later (2.30 am) I was glad I got up, I was sorry I 

hadn’t been there from the start– just being present is an important role. (Journal note, 

3/12/16) 

 



6.2.1.3 Sharing helps maintain good feelings 

The findings confirm that taking care of others’ feelings links to sharing obligations that help 

connect people (for example, food and tobacco). This also extends to emotions; for example, 

when Minitja said at a funeral, ‘It is good you are here to share the sorrow’ (Journal note, 

28/11/17). 

Significantly, this relates to the observation by one of the local clinic nurses that it was better 

to give gifts to build relationships before asking teenagers to come for an injection rather than 

the more common use, as an incentive or reward after the injection. 

Participants also spoke of being able to support others because of their own experiences; for 

example, 

I was there for my little brother. I made sure that he got a needle every month. I used 

to take him when my mum or dad wasn’t around. I was like, a parent, a mother for my 

little brother … I’d have to be there, hold his hand, just to get the needle, just to make 

him calm. (Yalku, patient) 

Wayin similarly described taking his young nephew to have an injection and helping him to 

feel good about it. 

6.2.2  Avoid feeling bad 

The findings from yarning with many of the participants revealed that to maintain good feelings, 

it is important to not let yourself feel bad and to protect others from feeling bad. Feeling bad is 

seen to be communicable; one negative person can cause everyone in the community to feel 

bad,  reinforcing  the  underlying  grief  and  trauma  as  a  consequence  of  the  legacies  of 

colonisation. This was evident in one of the co-researchers observations: 

‘Stay feeling good, Keep away from people who make you feel bad  – don’t accept it’ 

and ‘Taking medicine can make you feel not good, in the same way a doctor can make 

you feel bad’ [with the story about your health]. (Co-researcher) 

Discussing how yätj ŋayaŋu (bad feelings) can cause sickness, Yolŋu co-researcher Makungun 

reported that when they first heard health messages in Yolŋu matha (language) on the radio 

people asked, ‘Are they trying to kill us?’ This was later discussed in an online media article: 

When Aboriginal radio first started in our community, it was all negative health 

messages that made us feel bad. We wondered what it was there for: why would the 

people making the programs want the listeners to feel bad? This bad feeling is more 
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than just emotional; it affects us physically and makes us lose confidence. (Marika et 

al., The Conversation, 22/11/2018) 

Given that these radio programs involved careful translation and good intent, the negative 

response from the Yolŋu highlights the complexity of creating a space for productive dialogue 

where both Yolŋu and Balanda health practitioners can work together to eradicate RHD. 

Strategies to avoid or manage situations that might cause bad feelings and ways of acting to 

protect others from feeling bad are discussed below. 

6.2.2.1 Not letting yourself feel bad 

Avoiding feeling bad (which may include feelings of fear, pain or grief) takes precedence over 

other, less immediate outcomes. While participants might have previously expressed to 

clinicians their willingness to have regular injections, I came to understand that avoiding feeling 

bad may override this commitment. Participants with ARF/RHD spoke of managing their bad 

feelings, saying, for example, ‘I’m not going to feel sick … not believe I had this condition’ 

(Rinytjan, patient). This reluctance is underpinned by the trauma associated with knowing that 

having RHD had ended badly for other family/community members. 

While this might appear to an outsider or health practitioner to be an irrational denial of ‘the 

facts’, from a Yolŋu worldview the preservation of good feeling is unquestionably the right  

response to avoid feeling bad. Journal notes elaborate on this view. 

The reluctance to talk about being sick sometimes made it difficult to ask questions about health 

in the yarning sessions. For example, asking Dankapa about her RHD ‘drew a complete blank.’ 

Minitja said ‘people don’t remember.’ Then Dankapa said that 

she didn’t think about her sickness, she put her faith in God … the shutdown is very 

clear – Minitja says no more questions. (Dankapa, patient) 

Similarly, when yarning with a teenage girl and her family the conversation moved quickly 

from difficult topics to more positive aspects, like the visit to Melbourne Zoo after having had 

her heart surgery. 
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Later Makungun said people didn’t want to talk about being sick … people didn’t like 

to talk about their health. (Journal note, 4/7/17) 

 

A local nurse described how people ‘make up’ stories about their health, for example 

people account for the swollen joint (RF) by talking about footy … No-one wants to 

admit to being sick, far better to say it is just a footy wound. (Journal note, 4/7/17) 

 



My journal notes indicate that I observed the reluctance to talk about one’s poor health – in this 

case RHD – is similar to the refusal to talk about galka (sorcery), for fear that talking about it 

will make it happen (Journal note, May 2018). 

Yolŋu co-researcher Makungun confirmed that galka can create an unseen (i.e. interior) bad 

feeling (physical or emotional), like tiredness or sadness, and this in turn creates sickness. Thus, 

any talk of galka is to be avoided. After Dankapa’s death from heart failure (most likely the 

result of her under-treated RHD resulting from her not agreeing to have heart valve surgery), a 

Yolŋu co-researcher pointed out that the community was ‘relieved’ that RHD is ‘just a disease’ 

rather than galka. That is, if galka was implicated identifying how and why it had happened 

would cause much community stress. Galka and infectious diseases carry the same degree of 

mystery, with invisible or confusing signs. 

6.2.2.2 Healthcare as a source of feeling bad 

Clinicians giving SP injections can easily cause pain and/or lasting trauma due to lack of 

training, other clinic demands, or otherwise not making a pain-minimised injection a priority. 

As evident in the interview findings, these traumatic experiences stay with many patients and 

impact their decision-making around treatment 

They had to hold me down … I hated it … I put up a fight, I think I just had one too 

many bad experiences. (Guya, patient) 

Clinicians who lack understanding of how enduring the memory of these painful experiences 

can be are often at a loss as how to convey the seriousness of a health problem, and are very 

likely to 

just make the patient scared, you know, and feel very worried too. I’ve seen it and 

sometimes I talk to other people, ‘That guy is saying wrong words,’ he is just making 

them scared, but that’s his job, you know. (Gumbu’s father) 

Further, as clinicians are still involved in child removals, some families are fearful of having 

their children taken away when seeking healthcare. This is still a very present fear (evidenced 

for me by the refusals to participate in interviews in the Nhulunbuy clinic). I am not certain 

about  the extent  to  which  removals  are a current  reality,  but  the very real  fear  reflects  a 

transgenerational trauma (Atkinson, 2014). 

Going to hospital is a particular source of feeling bad. Reflecting on an episode where Galikali, 

a woman from  Yilpara,  was  advised by the visiting clinic staff to  go back on the plane with 
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them so they could take her to hospital indicates both her reluctance and my sense of being 

caught between two worlds. The journal note begins after she had returned. 

6.2.2.3 Not making others feel bad32
 

Part of prioritising good feelings is to not make anyone else feel bad. A community co- 

researcher ‘spoke about keeping away from the group when he was feeling bad so as not to 

bring everyone else down’ (Journal notes, 11/11/17). During the interviews, participants spoke 

of protecting family members from feeling bad. For example, protecting his mother from worry 

was a key concern for Wayin, and this informed his actions, as he explained. 

I tried not to show what was happening to me. So, I tried to keep it hidden. Tried to get 

rid of it quickly. (Wayin, patient) 

At the same time, his mother was similarly trying to protect him: 

Wayin gets stressed quickly, I made sure people don’t do that to him [make him feel 

singled out]. (Guya, mother). 

In the context of community life generally, Yolŋu are always concerned not to cause offence, 

upset or in any way be the cause of bad feelings in relation to each other, and also often in 

relation to the Balanda with whom they are in close contact. That is, especially in a small 

32 The alignment between ‘Trauma informed care’ and ‘avoiding bad feelings’ is examined in the Discussion. 
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I was very glad to see Galikali back. I had been worried ever since I encouraged her 

to go to the hospital – what if something happened? What if she died? What if her 

infected tooth was part of a bigger problem? I hadn’t told her to go, but she probably 

wouldn’t have gone if I hadn’t turned up at her house. I thought I was being helpful 

telling her the plane was there, but of course she knew that – hard to miss a plane 

arriving in this place! She was standing with a small bag talking to her husband, clearly 

trying to decide whether to go or not, but erring on the side of not going. Galikali said 

she would come with me to the plane to let the health staff know that she was better. I 

think by the time we got there she had either lost her nerve to say no, or maybe realised 

that she did need more attention. Earlier she had taken Panadol and felt better but as 

we walked she reflected that maybe the problem was still there. When we got to the 

plane the nurse was pretty intent on getting her to hospital. Poor Galikali didn’t stand 

a chance, so back we went to get her bag. She gave me a hug as she boarded the little 

6-seater plane. And a mournful wave as I waited for them to take off. I was, at that 

moment, equally signed up to the belief that going to hospital means you might die. I 

could feel the fear, and was convinced as she was that she might not come back. A 

traumatic experience for Galikali and her family. (Journal notes, 24/11/16) 

 

 



community, taking care of others’ feelings is an essential means of ensuring community 

cohesion. This is not to say that there are not disagreements, or bad feelings are never generated, 

but rather that the imperative to maintain the status quo is paramount. Conversely, good feelings 

are equally collectively experienced. 

I was more obviously protected from feeling bad at other times, as my journal note indicates. 

This was also evident when any conversation occurred that appeared like gossip. As time went 

by, the prohibition against answering any of my questions that seemed to be about someone 

else wore off. But for at least the first six months when I asked research questions, such as ‘Why 

do you think some people don’t take their children to the clinic when they have skin sores?’, 

there was little response because of the fear of appearing to gossip by talking about anyone else, 

or of engaging in a conversation that sounded like judging or blaming. 

6.2.3  Specific feelings 

This section describes three specific types of feelings evidenced in the analysis: two negative 

feelings and one positive. 

6.2.3.1 Shame and shyness 

It is important to note that ‘shame’ in an Aboriginal context is 

a powerful emotion resulting from the loss of the extended self… experienced by, or 

for, a person who acts, or who is forced to act, in a manner that is not sanctioned by the 

group and that is in conflict with social and spiritual obligations. The fulfilment of 

obligations  to  the  group  is  more  important  in  Aboriginal  society  than  isolated 
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XX (father-by-adoption) said there was bad things happening. When I asked him what 

he meant he wouldn’t tell me, ‘It is not for you to know’. I initially felt hurt, excluded, 

and took it to be because I was Balanda. But as we talked, I realised it was about 

protecting me from worrying about more negative thinking. (Journal notes, 8/12/16) 

I had a good conversation with [community elder] about the changes since the old 

lady’s death. First, he pointed out how lovely the tree outside the clinic is looking – the 

old dead leaves have almost completely fallen off and the new just starting bright green 

leaves have covered it in an emerald glow. I admired the tree for a while with him. 

Then he spoke about how there was a change in Yilpara since the death, people were 

happier, their spirits lifted. He said ‘remember how she was – always happy, cheerful, 

calm. But inside she was in pain. Now she is free from that and so is everyone else 

released, everyone feels better.’ Then he pointed out the birds, he told me there were 

lots of new birds in Yilpara that is connected to the old lady’s death and the new life 

coming to Yilpara. I had noticed the birds too – so much noise! (Journal note, 5/10/17) 

 



individual behaviour, especially individual assertiveness. … [thus] group cohesion and 

cooperation are not driven by economic and political expediency, they are the 

expression of life itself. (Morgan, 1997: 598) 

Therefore, ‘to feel inferior and shamed is injury’ (Sherwood, 2010:182). In my journals there 

were 20 references to shame, many describing how fear of shame prevented people from taking 

action to improve their own or their families’ health or circumstances. For example, a 

community member told me that ‘one grandchild told him about having no food, and that they 

would be too shamed to go and ask’ (Journal note, 3/10/17). In addition, 

shame might also be experienced when an individual is singled out from the group, for 

either praise or blame. It is the act of making a special case of individual behaviour, 

rather than its isolated value, which causes shame. Individual recognition separates a 

person from their extended identity and ultimately from life. (Morgan, 1997: 598) 

There were several instances where I observed people avoiding being singled out, and the sense 

of shame and hurt that being singled out generated. For example: 

In potentially shaming situations – for example, asking bureaucrats questions – my Yolŋu 

companions would send me to do the talking instead of going themselves. My suggestion that 

it would be empowering if they did it instead of me was not seen as helpful if they ran the risk 

of ending up feeling bad. 

Shame is also often experienced as part of the lived experience of having RF/RHD. Wayin 

experienced significant physical effects (Sydenham’s chorea) as a result of neurological 

damage from RF. While his symptoms improved considerably from the initial stages, he still 

felt unable to speak clearly. Wayin described at length his shame at not being able to talk clearly, 

possibly made worse by teasing from his older sister and being an awkward and self-conscious 

teenager. Feeling that he was mumbling as a result of his Sydenham’s chorea, he said: 

I didn’t talk to anyone … [his mates asked] ‘You talking?’ and I was like, no, just nod 

my head. And over time I nodded more and more, then I started talking. Started getting 

out of the shame thing. (Wayin, patient) 

145 

This is part of the role, Ŋäpaki (white people, Balanda) are expected to do the talking 

on behalf of Yolŋu. (Journal note, April 2017) 

Thinking about it later I felt that maybe some of the problem was the people around, 

and her lack of response was about being singled out as special. (Journal note, January 

2017 in the context of an OTW training session) 

 



In order to avoid shame arising from his twitching hands Wayin pretended to fidget, for example 

with the Xbox controller. These impacts were particularly hard on Wayin as when he was 

younger (before the RF) he was considered ‘pretty smart’. As a result of his learning difficulties, 

he ‘was chucked in with some other boys like they had a bit of difficulty too, some are a bit 

touchy’ (Wayin, patient). Further comments from Wayin made it clear that the other boys had 

behavioural and emotional issues. That is, his physical restrictions meant he was placed into 

the ‘difficult’ group, further contributing to his shame. 

In another situation, as a child Guya lost her brother to meningococcal disease. 

He was sent to Darwin. We were a close-knit family, us sisters were a mess, devastated. 

But my parents said, ‘Don’t cry, you might get sick’. (Guya, patient) 

Then, when she got sick (with RF), she felt shamed by being singled out: ‘it messed me up  

(feels like) it is something to do with you’ (Guya, patient). Still living with this trauma, Guya 

spoke of how she had supported Wayin. 

I try not to single him out, [by] saying for example, ‘You can’t do that because you 

have a crook heart’ … the biggest put down is to say ‘Oh, you have a weak heart’ in 

front of other people, especially other kids. (Guya, mother) 

As a result, Guya is careful not to say too much about Wayin’s RHD because people might 

attack him. ‘They don’t know how it affects you.’ 

Similarly, as a teenage girl Dhumdhum was very shy about showing the scar from her heart 

surgery and would only go outside in full t-shirts, even when playing rugby in the Darwin heat. 

Shyness also made it hard for her to tell the nurse how she prefers to have her injection (slowly), 

and she was enthusiastic about a possible ‘teenagers on SP’ support group to help them to be 

more assertive with clinicians. 

In relation to healthcare, shame affected participants going to the clinic. For example, a 

grandmother, Nyunyul, described a conversation with her friend, also a grandmother, who 

suspected (correctly, as it turned out) her four-year-old grandchild might have RF. 

I said, ‘Can you ask the doctor?’, that’s what I asked the grandmother, to ask the doctor, 

he will explain it to you. She said ‘Yakka, narra gorra yaka, ŋarra gora’ (No, I am 

ashamed)’. I said ‘Yaka shame (no shame) – just ask the doctor – get over it, if you 

want to help this little one, the best help you can do is by you asking the doctors’. 

(Nyunyul, grandmother) 
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6.2.3.2 Worry, stress, fear, anxiety, 

There were many examples from the interviews of participants describing a range of negative 

emotions encompassing the levels of stress, distress, worry and trauma associated with 

experiences of ARF and RHD. Some of these are the direct impacts such as the worry about 

how to take care of a child with RHD; others are the result of adding RHD into already complex 

and stressful circumstances, such as crowded, inadequate housing (lacking hot or running water, 

and not maintained as public housing normally is) and poverty. My journal discusses how these 

more general fears converge with the fears associated with RHD. 

Of his son’s diagnosis with RF, Lundu said ‘It give me worrying’. Later he discussed at length 

looking after the body; for example, 

but all this sickness, you know, we don’t know where they are, therefore we need to 

look after our body all the time. 

In this case uncertainty creates a constant state of vigilance. 

I always talk to my family, we have to look after the house, we have to look after all 

our cups and plates and all that, we have to be clean all the time, wash it all the time to 

keep it clean, the sheets have to be washed all the time, the clothes have to wash it and 

put it in the sun. (Lundu, father) 

Lundu’s reiteration of the need to ‘look after [things] all the time’ suggests that while he has 

been given some information about the causes of RF it has been communicated in a manner 

that produces fear, not clear understanding. 

All the carers interviewed expressed high levels of stress, grief and worry brought about by 

finding out that their child had RF/RHD. ‘I got scared at first … I cried and cried’ (Larrani’s 

mother). In one case the diagnosis of RHD was so paralysing for the mother that it was decided 

that the child’s aunt would accompany her to Melbourne for surgery. For others, it motivated 

them to find out all they could about the RHD. For many the anxiety was associated with the 
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I’m getting a sense of how fearful and traumatic life is for Yolŋu … Minitja says people 

are fearful of galka (black magic), monsters in the dark, the buffalos. I also observed: 

fear of child removal; Christian missionaries preach from Revelations, talking about 

the end of the world, and referring to the sign of the beast; health practitioners use 

‘obscure’ (and risk laden) language about health conditions and mixed messages about 

how serious or not they are; fearing gossip, back talk; women are not doing any 

women’s ceremony anymore and are hardly participating in governance (no women 

on the new corporation board). (Journal note, 21/8/17) 

 



many worries to do with children’s health and other family concerns; in a most extreme 

example, it was associated with the fear of the child being removed by child protection services 

(Nyunyul’s friend). In another instance, a mother’s fear meant she didn’t hear (understand) what 

the doctors were saying and therefore didn’t know that her daughter needed an operation. 

Dhumdhum’s Aunty described how being given information ‘made everyone scared [because] 

it was understandable’, again suggesting that clinical information was given without 

accompanying empathy, and that from the health practitioner’s perspective ‘understanding’ 

relates to parents/carers being motivated by fear to take care of their child, and not necessarily 

being provided with a full and deep understanding of a RHD prognosis. 

Some of this stress for carers may be amplified when supporting a teenager. For example, 

Wayin expressed high anxiety and, being an older teenager with a degree of awareness about 

his mother, he was also worried on her account. Wayin described his mother as ‘over- 

protective’ twice in his yarn and made many references to her being worried or stressed about 

him. He described keeping things hidden from his mother to protect her from feeling bad. 

Other common family stresses, such as sibling rivalry, maybe exacerbated when one child is 

perceived as getting special treatment. For example: 

My other kids say ‘Mum, why her going to be the first?’ … a bit jealous too, they think 

they a bit left out. (Larrani’s mother) 

Similarly, 

[m]y mum always done a lot to motivate me. She’s gone out of her way to make sure I 

was okay. But my sister and brother like, yeah she like, still put them aside but she still 

did the best for them. Yeah but my sister didn’t see that. She thought she was just 

making like I was like the only one … Don’t let anyone put you down. I got that a 

couple of times from my brother and sister, they used to bully me. (Wayin, patient) 

In Makungun’s analysis of the above yarn he described Wayin’s sickness as causing his family 

to lose connection with each other, not feeling like a family and losing trust in each other. This 

highlights the link between physical health and social and emotional wellbeing. 

Thus, concern over RHD is often only one of many stressors in the lives of individuals and 

families. For example, in an already-crowded house, when family pressures got too much, 

Wayin had to look for somewhere else to sleep. 

I move in to my aunty’s or just sit in there or sleep there at night or just me going 

outside the house and just sitting around the side quietly … lately I have been going to 
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my girlfriend’s house for like peace and quiet. Like her mum wants me, she likes me 

going there, like, yeah like, for me it’s like peace and quiet, I can have my alone time 

there. (Wayin, patient) 

Caring for other sick family members can make it hard to take care of yourself. 

My dad was sick, and I had to look after my dad ... and he had other family members 

that was alcoholic ... I didn’t take my needles then. 2010, 2011, devastated that my dad 

passed away in 2010 … last year (2016), I started to get sick again … That’s when I 

realised I should’ve kept on with my needle. Should’ve kept going instead of stopping. 

I regret it. (Yalku, patient) 

And similarly, caring for a child with RHD is a significant additional pressure in the context of 

having many caring responsibilities, as Dhunku’s grandmother (with him at his specialist 

appointment) described. She has 

one 19-year-old, my big boy, and a 17-year-old that I’m looking after, my grandson, 

sister’s grandson, and this [the child with RHD] is my sister-in-law’s, and he’s about 

eight years. (Dhunku’s grandmother) 

The recommendations for caring for a child with RHD place an additional burden on families. 

For example, while good health is commensurate with a diet that is culturally appropriate, the 

suggestion to eat ‘Yolŋu food’ is not always easily fulfilled without access to vehicles, boats, 

guns or resources. 

They also said he had to have good eating, they said to give him your food [Yolŋu 

food] your food is more [better], Balanda food is different. I had to go and see a 

dietician. Our food is  natural, you get  it  from  the  sea, the land, the yams, kangaroo. 

(Nyunyul, mother) 

Similarly, the doctor’s message to Nyunyul was 

to tell the mother and father, the parents, to please look after the child; clean house, 

clean bed, shower every night, go to the clinic. (Nyunyul, grandmother) 

But this is not easy to implement in this case where the child lives with his family of six in a 

two-bedroom house. 

These various examples above highlight the range of complex and stressful circumstances that 

contribute to constant worry, fear, stress and anxiety, which, coupled with the other personal 

and family experiences related to living with RHD, add to the ongoing and complex cumulative 

trauma experienced by the families interviewed in this study. 
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6.2.3.3 Confidence 

Confidence was a frequently discussed positive emotion. Confidence is  related to knowledge, 

understanding and the ability to make good choices. Yolŋu co-researcher Makungun suggested 

that the reason confidence is so important is that 

if you have confidence you can follow your feelings, trust your feelings, and be able to 

share your feelings with family and friends. (Makungun, co-researcher) 

As bad feelings cause sickness, one needs to have confidence to know what will make one feel 

good and stick to it. These statements could equally well be made about understanding. 

Confidence is described in terms of being strong in mind and feeling; it is a strength that aids 

clear understanding. 

It is really important for Yolŋu to be strong and to be brave, also to clear mind, to think 

properly this in turn prompts making good choices, so that’s how Yolŋu have to be 

strong, in our mind, in their feeling as well, and also in their reality, like in practical 

way of living, like the physical stuff, when we look after the body. (Lundu, father) 

Confidence is a key concept and is therefore intertwined with all three themes. 

Having confidence means one can assert one’s needs, such as asking for the bicillin injection 

to be delivered in a certain way: 

I found a way [of having the injection] that didn’t hurt. If you tense then the injection 

is painful and you get sick. (Guya, patient) 

The clinic used ‘big needles’ (large gauge) to give Guya her SP injections when she was a 

teenager, but she said ‘I wouldn’t let that happen to Wayin’ (Guya, mother). Dharpa described 

how when she takes her son for his SP injection he likes to have a pain relief injection first, but 

he is too shy to ask; he asks her to ask on his behalf, but sometimes Dharpa doesn’t do so 

because she wants to encourage him to ask. 

6.2.3.4 Confidence can be built through individual and family actions 

Confidence can be built through actions, taking on challenges such as a new sport, using 

unfamiliar words/knowledge or even acting against medical advice. Describing her response 

immediately after her heart valve surgery Yalku stated how she was told, 

‘No, you can’t walk’, I said ‘Well, watch me’, cos the doctor was so scared that I was 

going to fall down and faint. … I don’t want to be sitting around. (Yalku, patient) 
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Similarly, Rinytan highlighted how building his confidence really helped. 

As I was growing up, I sort of felt more confident you know like, I didn’t think about 

it too much, that I had a heart disease … like other kids, I did sport and all that stuff, I 

was really into sports … sort of helped that afraid [fear] to know that I can do anything 

what other kids can do. So that made me more stronger I think, built up my confidence 

as well. (Rinytjan, patient) 

Lundu made use of the space of productive dialogue in our discussion to demonstrate his 

understanding of sores and germs and, at the same time, built up his confidence in the process 

of telling me that information. Taking this idea further, Wayin described taking on challenging 

activities – for example, playing the trumpet – that helped him feel more confident in himself. 

[S]o, I gave myself a challenge, if I can do this, yeah, and I did it all … It just gave me 

a bit of thing to just like, step up. (Wayin, patient) 

As Wayin’s capacity for taking on challenges was recognised in high school, he received awards 

for leadership, which in turn further boosted his confidence. As discussed previously, Wayin 

was very restricted by the involuntary movements resulting from Sydenham’s chorea, 

impacting particularly on his speech and handwriting. At the end of his yarn I asked Wayin if 

he would consider being a leader for other kids with RHD. He was enthusiastic about taking on 

this role and subsequently became part of a leadership program; his story has been publicly 

featured. His family speaks of him as ‘an inspiration’ (Guya, mother). 

Guya’s story contains an important example of the kind of support a confident carer can 

provide. As a result of his chorea her son, Wayin, lost two years of schooling, and his reading 

level deteriorated. Guya had to advocate on his behalf at his school to ensure he had the same 

opportunities as others: ‘He was a smart kid. He got sick, now he is playing catch-up.’ The 

teacher ‘wrote that up’ and it ‘opened the door up’. They found out there was another RHD kid 

at the school. Wayin went on to win certificates and awards at the new school. Guya was very 

proud of how she stood up for Wayin. 

The school needed to know his willingness to work. He built up his confidence, in 

small steps. (Guya, mother) 

Yolŋu co-researcher Makungun pointed out that good support, including role models, can make 

one stronger and more confident. Feeling better about oneself helps one make good choices for 

yourself. Therefore, building confidence ‘is a way to guide teenagers rather than telling or 

forcing or making them scared’ (Makungun, co-researcher). 
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Finally, it was clear from many of the interviews with young people and their families that 

‘taking on a challenge’ not only built patient confidence but also helped families feel better. 

6.2.3.5 Faith as a source of confidence and inspiration 

Many Yolŋu have a strong Christian faith, and there were several examples where faith was a 

source of good feeling and confidence. While I did not find examples of healing through faith 

in medicine, there were examples where Christian faith was used to explain a cure. For example, 

part of Lundu’s faith is that God works through people. 

The one who give us the life and give us the strength and give us the body, formed our 

body, he’s the one who has been working, and he is working now today, with all of us, 

working through the people, to share the knowledge, to let individuals know about this 

particular story. (Lundu, father) 

Lundu talked a lot about keeping everything, people and houses, clean to prevent sickness, and 

linked this to his belief in God. Asked about his faith he said it 

made me feel better, I feel very confident, stronger through him, through the one who 

is really doing the job for us, to fix the worrying. (Lundu, father) 

Discussing this part of the yarn, Yolŋu co-researcher Makungun said that, in his view, ‘it is 

possible to have worry and faith at the same time, but healing comes from faith’ (coding note). 

A note from Lundu’s son’s cardiologist stated: ‘[child] has remarkable improvement in his 

echocardiographic findings. Such a dramatic positive change is rarely seen’ (Journal note, 

15/8/17). The records also showed that he had not gone to Adelaide for surgery, as previously 

planned. It would be very hard to argue with Lundu that his son’s improvement was not the 

result of his faith. 

A journal entry provides a similar example of faith and healing, although in this case, the 

healing is less clear from a medical point of view and therefore created conflict for health 

providers. An important, senior woman in the community had been taken to hospital, causing 

much community consternation. When news arrived of her rapid recovery it was perceived that 

she was miraculously cured, and a Christian fellowship meeting was arranged to give thanks to 

Jesus for delivering the miracle. Discussing these events, an experienced nurse expressed 

concern about the miscommunication, as the woman was in fact still very sick and care in the 

hospital had only mitigated the worst of her symptoms. Allowing the community to believe in 

the miracle would cause confusion if she didn’t survive her likely impending surgery, causing 

a  significant  negative  impact  on  the  community.  Despite  literature  findings  stressing the 
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importance of supporting the development of conceptual understandings of health and disease, 

after relaying the above conversation the doctor said, ‘Let them believe in the miracle; as long 

as  people know what  they need  to  do  they don’t  need  to  understand  why’ (Journal  note, 

8/12/16). 

6.3 Theme 2. Creating clear understanding 

This section covers two sub-themes within the theme ‘creating clear understanding’: the causes 

of poor understanding and, conversely, what helps ‘good’ understanding. In terms of health 

care, this theme is important in suggesting that clear understanding relates to broadening the 

space of productive dialogue through positive experience, and information coming from the 

right person with the right feeling. Further, it is important for some that the information is 

conceptually meaningful (the deep inside story) and sufficiently detailed. 

6.3.1  Factors creating unclear understanding – ‘I don’t know how we could 

stop the sickness’ 

6.3.1.1. Signs 

Being able to see and understand signs is fundamental to traditional experiential learning.33 

Knowing and understanding signs in the environment is crucial to survival and is most 

frequently spoken about positively. For example, the flowering of a certain plant is a sign that 

fishing will be good in a certain location. In the lipa lipa (canoe) metaphor for research (as 

described in Chapter 2), the leader at the front of the canoe looks for the signs (above the water, 

under the water, on the water’s surface). He (or she) knows the signs to look for and how to 

interpret those signs to make decisions about where to go. There are similarly signs for danger, 

and when spoken of, the direct appropriate action is also identified (climb a tree if you see a 

buffalo). This knowing is embedded in nhina, nhäma ga ŋäma , learning by experience, based 

on observations from watching other leaders follow the signs and making choices. Information 

is provided as needed. Knowledge unfolds. Nhäma may also be used to refer to what is hidden 

(not seen) – in 

particular,  regarding that  which is sacred,  such  as Yolŋu knowledge, Yolŋu discipline,  and 

33 ‘The part of a Yolŋu education described as lundu-nhäma means identifying the pattern and the style of the past 

… we must recognize what has gone before and know exactly how it fits in with the whole web of meaning which 

makes Yolŋu life ... We can see all those things because we can read them in the land’ (Marika-Mununggiritj & 
Christie, 1995: 60–61). Also, ‘In Yolngu science we learn through observation. For example, we observe the 

seasons and we see the changes in time. We watch the land and see changes in the weather patterns. In space we 

observe the sun and the morning star. The different stars and the moon tell us different things’ (Raymattja Marika, 

Yolŋu teacher and linguist; cited in Morphy, 2017: 1). 
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Yolŋu understanding of rom (law). Some things may be hidden while others are revealed 

(Buthimaŋ, 2008), and this can change as the capability of the knowledge recipient grows. In 

this context, there is little sense of uncertainty. There is also no need to ask questions, and there 

are even prohibitions against doing so in many instances. That is, one cannot ask for knowledge 

until one is given permission to do so (Mitchell, personal correspondence).34
 

Clear understanding is based on correct interpretation of familiar signs, which in turn informs 

the choices and decisions that impact on actions. Conversely, not having a clear understanding 

creates bad feelings, such as confusion, making it difficult to make choices. In contrast to 

observable, interpretable signs (albeit ones that might take years to learn to recognise), 

biomedicine organises a complex repertoire of disease signs and symptoms into calculations of 

risk – for example, of a disease happening. The concept of risk references a body of relatively 

obscure technical knowledge (requiring training and use of technology) and permeates 

biomedical thinking and practice. However, the abstract noun ‘risk’ is not in the 

Yolŋu lexicon. This demonstrates a profound difference in worldviews. 

Being able to correctly interpret signs and derive the associated appropriate action creates 

confidence. Yolŋu wish to make meaning (as they would usually easily do) out of new signs 

and health situations: ‘We are the intelligent people’ (Gumbu’s father). Difficulty arises when 

new signs occur, such as those of RHD, which are unfamiliar to the cultural group and thus 

disconnected from actions. That is, not seeing the signs means not knowing, in turn not knowing 

how it feels and not knowing the choices which subsequently impact on actions. In this context, 

framing health information in terms of ‘risk’ is of little conceptual use to Yolŋu. 

The difference in worldviews described here helps explain why clinicians get frustrated and 

why patients do not have confidence that they are getting good care. Such differences in 

worldview point to the need for healthcare providers to gain an understanding of the Yolŋu 

worldview  as  an  opportunity  for productive dialogue around  the  prevention,  diagnosis and 

treatment of RHD. 

This first sub-theme discusses examples from the thesis data where the signs were not clear, 

and impacts such as confusion, avoiding or choosing to not see the signs, or worry that can 

prevent people from wanting to know more and, indeed, make forgetting likely. The related 

conceptual barrier of unknown ‘names’ for germs and diseases is also discussed. Further, not 

being able to 

see the signs means that new ways of learning are required; nhina, nhäma ga ŋäma is no longer 

34  As also discussed in Chapter 2. 
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effective or feasible, and Yolŋu are then faced with needing to learn how to acquire knowledge 

by asking questions, and interpreting answers framed in the technical biomedical language of 

risk. Having to both develop new learning approaches and acquire new knowledge is 

uncomfortable, shaming and produces the kind of bad feelings that Yolŋu seek to avoid at all 

costs. It requires change that is not commensurate with Yolŋu ways. Finally, there are examples 

where a clear understanding was built in a supported ‘good feeling’ way. 

6.3.1.2 Lack of understanding about RHD 

Generally speaking, the Yolŋu say that sickness was not a problem before Balanda arrived. 

This means that limited understanding of new sicknesses is more than just a language gap. 

Rather, the Yolŋu do not have Western conceptualisations or theories of disease except, in some 

cases, to suggest that disease is the result of colonisation. For example, regarding RF, 

I never heard of it, they never taught us. And the diabetic, they never taught us. Sugar 

is bad for you, every sweet is bad, never taught in school. The missionaries didn’t told 

us. (Gumbu’s father) 

It is clear, therefore, that the Yolŋu have not been given adequate explanations that match their 

worldview regarding causal connections of diseases that are new to them and impact on health. 

An example from my journal describes a conversation with two Yolŋu co-researchers while we 

were coding a yarn (in which a parent was clearly confused about her son’s RF diagnosis) that 

progressed to a much deeper conversation about the causes of unfamiliar diseases. 
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Minitja commented, ‘It makes it hard for people to think what causes the RF, people 

are still looking for the real reason. In the first place we didn’t know about strep 

infection … so it was a guess. If we knew we could tell that sickness straight away to 

the doctor, if we knew in the first place ... But all diseases were new, people had to 

learn about diabetes too for example. When the missionary came there was no sickness, 

during the time when they came, in the 1950s was still ok, that’s the time Balanda gave 

rations to the Yolŋu, everything was ok until somewhere like 2000, then people had 

diabetes. We Yolŋu don’t know the names of the disease, and that is why we just guess 

when we see people get (sick) whether it is heart disease, or diabetes, or something 

else.’ 

 

‘We don’t know the sickness inside us. I never heard before stories about people dying 

from sickness. Measles and chicken pox – chicken box, chicken fox. We started learning 

to listen to the names of the sickness. Start hearing there’s no choice for you, if you 

don’t take this medicine you might end up having an operation. How can we make these 

things better to stop this sickness?’ 

 



Within the context of a general unfamiliarity with new diseases, RHD is a particularly and 

intrinsically complex and confusing disease, exacerbated by the fact that it is often poorly or 

simplistically or superficially explained. And given that RHD is a previously unknown sickness, 

its signs are difficult to recognise. As some participants observed, previous RHD experiences 

in other family members might have helped provide clarity about the disease or its management. 

But, given the newness of RHD, they had little opportunity to learn by observation of others’ 

experiences, particularly other family members. This makes it very difficult for Yolŋu to apply  

traditional  methods  of  learning  from  experience  (‘seeing  the  signs’)  and  sharing 

knowledge through storytelling regarding RHD. 

We are not wishing for those sickness, but we just help one another so we can 

understand each other about this sickness, how sickness travel, how it affected, and 

what’s the really inside story, the really deep inside knowledge, what’s the deep 

knowledge. So whereas before the old people was still alive, they been just moving 

around [their clan estates] and they didn’t know because there was no doctor, no nurses, 

no specialists, or researchers. (Lundu, father) 

Not being able to apply familiar ways of acquiring knowledge is exacerbated by poor 

communication by clinicians, and the tendency to focus on curative/acute care rather than 

prevention. 

And for the Yolŋu who only ‘know what sicknesses they had [after doctors] found out  through 

our blood’ (Dankapa, patient) it can appear that the unconvincing or unintelligible explanation 

of diagnostic technology is in some sense the cause of problems. Similarly, it is not possible to 

separate the different patterns of disease and wellness from the realities and legacies of 

colonisation, where lifestyle has changed dramatically from nomadic (‘moving around’) to 

settlement communities with the attendant social and economic disadvantages experienced by 

Yolŋu. 

Moreover, it was also evident based on the experiences of Yolŋu that some of the doctors may 

also not recognise the signs of RHD. This is particularly poignantly demonstrated in the cases 

of 
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The other co-researcher then asked if ‘the germ’ was brought by Balanda. I said 

‘Maybe or maybe not … it might’ve been here but Yolŋu were so healthy that their 

bodies could always fight the germ. And then when people started having ŋarali 

(tobacco), sugar, white flour and alcohol, their bodies stopped being able to fight 

germs so well.’ Minitja responded emphatically ‘So it is not our fault, all these things 

(diseases)! And now Balanda are looking for the sickness, what are the causes? But 

how can we tell the stories about germs we don’t know about, how we can tell Balanda 

when we don’t know words?’ (Journal note, 12/7/17) 

 



three yarn participants (Wayin, Dhumdhum and Yalku) with family histories of RHD, where, 

despite this information being available to clinicians, the patients experienced delayed 

diagnosis. Yalku’s story highlights the devastating impacts from delayed diagnosis: 

Back in high school. I don’t know what age … I couldn’t believe it that I had a heart 

problem. But then I accepted it. Runs in the family … My grandmother has it, my 

mum’s sister, and my mum’s sister’s daughter’s got it, as well, and my little little 

brother he’s got a heart problem same as me. All my joints started to hurt, my elbows, 

knees, my ankles started to swell up like a balloon, I could hardly walk, so painful, like 

I got hit by a car … then stayed in hospital for three or four weeks until they found out 

I had a heart disease – RHD. (Yalku, patient) 

Dhumdhum’s aunty describes that ‘she had tonsillitis, her joints would be sore, she’d get it all 

the time’. When I asked whether she took Dhumdhum to the doctor she replied ‘Yeah, they just 

told us to give her Panadol …so it took a while’. Following her diagnosis, Dhumdhum went on 

to have heart surgery. 

6.3.1.3 Lack of information about the signs of RHD Signs 

In relation to RHD there were many examples of language related to ‘signs’35 and not being 

able ‘to see’, with participants speaking of ‘missing the sign’ (Dhumdhum, patient); ‘confusing 

signs’ (Larrani’s mother); not seeing the signs (of death) (Dankapa); and not being able to see 

the ‘signs when we are sick’ (Mungudjurk, patient). 

Again, these examples demonstrate a divergence in ways of knowing between Yolŋu science 

and Western/biomedical science. When health information does not reflect Yolŋu ways of 

knowing it is unclear, leaving Yolŋu to try and make sense of and interpret their own signs to 

understand their RHD journey, including galka in some cases. 

Signs relate to true inside or deep information. A recurrent theme from Yolŋu co-researchers 

and community members involved in the RHD action research project OTW was how difficult  

35 In the Yolŋu worldview signs related to places, events, symptoms are entwined; there is not the Western 
distinction between physiological signs and causal or contextual signs (A. Mitchell, linguist, personal 

correspondence) 
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Rinytjan’s wife has also had RF and shows signs of being unwell ... I hoped to return 

to that conversation as it had been cut short at the time. In particular, I was interested 

to follow up because we had been talking about signs, and ‘how you can tell’ if 

someone is sick. (Journal note, 13/7/17) 

 

 



the disease progression was to understand, and, at the same time, a sense that they had often not 

been given ‘the deep inside story’ by health practitioners. As one participant explains,  

they gave it information about the heart disease, how it affected, but we didn’t know 

how [the disease or RHD] start? … But I don’t know about the sickness, about 

rheumatic fever, how it affected, how they formed, we doesn’t see it, it’s a very tricky 

one, see all the sickness they travel along, and try to destroy the person with the 

sickness … we doesn’t see how the sickness travels. (Lundu, father) 

Deep information relates to causes, ‘how sickness travels’. It is likely that the doctors Lundu 

spoke to were more focused on his son’s possible heart surgery and long-term injections than 

the complexities of immune system responses to germs. 

A Yolŋu co-researcher coding this yarn noted the use of the word ‘tricky’ and suggested that 

this indicated a perception that RF is like galka (black magic). Dhunku’s grandmother took this 

further: 

If they are born natural and they got no sickness, my little boy was born normal ... And 

then he was crawling like this … he is snake totem … and he was crying like this … 

some Yolŋu think, when someone is like this it is cursing the rumbal [body]. (Dhunku’s 

grandmother) 

Lundu had been given lots of information about RHD, and his son was doing well, but he did 

not have the deep understanding of how to prevent it in the way he does with traditional 

knowledge: 

But all this sickness, you know, we don’t know where they are, therefore we need to 

look after our body all the time… we don’t know how long this been sickness? In which 

year ... it’s been happening a long time, but we don’t know the real story, I don’t know, 

you do but not me, what’s the sickness happening really? … I don’t know how we 

could stop the sickness. (Lundu, father) 

Similarly, Dharpa has good English skills and literacy, yet she asked what the doctor had meant 

when she said her son’s heartbeat was slow. She was unsure if this was a good or bad sign. The 

health professional had not given sufficient information; consequently, it was not clear to 

Dharpa  whether  any  action  was  needed,  and  Dharpa  was  too  shy  to  ask.  Following the 

interview, I organised for her to speak to another clinician to get more information. 

Reading Lundu’s story, a Yolŋu co-researcher stated that Lundu was giving a metaphorical 

description in the following quote of the difficulties of not having the information about RHD 

that would allow him to ‘see’ or understand the signs: 
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We have to look after the body, for safety, always the person has to be aware, if they 

walk in the dark, they can’t see there are rocks there, they stumble, that’s why they 

have to be careful, maybe walk slow and see those pathway you’re trying to go. (Lundu, 

father) 

Several of the interviews with Yolŋu (Lundu, Mutamuta, Bunybu, Duynga) suggest that the 

failure of health professionals and specialists to provide Yolŋu with sufficient information in a 

culturally and conceptually appropriate manner and with regard to their different levels of 

literacy 

is particularly problematic in relation to RHD, as 
[w]e can’t see the sickness but we can feel the sickness, when the sickness infected us, 

when we feel hot, headache, dizzy sort of things, then we can feel [the disease] then 

we can realise what is there ... But it’s sad, we can’t see the sickness, only he the one 

seeing the sickness, the one who created us into this world, and we doesn’t know. 

Except for specialists, … they are the one to check our body, they know, and the 

specialist … they can see, I think, through our blood, when they take our blood out 

send it. (Lundu, father) 

Consequently, most Yolŋu began their ARF/RHD experience with limited and insufficient 

understanding. Guya described her frustration at her parents’ lack of support: 

But then you can’t blame anyone because your parents weren’t educated, they didn’t 

know enough. (Guya, patient) 

As a result of lack of knowledge and understanding, some were not even sure if they had had 

RHD or not. This particularly came up in interviews where I had been aware through database 

records that certain people had had ARF/RHD but when I asked them about their experiences, 

they had no knowledge or memory that this was the case. This again raises questions as to how, 

or whether, information was given to people. 

Not having been aware of having had ARF as a child and being diagnosed as an adult with RHD 

adds to confusion. One of the participants, Dankapa, shared a particularly moving story about 

when she ‘first knew’ she had RHD. Dankapa was very sick, her heart was failing from a long 

history of poorly treated RF after a delayed diagnosis, and without heart surgery to repair her 

valves she would not live much longer. She recounted in detail the signs of heart failure such 

as being short of breath when walking, having trouble breathing, not sleeping, always using her 

puffer, having pain in her head and chest. Yet she said she first heard the name RHD when she 

was in Darwin hospital a year earlier. The impact of her confusion and worry made it hard for 

her to have the confidence to make a decision about going for surgery. 
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Similarly, not all RF occurs in childhood and for some participants the onset of RF occurred as 

adults. In these cases the confusion resulting from tests during pregnancy (for instance, Bathi 

during her second pregnancy, and Mutamuta after the birth of her third child), or tests for other 

sicknesses, adds to the challenges of understanding the signs. For example, Bilma’s RF was 

only diagnosed after the birth of her last child. Perhaps, given the relatively late onset, she 

remained undiagnosed and continued to get sicker until a nurse with extensive RHD experience 

suggested she be tested for RF. 

Other participants had complex narratives regarding the onset of their RF, often conflating onset 

symptoms with other potentially related events (causes/signs). This reflects the confusion 

arising from differences in Western and Aboriginal worldviews regarding health. 

It’s really my story, according to my mother, it happened, she thinks that it happened 

when I went hunting one day, with my grandfather and my grandmother ... it was, so, 

mid wet season, that year. Um, so, we went hunting, a lot of fishing, and then it was 

something bad happened that particular day. Man had problems with the boat … After 

all that, we had car problems, then had to stay for the night. I think that night is a lot of 

rain, I got that sickness. Started getting flu. Went back to Yirrkala, yeah, think I ended 

up in hospital. Just got worse. It was also a lot of mosquitoes, mosquito season that 

time. Back then we had not enough protection from mosquitoes so I would have got 

really sick from that. Rain and a lot of mosquitoes … so, and then after that maybe I 

started to have joints pain and all of that too. Wrists, knees, ankles, all the joint pain. 

But then I didn’t know about anything about rheumatic heart [disease], I don’t know if 

my parents knew about the sickness. But there were signs that it was happening. 

With my childhood. I still remember that. (Rinytjan, patient, my emphasis) 

The story Rinytjan tells of his experience as a nine-year-old boy suggests several possible 

related factors (signs): a fishing boat accident; being wet, getting the flu and mosquitoes. A 

significant aspect of Rinytjan’s story for him is the signs of disease. In the case of Rinytjan, 

despite not understanding the causes, he seemed reassured by the fact that there were signs. 

Rinytjan’s son, Wanytjarrpu, was also recently diagnosed with RF. Interestingly, the story 

Rinytjan tells of when his son’s RF symptoms began to appear is similar to his own. 

Bilma [wife] thinks  that  one day that  Wanytjarrpu [son] went  fishing, turtle hunting 

with some men … she’s not quite sure but she thinks that Wanytjarrpu [son] came back 
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A person doesn’t know how it happened until then. They would have to go back and 

find out, looking back to childhood, it is very hard to remember. They felt they didn’t 

get the whole story until recently. (Journal note, September 2017) 

 



from hunting and not, um, then after that she was starting to notice that he had that 

funny sort of breath and movement [Sydenham’s chorea]. (Rinytjan, patient, father) 

Consistent versions of both Rinytjan’s and his son’s stories were reported by other people 

involved. They included Minitja, who was there when Wanytjarrpu got sick, and Rinytjan’s 

mother, Nyunyul, who also included more detail about the ‘bad’ thing (sign of 

trouble) that happened on the day Rinytjan first experienced RF symptoms: 

He was at xxx with my parents … they had an accident there, one of my brothers, they 

were going out hunting, and one man he fell off, and you know the propeller, cut his 

leg, and the blood ... the people sitting on the shore saw what was happening, and my 

brother started screaming, and another brother started swimming and put the man on 

the boat and they came back … three days after that I had a call from Gangan. 

(Nyunyul, mother) 

Given traditional ways of knowing, contextual factors such as signs or reasons for sickness can 

seem more compelling than medical factors, particularly when communication is poor and a 

clear explanation has not been given. Despite being confident enough to question doctors, 

Nyunyul remains uncertain. 

Even to this day, what caused that [rheumatic] pain? Was it a mosquito biting at night 

... that is the thing I ask myself, and even my husband, maybe the mosquito bit that 

other man and then bit Rinytjan and transferred his blood to Rinytjan? [Or] was it 

something that he ate? (Nyunyul, mother) 

She was clear that they told her that Rinytjan had rheumatic fever but asserts they did not tell 

her ‘why it happened to him.’ Similarly, despite having had many careful explanations of the 

cause in Yolŋu Matha, Gumbu’s father asserts that 

she got it from the sewerage, she was playing with other kids, she told me, this virus, 

something might have bitten her, mosquito or something. (Gumbu’s father) 

Rinytjan took a particular interest in preventing RF/RHD through identification of sore throats 

and skin sores, stating ‘If we stop the sores we don’t need to know about the rest of the story’ 

(Rinytjan, patient). 

Despite having this knowledge, the challenges in viewing his story through the lens of a 

biomedical worldview made it is difficult for him to revise his own RHD story, preferring 

instead to recount the familiar story of the possible signs, such as mosquitoes, getting wet or 

witnessing an accident. 
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6.3.1.4 Signs not clear to health service providers 

Distressingly, as described earlier, health service providers may also fail to correctly interpret the 

signs of RF/RHD. Wayin vividly recalled the onset of his Sydenham’s chorea seven years earlier: 

I was walking back and like I just started to, like, someone jumped and scared me. My 

hand was, like that [shaking] and my plate flipped. (Wayin, patient) 

His mother had a history of RF and, recognising the signs from her own experience, identified 

what was happening but was not listened to at first: 

They could have listened to my mum straight away. Because they took out my 

appendix,36 they thought that was the problem … they took it out, but there was nothing 

wrong with it, it was pretty healthy. They thought that was the problem, that’s why I 

stayed in hospital for like a week or so … my mum was telling the doctor like, all the 

doctors, and one of them decided to listen and it was a bit too late. That’s when I lost 

my reading and that. (Wayin, patient) 

Wayin’s mother Guya described being upset at the hospital’s initial failure to diagnose her son’s 

Sydenham’s chorea. Given her own history with RF she was sure that was his problem too, and 

the fact that the girl in the next bed had been diagnosed with chorea added to her frustration. 

Not being diagnosed for a considerable period of time was later related to other significant parts 

of his story, such as his difficulty talking, being set back at school, being in hospital over 

Christmas and the start of the school year, and his mother’s worry for him.  

A key issue here is the ‘disheartening’ lack of orientation for health service providers coming 

into remote communities (Haynes et al., 2021). Not being aware of the prevalence of RHD (for 

example) means doctors often manage sore throats inadequately. A journal note 

gives a specific example. 

36 According to his mother the hospital also checked for meningococcal disease and Ross River fever. 
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The parents knew their daughter’s sore throat was ‘something’, they went to the GP at 

an Aboriginal community health centre and saw a GP registrar from Melbourne, a 

careful and caring person who spent 30 minutes educating them that sore throats were 

normal, and didn’t require antibiotics and to just go home and gargle salt water 

(appropriate advice if you are in Melbourne). Within two months the child was having 

open-heart surgery. The cardiologist I spoke to was keen to reiterate the doctor was 

smart, thorough, well-intentioned, caring etc. (as are most who come to the NT), just 

knew nothing – not trained for the NT (then are ‘devastated when bad things happen’). 

There needs to be a systematic approach to proper induction. (Journal note, 5/4/17) 

 

 



6.3.1.5 What is the name? 

A related issue was that the unknown names of diseases and germs were seen by Yolŋu 

participants and co-researchers as a specific piece of missing knowledge. This came up in 

several interviews. For example, despite having been hospitalised with failing heart valves 

about five years earlier, Dankapa said she had only recently ‘heard the name RHD’ (Dankapa, 

patient). The conceptual significance of ‘names’ is described in the way names relate to identity 

and place. 

Country is also our identity as well, it tells us who we are, where we are from, we have 

to have culture in our lives, without culture we have no identity, our names is in the 

songlines, and is also part of the land and the sea, so named after the country – that’s 

where we get our names from … Our surnames and even our individual names all go 

back to the land. (Rinytjan, patient; my emphasis)37
 

Thus, the lack of ‘names’ and taxonomy is a significant conceptual gap, not just related to 

language and not solvable just with translations. This was clearly demonstrated when the 

commonly used term ‘Strep A’ was explained in terms of the physical description inherent in 

the term streptococcus as a chain of cells. 

Names provide an identity that makes something real and allowed Yolŋu to begin to place and 

make meaning of germs within their world view. Not only was the answer conceptually 

satisfying, Yolŋu co-researchers immediately expressed a keen desire in knowing the names of 

all germs. Further, as soon as a conceptual understanding was developed, Yolŋu community 

members were keen to share the story of their new knowledge with family from other 

communities, reflecting both conceptual confidence and the manner in which knowledge was 

previously shared through storytelling.38
 

37 For further understanding regarding the links between identity and land, see the series of journal articles that 

include Bawaka Country as the first author – for example, Bawaka Country, 2015a; Bawaka Country, 2015b; 

Bawaka Country, 2013. 
38 See Appendix A. (Healthy Skin Books), Appendix F. (On Track Watch Swabbing Day Report 
and https://www.laynhapuy.com.au/on-track-watch-community-researcher-group/ for examples of knowledge 

sharing 
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We were discussing that it was important to talk about the name Strep A (rather than 

just generic germs). I suddenly felt I understood something about what Minitja had 

said for a long time about the names of germs, something like it is not so bad if it has 

a name?... As we were talking Linda (Yolŋu co-researcher) came out to tell us that her 

group had reached the same conclusion. (Journal note, 16/8/17) 

 

 

http://www.laynhapuy.com.au/on-track-watch-community-researcher-group/
http://www.laynhapuy.com.au/on-track-watch-community-researcher-group/


The lack of names is worsened by the fact that germs are invisible to the naked eye and, 

therefore, have mysterious signs: ‘not seeing those little things ... germs can be everywhere you 

know’ (Rinytjan, patient). 

Doctors, on the other hand, can use technology to be aware of germs and know about them by 

‘seeing it in the blood’ (Dankapa). White blood cells are similarly invisible: 

But Yolŋu still can help the white cell blood, because he is doing invisible, we can’t 

see it. By choosing the right way to live. (Lundu, father) 

6.3.1.6 Confusion as a result 

Without knowing what they are looking at, the initial signs of RF can be frightening and 

confusing. This is especially true of Sydenham’s chorea, which involves ‘strange movements’ 

– usually twitching or shaking – resulting from neurological damage. Four of the participants 

had experiences of Sydenham’s chorea, either their own or as a carer for a child with this 

symptom. In all cases the initial experience was frightening and confusing. 

So, I went to the hospital and then I saw that he [grandson] was making that movement, 

and every time his [other] grandmother Dankapa was giving him water he kept on 

dribbling it. I was getting confused and sad and I asked the doctors, ‘What’s 

happening?... will he get over this?’ We were worried about how he talked, why is he 

talking like that, maybe his brain is not working properly, maybe he is not thinking 

well. I don’t know about the heart, there is something wrong with his whole body, it 

affected his talking. (Nyunyul, grandmother) 

Similarly, a father described the onset of his son’s symptoms (also chorea). 

It was straight after the funeral at xxxx, it was next day, maybe three days later, then 

we saw our little boy, my little boy, being chorea, with actions, the movement, and I 

didn’t know that really, what that just mean, telling me … This is after the funeral, 

everyone was tired ... After that when we took him to the hospital, he see the doctor, 

we heard the story from the doctor and we fly back to xxxx. After that we fly to 

Nhulunbuy.  When  I saw  him  with that  movements,  actions,  it give me  worrying. 

(Lundu, father) 

Duynga, for example, expresses confusion regarding what his RHD experience means for him: 

I need work, I need a job, but something in my body is weak, tired … That problem, I 

don’t know how many years [ago it was] I went to Adelaide and they replaced my heart 

valves, maybe [when I was] maybe 17 or 20 [according to the RHD database he was 

35 years old). At the time the doctor told me no heavy work, no heavy lifting. Making 
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the shade for my ŋäṉḏi (mother) [shade is a bark-covered ‘shed’ that houses the coffin, 

part of the preparation for funeral ceremony] I got pain in my back, maybe it is a 

different reason [not the heart], maybe it is muscles. (Duynga, patient) 

Duynga knows he needs to look for signs, but not what his back ache is a sign of. The much 

younger Mungudjurk is similarly worried as she plays a lot of football and notices her heart and 

breathing going fast. 

Similarly, Rinytjan, as a result of unclear information about the signs of RF in his son, wondered 

if perhaps his son’s behaviour could be a sign of RHD. 

I don’t know about, bit worried about his wellbeing. He’s just missing out on his school 

as well. He’s getting to that age that he’ll be 17, he’s growing up fast and he’s missing 

out on a lot of school. I don’t know maybe that’s to do with the heart or just different…? 

Behaviour, you know behaviour of the children. Do you still have control of your 

emotions [with the] injections they are taking and all that thing? (Rinytjan, father) 

And in another example a grandmother wondered 

he doesn’t eat much. I’m just thinking is that just because of heart disease, or maybe 

drinking problem of the mother, or something forcing the stomach to not to eat as 

much? (Dhunku’s grandmother) 

These quotes show that people wish to understand and explain, but have not been given clear 

enough conceptual information upon which to build their explanations. 

Negative feelings contribute to confusion. Parents, grandparents and carers reported feeling 

frightened and confused. In many cases this limited their ability to engage with health 

professionals, particularly as ‘talking to doctors and nurses is something we Yolŋu  find hard’ 

and while a support person such as an Indigenous Liaison Officer may be there to help ‘they 

are sometimes very busy’ (Nyunyul, mother). 

6.3.1.7 Specific confusion about injections 

As has been identified in other research (Mitchell, 2017) confusion about the injections was 

common both in terms of their value or purpose and when and for how long people need to take 

them. 

I don’t know what age that I started getting the injection, I need to follow up this with 

my parents. But to my memory, I still remember the injection that I was getting 

monthly. But as I was growing up, maybe, I don’t know what age, teenage age, 18, 17, 

I went to Darwin to college, I was still taking my injection monthly, until the age of 
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maybe 28 I think, 27. And then, yeah, it came back I think in my mid-thirties, 35 that’s 

when I stopped my injection. (Rinytjan, patient) 

Rinytjan’s mother’s recollection was also confused, and different to her son’s. 

I took him to the hospital [Darwin] … they said to me your son has to be on bicillin for 

the rest of his life… One day after we had been back a couple of months, he got sick 

again and we went back to the hospital ... Was it because he didn’t have his bicillin? 

We stayed in Adelaide for one year and he stopped getting his bicillin and I said to my 

husband we should have taken him to the hospital to get his bicillin, remember that he 

has rheumatic fever. (Rinytjan’s mother) 

This confusion about injections then carried over to uncertainty about how long they had to 

have the regular bicillin and when they might finish having it. They often asked questions about 

this in the interviews – reflecting that they had not had this information clearly communicated 

by clinicians (for example, Mungudjurk and Dharpa). Similarly, there was confusion about the 

impact of not having the injection. 

He got sick again and we went back to the hospital in Adelaide? Was it because he 

didn’t have his bicillin? (Nyunyul, mother) 

And Wayin suggested that some of his Sydenham’s chorea symptoms might be returning (a 

sign) because he had missed his injections. 

6.3.1.8 Don’t remember, don’t know, forgetting 

As discussed in Theme 1, negative feelings such as fear, anxiety, worry, stress and trauma are 

to be avoided. While forgetting or not remembering may be the result of other factors 

(competing demands, low priority, or trauma), it is also likely a means to avoid bad feelings. In 

turn, forgetting can cause confusion or the sense of lacking understanding. Conversely, trying 

to 

retain unfamiliar knowledge is challenging. A journal note describes a relevant observation. 
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Talking to her husband about Dankapa’s death is hard – he seems quite convinced that 

her need for surgery was only a very recent story, and that we should’ve known and 

done more about it. But I know that a doctor had told him about the possibility of 

surgery for Dankapa a couple of years ago, but the information hasn’t stayed. I 

sympathise as I have trouble retaining the gurrutu and Yolŋu Matha between visits. I 

can keep something in my mind when it is in front of me but it soon disappears. I saw 

something similar, helping him with the online banking - he had totally forgotten how 

to do it despite progress a few months ago … ‘foreign’ knowledge is lost very quickly. 

(Journal note, 5/10/17) 

 



In a similar story, when I asked Dankapa about her memories of her daughter’s RHD she 

answered that she ‘didn’t hear RF or RHD.’ I tried asking more specific questions about 

remembering her daughter ever having fever or sores, but Dankapa had no memory of these 

signs either. Minitja reiterated: ‘Dankapa doesn’t know and even her daughter doesn’t know’. 

I found this perplexing as Dankapa’s daughter was 20 years old when she went for her heart 

surgery, but the Yolŋu co-researchers said she went with her father and that I needed to talk to 

her about it. 

When I talked to Duynga about his RHD story he invited me to attend an appointment with 

him39. The following conversation ensued. 

Lacking  a  good  feeling  of  support from his  family  appeared  to  add  to  the  difficulty of 

remembering to take his medications, perhaps combined with depression. Or it may be that 

taking his medicine reminded him of his condition, which made him feel bad, so he chose not 

to remember. 

6.3.1.9 Reluctance to answer questions – ‘Why do doctors ask so many questions?’ 

As discussed in Theme 1, participants’ reluctance to feel bad by talking about being sick 

sometimes made it difficult for me to ask questions about health in interviews. In many medical 

situations health service providers ask similar questions. A lack of understanding makes this 
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We were talking about remembering to take medications. He said something about 

wanting to know what time to take his medicines, I asked if this would help him 

remember, if he took them every morning for example. But no, sometimes when he has 

work he forgets. I ask if there is something he does every day, like having a cup of tea 

in the morning. Yes, he does that, and makes a fire. So how about if he took his medicine 

then? He doesn’t seem to think that would help. 

 

The clinic nurse said that she talks to Duynga a lot about how important that medicine 

is, and that he understands that it is very important for protecting him from having 

another stroke or heart attack. I asked him what makes it hard to take his medicine – 

‘Forgetting’. Does he talk to other people in his family about his health? ‘No’. Does 

that feel lonely to not share the story with other people? ‘It is noisy at my house, too 

much noise, I go to the beach to be quiet.’ I go on – sometimes when it is hard to 

remember to take medicine someone else in your family can remind you, he replies, 

‘My family, I’m going this way and they are going that way’ and his hands showing 

diverging pathways. (Journal note, 29/10/17) 

 

 



reluctance worse. For example, Dankapa said in her yarn that she was asked lots of questions 

in the Intensive Care Unit but she 

didn’t tell them anything [because] we don’t know the names of the body inside. 

(Dankapa, patient) 

Minitja then talked about how people don’t know how to answer questions. 

How can we when we don’t know the words? … Balanda are looking for the sickness, 

what are the causes. But how can we tell the stories about germs we don’t know about, 

how we can tell Balanda that we don’t know words? (Minitja, patient) 

Later Dankapa laughed as she asked, ‘Why do doctors ask so many questions?’ As far as I could 

tell, she thinks doctors are silly (laughable) to keep asking questions to which the Yolŋu have 

no answers. 

Why do people ask questions about the different kinds of sickness that Yolŋu don’t 

know? Yolŋu just know how to go out hunting, gathering, sharing, be part of the family, 

walking together. Yolŋu was doing their exercise. And now when people get sick they 

tell us go and do your exercise and eat good ŋatha [food], but people already had good 

ŋatha before. We were never sick before that ŋatha came from Balanda. (Minitja, 

patient) 

Not being sure of the words (names) causes a lack of confidence, so that even when there is 

some knowledge, people might not speak from fear of getting the words wrong. For example, 

my journal notes record how later, at a family meeting to discuss Dankapa’s heart surgery, the 

doctor began by asking what everyone knew about Dankapa’s health/heart. 

Not having established a relationship with the family group meant the meeting started with a 

bad feeling, and asking questions about knowledge of a Western/biomedical condition in 

English resulted in negative feelings of shame, confusion and fear. 

6.3.2  Factors that help in creating good, clear understanding 

This sub-theme provides evidence about the kinds of knowledge and ways of knowing that 

contributes to clear understanding and in turn builds confidence. As discussed in Theme 1 
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There was no response. Even though we have all talked about this so much recently, 

including yesterday, I thought that someone would at least be able to identify there is 

something wrong with her valves. (Journal note, 11/7/17) 

 



(Maintaining good feelings), confidence is a highly regarded positive emotion that supports 

making good decisions. 

And, from a position of feeling good (encouraged, confident) as a result of having good support, 

children/families/individuals are more likely to accept and engage in and remember information 

given to them. 

A number of important conclusions can be gleaned from the findings regarding factors that help 

to create a good ‘clear’ understanding and confidence. These factors relate to building 

confidence and understanding through asking the right questions and experiences (including 

research). Information became culturally embedded when it came from the right person with a 

good  feeling  (from  the  heart),  was  conceptually  clear  (the  deep  inside  story)  and  was 

community-related. 

6.3.2.1 Feeling confident and empowered impacts on ability to ask 

questions 
Traditional learning is experience-based through nhina, nhäma ga ŋäma, and, as suggested 

earlier, if one is asking questions it shows one has not attended (listened, observed) well and is 

therefore not ready for the knowledge. Thus, for Yolŋu it is shameful to ask questions unless 

given permission to do so, and one may even be punished for being a ‘smart-arse’.40 Asking 

uninvited questions as a means of acquiring knowledge is a relatively new, unfamiliar and 

culturally inappropriate method and, consequently, requires considerable confidence. 

Lack of confidence and other negative feelings such as shame may prevent some people asking 

questions. On the other hand, others choose to ask questions of health professionals to acquire 

knowledge. This helps build confidence, both through improved understanding and the practice 

of asking, which becomes a virtuous cycle – building further confidence. 

I was very strong with my little boy, to go to doctors, and see the doctors, ask the 

questions all the time … I was confident, but I’m still learning ... we [Yolŋu] have to 

be strong all the time, and be confident to talk to the doctors, and ask them questions, 

and they can give questions back to us about the results … that’s how I build my 

confidence. Have that knowledge first, and build that knowledge into our minds, and 

40 Showing off by asking a question that makes the person asking the question appear to know more than the other 

person. 
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Further, as I observe in Yilpara, people can’t be confident to make self-determining or 

empowered decisions without confidence in having all the information needed. (Journal 

note, 24/2/2017) 

 

 



then into my heart. And then, with that knowledge, approach that person, ask the 

person, learn from him or from her, that’s how the confidence build up, like a practice. 

(Lundu, father) 

When coding the above, a Yolŋu co-researcher commented on how brave the participant was 

in being able to talk to doctors. 

Similarly, carers spoke about becoming prepared to speak and gaining confidence when it was 

for their children. As described earlier, Guya was upset at the failure of the hospital to diagnose 

her son Wayin’s Sydenham’s chorea, resulting in her developing her confidence. 

Because of my experience with Wayin, that’s what makes me speak up. Got to have a 

voice for them [kids] as parents – kids are only going to say so much, not going to tell 

you [doctors etc.] [the full story]. (Guya, mother) 

Guya insists that we ‘teach the little ones, make sure you ask questions’. With her son, Guya 

says, ‘I tell him he has to speak, he can do it by himself’. Guya also told a story of a young  

mother she is helping to build her confidence to ask questions of doctors. 

In order to illustrate how he would like his daughter to take care of her health, Gumbu’s father 

spoke of his self-determination regarding his own health care: ‘No doctor is going to tell me 

what to do … I have to make up my own mind’. He had to make his own decision about which 

treatment to choose, so he did his own research by asking how others died – ‘Why did he die? 

Why did he die? They all had PDs [peritoneal dialysis]’. Gumbu’s father was going to have a 

PD and even went so far as to get a bag in his stomach, but he hasn’t used it. He decided that 

the PD bag didn’t work for Yolŋu because they could not maintain the necessary hygiene. 

We don’t do hygiene like Balanda, we don’t keep our house clean every day. We have 

a different lifestyle… Living in Yolŋu world is not like Balanda world … In Balanda 

ways of living, everything is clean. 

(My journal notes indicate that his tone was assertive – we are Yolŋu, this is how we are – not 

apologetic or concerned but factual: this is how it is). He had been on treatment for a long time 

(nine years) and he knows others on PD who have died, so he made a good decision. I asked 

him, ‘So you made a choice based on what matched with your lifestyle?’ and he replied ‘Yes’. 

Despite having previously expressed how he had been confident in asking doctors questions, 

when I asked at the end of the yarn if he had any questions for me, Lundu replied: 

I don’t have any questions though, because I am still not sure about this, because they 

have just been giving me a little dhäwu (story) not really big story. (Lundu, father) 
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Not having received the information they were hoping for leaves Yolŋu ‘stumbling in the dark’. 

It was not often the case that respondents made comments such as, ‘They are good doctors 

because they answer questions’ (Guya, mother), 

Similarly, my journal observations show how confronting it can be for a worried and uncertain 

patient to be put in the position of asking questions, especially if they are unfamiliar with doing 

so. For example, I was aware that the nurse had left no space in the conversation for Duynga to 

ask questions. There was a moment she was occupied with notes and I gently asked him ‘Do 

you have any questions?’ He said ‘What questions?’, looking worried as if he should know 

what to ask. It hadn’t occurred to him that he might have a question. The nurse asks if he is 

feeling less worried now and he said yes. He again asks me ‘What questions?’ I said ‘You can 

ask anything’, but he had no questions. (Journal note, 29/10/17). 

In some interviews, participants were confident in asking me questions that they might not have 

asked in other circumstances. In the case of Duynga (above), it was only when the clinician was 

not with us in the room that he mentioned wanting to know what time to take his medicines. 

That is, yarning in a space of productive dialogue gave participants a sense of being given 

permission to ask questions, resulting in some surprisingly basic inquiries such as, ‘When/how 

does it start, this sickness?’ (Mungudjurk’s father). 

6.3.2.2 Research as a way of asking questions 

As described in Chapter 4, the community-based action research project OTW was based 

around a Certificate II in Community Health Research (Haynes et al., 2019). To begin with the 

Yilpara community was not familiar with the term ‘research’. Few remote communities of 

north-east Arnhem Land have been exposed to research. We soon found the lipa lipa (canoe) 

metaphor to be a good both-way learning bridge to align Yolŋu ways of observing and analysing 

data (signs) from their environment with Western research terms. In doing so we came to define 

research conceptually as looking and thinking deeply. Minitja in particular was a deep thinker: 

Central to our conversations was the link between critical thinking and asking the right 

questions,  as  discussed in  Chapter 2.  This conversation  started  from  our  initial  both-way 

learning explorations in delivering the Cert II during OTW. Our ideas further developed as we 
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We talked about research as understanding how to change something (Minitja’s 

words). She wondered about why some people don’t take their medicines … We talked 

about asking the right questions to find out, about going beneath the surface. For 

example, saying ‘I forgot’ is a surface-level answer. (Journal note, 5/12/16) 

 



did the interviews, thematic analysis and conference presentations. Minitja’s capacity to ask 

challenging, critical questions fully engaged me in my learning journey. 

Over the 18-month project, understanding about research deepened and action research, with 

its problem-solving focus, was experienced as empowering and emancipatory. 

This research [OTW] has given me that understanding, to think more deeply about the 

reality of how, to find that balance of our culture and our living as well, lifestyle. We 

don’t seem to see the bigger picture of how we can actually really help ... I think that’s 

something that we’re missing….Because living is something that we make plan, or 

make future plan, or passing the knowledge is about, we have to live to be able to hear 

that or see. (Makungun, co-researcher) 

A cohort of community members doing the Certificate II developed further research skills by 

joining me in my PhD research project. In relation to this Minitja started asking me from very 

early on ‘What is the question?’ and was never satisfied with my reply about ‘lived experience’. 

I think this was because the research seemed neither practical nor change-oriented, especially 

compared to the CBPAR project we were concurrently involved in. 

While not part of OTW, a community leader from a neighbouring community was aware of the 

Cert II and my research. In a discussion with him he explored the link between community 

knowledge and research. When I talked about doing research to identify whether Strep A was 

present  in  throats,  he  responded  ‘Manymak  [good],  I  think  it  is  good  for  all  Yolŋu, all 

communities to share this knowledge’ and 

Manymak, thank you, lot of thinking right answers, good to know, there’s a lot to learn 

for me, it’s good you guys are doing the research, helping others, giving more 

understanding to the community, rather than we can go through the clinic all the time, 

see the doctor, see the specialist all the time, better to bring the research, the knowledge 

to the community, and how the community see. 

Finally, the value of research for helping build understanding is recorded in a journal note. 
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Minitja – ‘Asking questions – research is about asking questions. If Balanda come here, 

they have to talk about what is good and what is bad. For example, like the shop, if 

money gets lost or groceries go missing. We have to know about how much money goes 

to the shop, they will have to look at the database… doing research is helping us (to be 

confident to) ask questions, to help us understand about [socioeconomic] structures.’ 

(Journal note, July 2017) 

 



6.3.2.3 Experience/seeing/knowing the signs as sources of knowledge 

In contrast to the earlier discussion about the impact of not seeing or being able to interpret 

signs, some participants reported experiences that aided them in being able to know or see the 

signs. Just having experience helps to understand (Guya, Dhumdhum). That is, experience is 

an important source of knowledge - ‘if you do the actions then you understand’ (Lundu). As 

described above, despite the doctor’s uncertainty regarding her son’s diagnosis, Guya’s own 

experience of RF meant she had knowledge of the signs that made her quite sure that her son 

had RF, and was therefore confident in asserting this. The failure of hospital staff to act on her 

advice not only postponed the time it took to get the right care, exacerbating the effects of her 

son’s RF, but was also a failure to recognise the carer as an expert in their child’s health. The 

Yolŋu co-researchers coding this yarn noted on the transcript: ‘You (clinicians) should listen to 

the mother and grandmother’. 

In fact, having an understanding of signs as a result of experiences creates an imperative to 

share: 

I think it is good for all Yolŋu, all communities to share this knowledge, and to share 

the experiences, how we see, not only see the sickness, but see it through the person 

and experience it through the person … like what I learnt, what I experienced through 

my son. (Lundu, father) 

Wayin and Yalku are similarly motivated to help others: ‘I can show them what I’ve been 

through. .. I want to encourage them’ (Yalku, patient). One carer in a remote community 

reported being seen as someone of whom others can ask questions. 

I feel good telling stories about myself, what I’ve been through with her and answering 

questions, how she got things ... the nurses down at the clinic come to pick me up to 

talk to family. (Larrani’s mother) 

While coding with Minitja, a story came up in which the grandmother of Wanytjarrpu, who had 

had Sydenham’s chorea, stated that she saw her friend’s ‘little one not walking properly, and it 

reminded me of Wanytjarrpu’, and she went on to suggest the child go to the clinic. As I was 

friends with the other grandmother, I also heard the story from her point of view. One aspect 

that she emphasised was that when she took her granddaughter to the clinic she insisted on a 

‘full check-up’ as she was convinced by her friend’s opinion and concerned the clinic would 
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I have done a good job of promoting research only because there is a hunger for it. 

There is a deep-seated need in this thoughtful community to understand the Balanda 

mysteries. (Journal note, 24/2/17) 

 



not think to look for RHD (Journal note, 21/5/17). Minitja commented at this point that if people 

learn about RHD and RF through experience, then they can help when new cases arise. 

With this growth of knowledge arose cases where older participants expressed awareness of the 

importance of being able to pass on learnings from their own experiences of ARF/RHD to their 

children or to others. For example, Rinytjan, Guya and Yalku confirmed the importance of 

experience. 

I’m able to pass that message to one of my sons, and also to encourage him to keep on 

taking that injection. And I still talk to him time to time, like, I went through the same, 

you know, what you going through now. (Rinytjan, father) 

Back then families didn’t have a lot of knowledge of it (RHD) … I didn’t really take it 

seriously, right up until I turned 25 … I don’t want that for him, I want him to know 

from day dot how important it is. (Guya, mother) 

When my sisters or brothers have something and they’re sick I’ll be like, tell, go to the 

hospital. They ring me up for advice. It’s like I’m a doctor [laughing] but it’s good to 

know. I be like go to the hospital straight away. Don’t wait for three or four days. Don’t 

wait. You just never know what will happen. (Yalku, patient) 

6.3.2.4 Deep knowledge, inside story, comes from feeling, empathy 

From the start of my thesis data collection I discussed my research methods with Yolŋu co- 

researchers. One of my concerns was how to ensure that people were not just telling me what 

they thought I wanted to hear. As discussed in Chapter 2, Minitja’s response to this concern 

was to say that I would know when I had the full, true story from participants by how it felt.  

This was confirmed by Lundu’s comments: 

This is what my story is, I didn’t say from my mind, I was saying from my heart about 

how I see with my physical eye, and also what I feel through my little boy’s sickness 

… We use our heart to think, to find a choice. (Lundu, father) 

The Yolŋu co-researcher reading this said this is Lundu’s true story, that ‘feelings from the 

heart tell us the real reason, the spiritual reason. It is through the spirit that we feel and connect 

with what others are saying.’ That is, knowing and feeling are deeply connected. 

This in turn connects to Lundu’s frequent references to Yolŋu needing to learn together, such 

as ‘learn from him or from her, that’s how the confidence build up’. I had many opportunities 

to observe how Yolŋu communicated health information in a good feeling way, as the following 

journal note indicates. 
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6.3.2.5 Knowledge needs to be family-based, community-based 

It is often the case that the right person can help give understanding in a way that helps another 

person feel good. And given that it is usually family that plays the most significant role in 

creating good feelings, it is important that family members are supported to be confident in 

their  understanding.  The  importance  of  parents  or  carers  acquiring,  or  being  given,  the 

information so that they can take on this role was highlighted in a comment: 

[T]hat’s why we need to build their confidence, help to go and look for the knowledge 

first, and learn … that’s why the other person have to be there all the time for that 

person, the other one who has confidence in speaking or confident in looking. (Lundu, 

father) 

Similarly,   others   recognised   the   importance   of   communicating   health   knowledge  to 

communities rather than individuals: 

How to stop the germs from spreading, you know that message hasn’t been told yet. 

And if we need to really think seriously about health then that work needs to be out 

there and telling the rest of our community … we need the whole family gurrutu 

[kinship groups]. (Rinytjan, patient) 

6.3.2.6 The role of escorts 

The importance of having someone accompany Aboriginal patients to hospital is recognised by 

health services, who pay airfares and accommodation for family members to escort patients. 

Escorts are almost always family members. Escorts are a particular example of the importance 

of family in contributing to both feeling good and understanding. While their role is primarily 

to provide kinship-company, they also play an important part in communicating information 

between health service staff and the patient. While this is recognised as the role of the 

Indigenous/Aboriginal Liaison Officer, they are often too busy to help when needed. It is 

important  that the escort is  prepared and  sufficiently  confident  to  take on the role of asking 
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We watched the [Take Heart] video, the whole family was very engaged, and at the 

time there were four other boys about eight or nine ... Galikali [older teenage girl] in 

particular was very engaged, translating to the little ones. They talked afterwards 

about having the videos on an iPad (so we didn’t have to worry about finding wi-fi) to 

show others. (Journal note, 11/11/16) 

 

We talked about what parents can do if kids don’t do what they tell them. Gutjan spoke 

beautifully and simply about other adults helping, supporting. And gave the example 

of Baŋaḏitjan helping her with her children. (Journal note, 11/11/16) 

 



questions. ‘Do they know how to ask questions? Did they get the full story?’ (Nyunyul). 

Therefore, it maybe that the nearest relative (mother) is not always the best escort. Sometimes 

an Aunty went instead because she was less afraid about what might happen to the child 

(Dhumdhum). In one case, the father rather than the mother was the escort (Lundu). Of course, 

if costs allow, it is best to have two escorts – one for emotional support, the other to take on 

information. Where patients come from remote communities, however, this is viewed as too 

expensive. 

Providing both good feeling and information is a challenging path to negotiate. The role of 

being an escort is fraught not only in the hospital, but also when the patient and escort return 

home, as they can get caught in a conflict: the patient may not want to speak about their health 

problems while other family members want to know and expect the escort to share what they 

know. People who have been escorts report confusion about whom they can tell information 

(the story). Are they meant to pass on information (hospital confidentiality processes contribute 

to this confusion) and, if so, to whom? (Lundu). This burden of responsibility is  heightened if 

there is a possibility of the person they are escorting dying (Dankapa). 

Aboriginal health workers are also important. Bathi described that she ‘got a clear story from 

xxxx [an Aboriginal health worker]’. The information she received made Bathi extremely 

proactive in making sure she got her injections, despite considerable difficulty in accessing a 

health service from her remote island home. 

6.4 Theme 3. Choosing a good djalkiri (path) 

This theme explores how the previous themes of ‘maintaining good feelings’ and having a ‘clear 

understanding’ play out in the lives of participants and their families in terms of their decisions, 

choices and actions. Minitja theorised this link early in the yarn data analysis process, 

describing it simply in terms of clear information (knowledge) and support to feel good, both 

being needed in order to make good decisions – to be on a good djalkiri (path). From this 

straightforward beginning the Yolŋu co-researchers analysed interviews looking at why people 

make the choices they do. Like many of the participants, the Yolŋu co-researchers were 
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I had a conversation with Minitja about some people not being good escorts because 

they don’t ask questions, and therefore don’t find out the whole story. I ask if the 

difficulty of asking questions about what the doctor says is why people need an escort, 

Minitja replies ‘Yes, because people feel lonely’. She is more interested in talking about 

emotional support than focusing on the patient advocate role of escort. (Journal note, 

4/10/2017) 

 



themselves grappling with how to make unfamiliar decisions. The nuances in the relationships 

between the three themes became more complex as we dug deeper. 

During the OTW project discussed in Chapter 4 there were frequent and ongoing discussions 

about the progression of RHD, from infection with Strep A to heart failure. This required using 

both-way learning dialogues and finding metaphors to develop a clear conceptual 

understandings of germ theory, the immune systems, the structure of the heart and other disease- 

related issues. Understanding the steps in the progression of RHD naturally leads to a discussion 

of how to prevent that progression (Haynes et al., 2019). A clear way to create understanding 

about prevention was to talk in terms of choices on a djalkiri (pathway). Dr Lawurrpa 

Maypilyama had discussed djalkiri and suggested basing our work on it as a metaphor for 

choice. Djalkiri is the Yolŋu word for foot, but the concept extends to both foundational law 

(used, for example, to describe the Australian Constitution), and ‘pathway’. To follow in the 

djalkiri (footprints) of one’s ancestors is a highly valued characteristic. A journal note regarding 

an OTW meeting highlights this aspect. 

Similarly, Yolŋu need to 

find the right way to go and right way to live, like the pathway and there have to be 

always choice the way, hey, choice [choose] the way where to go. (Lundu, father) 

The interaction between the previous themes of ‘maintaining good feelings’ and having a ‘clear 

understanding’ is explored in two sub-themes related to the question of who decides and to 

using feelings to make decisions. 

6.4.1  Whose choice is it to make? 

Yolŋu are not accustomed to making the kinds of choices necessary to manage complex, new 

health conditions. As discussed previously, traditionally Yolŋu made choices based on correctly 

interpreting familiar signs and choosing between known variables, and these choices were to a 

large extent guided by feelings. That is, understanding the observed signs leads to confidence 

in making choices. Additionally it is important to let people (including children) decide for 

themselves, albeit at times with gentle encouragement. This is contrasted with the language of 

risk used by health service providers, which leaves people feeling that there is ‘no choice’.  
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This idea catches Gutjan’s attention, he says ‘We are the djalkiri people’. Then 

everyone is interested. It is a great way to review the story, and the idea that there are 

a series of good choices and less good choices that take you down a good or not good 

path. (Journal note, 25/7/17) 

 



Making choices can be empowering; the inability to make a choice in a medical context often 

results in the perception of being told what to do. 

6.4.1.1 ‘The choice is his’ – the individual decides 

A strong theme was that it is up to the individual to decide how to control his or her life, and 

that encouragement, not ‘bossing’, is critical to helping individuals make good decisions. 

The mother of  a now-adult  man  describes  how  her son  made his  own  mind  up  about his 

injections. 

We stayed in Adelaide for one year and he stopped getting his bicillin … And I asked 

‘Rinytjan, is it alright tomorrow I’ll take you to the hospital to get your injection?’, and 

he looked at me and he said, ‘Mum, I’m alright, my heart is alright’, and I said ‘Yuwalk? 

[truly?], no joint pain?’, and he said ‘I’m alright’. [Later] I always say to Rinytjan, ‘I 

don’t want to lose you, even though you don’t have the bicillin please get your heart 

checked’. [Int: Did he go?] I don’t know, it really up to him, the choice is his. (Nyunyul, 

mother) 

Similarly: 

It’s up to the individual person to decide, to find how he can control his life … every 

individual person can think properly what is the best way to get things, and what is the 

best way to live and to look after the body. (Lundu, father) 

I suggested that it was good that Duynga’s son (who has also had RF) could learn from 

Duynga’s story (that is, that not staying on the injection could cause problems later on). Duynga 

replied ‘It is up to him’ (Duynga, father). 

It’s  something  I give towards my  children,  I always step back,  I don’t want to push 

them, I want to give them time to keep, in their own time. (Rinytjan, father) 

A journal note regarding a conversation with a woman in Yilpara about her son’s story gives 

more detail. 

Lundu provided a description of the difficulty some individuals have in making good choices. 
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He was maybe 15 (about ten years ago I reckon) and she was busy teaching and 

described that at 15 he was ‘Ok to look after himself’. She did take him to the doctor 

when he was diagnosed, but after that he took himself for his injections. She reminded 

him occasionally. Later he was told he had to have heart surgery and ‘He decided for 

himself that he would go’. The first she heard of his decision was when they called her 

to say she had to go with him to Adelaide. (Journal note, 5/3/17) 

 



To choice those, to taste all those foods, to taste it first, whether it is manymak [good] 

or yaka manymak [not good], it’s manymak … it has to be always choice, what to do, 

every individual person. Because we know those weaknesses hold the person tightly, 

and can’t move properly because of those weaknesses… like ŋarali [tobacco], like 

sugar, you put more sugar in there and drink it we can still feel the taste and still want 

it more, to have the sugar and it holds you tightly [sic], yes, it holds you tightly, if we 

put some of it away, like for example to make tea but not put sugar, something like that 

it is up to the person to decide maybe not to do this or not to do that. Or for the little 

ones to tell them not to play, they have to look after themselves, not to hurt themselves. 

(Lundu, father) 

Discussing this section of the yarn, one of the Yolŋu co-researchers commented that ‘[w]e 

didn’t put that story [of addiction] from the head to the heart’, meaning that in order to change 

actions the Yolŋu needed to relate knowledge to their feelings (‘through the heart’). 

6.4.1.2 Family involvement in making decisions 

The rhetoric of allowing individuals to make their own choices is not always matched by reality. 

That is, families have a degree of agency in decision-making for a sick person. As a teenager 

Yalku had been told that 

[y]ou have two choices, needle or medication – I was going to put myself on 

medication, but my mum said ‘No, we’re going to get a needle every month. Because 

you might forget when to take your medicine.’ (Yalku, patient) 

While there were examples of teenagers taking themselves to the clinic for their bicillin 

injection, for most young people family involvement was crucial in accessing care. Attending 

a specialist appointment from a remote community involves days of travel, meaning carers must 

take leave from work and leave siblings in the care of other family members. For some carers 

this is too difficult and other family members step up. Of the seven interviews associated with 

hospital appointments, five included grandmothers or aunts. 

Family involvement will often involve negotiating the line between bossing and  encouraging. 

Grandmothers tend to have more capacity to ‘boss’. 

I just ring him and remind him he’s got to go to the clinic for his needle and check your 

date. (Dhunku’s grandmother) 

In the case of Dankapa there was much to-ing and fro-ing about the extent to which her heart 

surgery was her choice or the family’s – more specifically, her husband’s – decision. A series 

of journal notes indicate how difficult and fluid this situation was. 
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Then, after her death: 

6.4.1.3 Teenagers with RHD – the challenges of transitioning to adulthood 

Regardless of the degree of family input into the care of a child, transitions in responsibility for 

decision-making take place as children become teenagers. For many Aboriginal children this is 

likely to be at a younger age than non-Aboriginal children. For example, 

family tries hard and hard but if the boy or a girl gets to 12 or 13 their thinking can 

change quickly. They can change their attitude in one second. If they start to grow into 

being a young woman or a man now. Their attitude can change just like that … and 

they don’t listen, they’re like ‘No, I’m old enough now, you can’t tell me what to do’… 

when you’re a teenager, you think you know it all. But when you’re in your twenties 

you be like, I regret it, I should’ve listened. (Yalku, patient) 

Insights into the reasoning behind teenagers’ decisions reveals some of the complexities they 

must negotiate. Six short cases are given here. 

1. Gamarraŋ could easily be stereotyped as a belligerent, hoody-wearing teenage boy, but I also 

knew him as gentle, curious and close to his family. He had a cardiac specialist appointment 

in Nhulunbuy (Gove) but refused to go. The health service was frustrated, having organised 

flights and being concerned that it might take a while before another appointment could be 

made. A conversation about how he was feeling revealed his involvement in an incident last 

time he was in Yirrkala (the Aboriginal community next to Gove). He had narrowly avoided 

getting into a fight with a young man who had been drinking; shortly after, the young man 

had suicided. Gamarraŋ didn’t want to go back to Gove because of bad feelings – ‘too much 

worry’ and being ‘scared of something else bad happening’ (Journal note, 6/10/18). 
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Dankapa had still not decided on surgery [when she died]. Just before her death she 

had chosen to go to her mother’s country – Dankapa’s daughter said that Dankapa 

had chosen to rest in peace. When we talked later with the nurse she corroborated this 

and that Dankapa’s husband had also said something like this. (Journal note, 26/9/17) 

Minitja is to organise a family meeting. Minitja says Dankapa doesn’t want to think 

about the surgery, but she will have a family meeting and tell them about the operation 

and then she will decide for herself – she is very clear about that. And later at the 

meeting ‘Much was made of it being up to Dankapa to decide which of the two paths 

(djalkiri)’. (Journal note, 21/6/2017) 

 

I went to visit Dankapa’s husband, he said ‘The family has agreed that she can have 

the operation’. A totally opposite rhetoric about how it is her decision to make! (Journal 

note, 24/6/17) 

 



2. A 12-year-old boy was in Darwin hospital following a bad recurrence of his RF, the result 

of missing his SP injection while he was away from his usual health service. He was at a 

large men’s ceremony that lasted more than a month. Attending the ceremony was a cultural 

requirement for the young man. When he became very ill with RF he had been dramatically 

taken to Darwin hospital. This caused the senior law men great consternation and concern 

that by leaving the ceremony part-way through the boy was in spiritual danger. A senior law 

man had come to the hospital to protect the boy spiritually and was also keen to return the 

boy to the ceremony. If anything bad happened to the boy, the law man was in danger. In the 

end, a meeting of Yolŋu (law men) and Balanda (medical) experts was convened to negotiate 

the conflicting cultural requirements of two worldviews. 

Wambal was a very resourceful, independent and self-directed 13-year-old. In theory she 

was being cared for by her grandparents, but they were very busy with many other family 

demands. After Wambal was taken to Darwin hospital with RF, there was discussion in the 

community about how her skins sores had been left untreated for some time. It became clear 

that Wambal moved from family to family, often as part of a group of teenage girls, 

according to where they were welcome and where food was available/plentiful. They were 

loved and cared for by extended family but, ultimately, no-one had much sense of 

responsibility for her. Given that going to the clinic with skin sores would almost certainly 

result in a painful injection, Wambal needed to be supported to go: ‘[S]he was afraid of 

getting an injection. She has no parent figure to support her to go’ (Journal note, 24/7/17). 

Wambal’s story continued – she had no close family member with her while in Darwin 

hospital. There was a significant funeral ceremony happening in her community and her 

grandmother, who might have otherwise accompanied her, was unavailable as she had 

significant cultural obligations to attend the ceremony. Wambal was very conscious of the 

significance of the funeral; her homesickness was acutely felt and she was persistent in 

telling hospital staff that she wanted to leave. It was very hard for her to hear the story about 

the medical risks when she was overwhelmed by these other worries. In my journal notes  I 

noted that 

3. 

4. 

5. Miyapunu is a 16-year-old young man, passionate about playing football. As post-injection 

pain makes it hard for him to run, he juggles when to have his injection. This is difficult as 
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[w]e have a much better chance of Wambal being able to hear the medical story when 

she feels her story about needing to be at home has been heard. Wambal is a smart girl 

with good English – I’m sure she understands what is being said to her about her 

health, but the fact she is repeatedly asking to go home indicates to me that she doesn’t 

feel heard. (Journal notes,5/10/17) 

 



if he misses training, he will be ineligible to play in the Saturday game. The days he would 

prefer to have an injection do not match with the one day a week his local health service has 

designated for SP injections. Miyapunu has good support from friends who know about his 

injections, but he has not told his coach, fearing he might lose his place on the team. 

6. Dharpa described how when her 14-year-old son hears the plane with clinic staff on its way, 

he says he is manymak [good] and runs away. Dharpa describes that her son has soft skin 

and doesn’t like to get injections because they leave marks. 

The transition from child to teenager is a crucial part of the RHD journey and has been explored 

in depth by Alice Mitchell (2017). Of particular concern is that at 18 years old, teenagers leave 

the relatively specialised care of paediatric cardiology and move to the care of adult 

cardiologists who have less knowledge and experience of both RHD and young people. A 

paediatric cardiologist commented that many 18-year-olds leave her care and then turn up at 

age 24, critically ill. The transition from paediatric to adult care is always difficult, but it is 

particularly so in the case of RHD as the period between the ages of 15 and 25 is a critical, 

high-risk time (Dr Remenyi, personal communication). 

Participant findings and journal entries confirm that it is not always possible for young people 

to be self-directed. For instance, as a confident young man seeking independence from his 

family, Wayin would have liked to take himself to his appointments for his injection but needed 

a car and his driver’s licence to do so if the appointment was on a school day. Alternatively, 

he considered that he could take the day off sick so he could walk from home. 

6.4.1.4 Health service providers’ role in decision-making 

The general reluctance to tell others what to do makes Yolŋu extremely sensitive to feeling they 

have been told what to do by Balanda. Minitja, for example, was not keen on the idea that 

anyone would tell someone else what to do, and specified when we were talking about how a 

family member might encourage an individual to make a choice, ‘Don’t confuse with Balanda 

telling us what to do – we don’t want to listen to that’. This is particularly significant as ‘when 
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Buḻanydjan refuses to see an adult male cardiologist. She can articulate the care she 

wants, despite all her disadvantage. Buḻanydjan has a very difficult life. She has no 

role models, no support. Many of her relatives, including her mother, have died from 

RHD. Now Buḻanydjan is getting to an age where sex, drugs, alcohol are all starting 

to play a part. She has struggled with RHD all her life, she was sick before she started 

to enter adulthood, and ‘now she is in no-man’s land’. Children who have had it rough 

all their life, have it roughest as adolescents, they are failed again in transition to adult 

care. (Journal note, 5/4/17) 

 



we started learning to listen to the names of the sickness … [w]e started hearing “There’s no 

choice for you”’. (Minitja, co-researcher). 

More dramatically Gumbu’s father sees that 

sometimes doctor makes decision and everybody just follows him, I’ve seen a lot of 

renal patients be told that’s it, this is the end of the line, you’re going home, up there, 

you're staying there for quite a while then in a couple of weeks then you die. 

Being disempowered in one’s decision-making by health service providers is particularly 

problematic for teenagers. 

While it is not surprising that Minitja made the following statements, it needs to be recognised 

that it took considerable courage to stand up in front of an audience of mostly Balanda 

researchers and say: 

Balanda can’t tell us what to do, can’t change our lives, we have to think clearly for 

ourselves. 

We do need (lifestyle) information but given in a way that makes us feel good. So, we 

can work together to solve problems, and help everyone to be healthy … then the choice 

is ours to make, to think about the decision. 

In contrast, clinicians may make decisions that conflict with those of patients and families. For 

example, a grandmother, describing taking her grandson to the clinic for an injection, found 

that ‘sometimes clinic would say, “That’s not an emergency”’, and the injection would not be 

prioritised for her grandson (Dhunku’s grandmother). 

6.4.2  Using feelings to guide decisions 

As discussed previously, RHD is a relatively new disease for Aboriginal people, and without 

previous  experience  or  clear  information  the  signs  are  difficult  to  recognise,  creating 
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Observations at the clinic: the nurse told me about Balaŋ having his injection. Wämut, 

who was also having monthly SP injections, had come with him. At first Wämut had 

suggested to Balaŋ to have the pain-relieving injection, the local anaesthetic 

(lignocaine). But the nurse had dissuaded Balaŋ on the basis of why have two injections 

when you can just have one. Wämut had then asked if he could give Balaŋ the injection. 

This was also not allowed. Later Alice (Mitchell) and I discussed the question of 

empowerment for the young people having the injection (and their choices about how 

the injection is given). When their preferences were not listened to, they responded with 

passive neutrality. This made us have concerns about the transition to adulthood for 

the teenagers. (Journal note, 8/11/16) 

 



uncertainty, lack of confidence and worry, which consequently influence the choices and 

decisions that impact on behaviour and actions. Having to both develop new learning skills and 

conceptual frames and acquire new knowledge makes it likely that some people will avoid 

making choices at all, particularly if they have already been made to feel bad regarding their 

health or experienced shame in interactions with health service providers. Alternatively, there 

are examples where more positive health-promoting actions resulted from being supported and 

encouraged, confirming that feelings are the most significant driver of decisions about actions. 

An early example was a comment regarding the personal motivations to participate in the OTW 

project: ‘We are doing this project because of how we feel’ (Journal note, 15/11/16). Similarly: 

This is what my story is, I didn't say from my mind, I was saying from my heart about 

how I see with my physical eye, and also what I feel through my little boy’s sickness 

… We use our heart to think, to find a choice. (Lundu, father) 

6.4.2.1 Encouragement and support 

Given that encouragement is a key source of good feeling and confidence, many Aboriginal 

families are reluctant to intervene in a child’s development other than by showing pleasure in 

positive actions and growth. Analysing Wayin's yarn, Yolŋu co-researcher Makungun defined 

encouragement as ‘give support so he can make the right choice’. That is, feeling better about 

oneself can help one make good choices for oneself. Therefore, building confidence ‘is a way 

to guide teenagers rather than telling or forcing or making them scared’ (Makungun, co- 

researcher). 

In the course of the PhD research, many of the teenage participants expressed interest in meeting 

other teenagers, describing how they had found support from friends or provided support to 

others to have their SP injection. For example, Bapi’s aunt describes how he encourages his 

cousin: 

Keep up with this medicine … sometimes he [cousin] doesn’t want to take the 

medication or the needle and he’ll just take off and hide himself for a while and then 

they stop looking for him. But luckily he got him [Bapi] to encourage him and explain 

stuff, you know. (Bapi’s aunt) 

Further, some young participants also expressed the desire to support others more generally, 

through sharing their stories as a community champion or mentor (Wayin, Yalku, Miyapunu) 

or making a documentary about their RHD stories (Mungudjurk). Support includes developing 

an understanding. 
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We just help one another so we can understand each other about this sickness, how 

sickness travel, how it affected, and what’s the really inside story, the really deep inside 

knowledge, what's the deep knowledge. (Lundu, father) 

Encouragement can come from passing on knowledge based on one’s own experiences. 

I’m able to pass that message [about the need to have the injection monthly] to one of 

my sons, and also to encourage him to keep on taking that injection. And I still talk to 

him time to time, like, I went through the same, you know, what you going through 

now … just keep reminding him, encouraging him not to miss, and I have my  wife to 

help me pass on that encouragement. (Rinytjan, father) 

Through enabling a patient to feel good, the emotional support provided by family hospital 

escorts also contributes to building knowledge/understanding. Without that support, as in the 

case of Dankapa, the patient is unlikely to ‘hear’ what health staff are telling them.  

The significance of the link between maintaining good feelings and health behaviour change, 

such as taking medicines, was an important part of my discussions with a senior, very 

experienced Yolŋu researcher, Dr Lawurrpa Maypilyama, who has been working in this area 

for many years. Lawurrpa discussed the value of relationships and encouragement in delivering 

health information. 

You don’t have to talk in a way that hurts other people, talking roughly, with bad 

manners. Instead you can talk in a way that doesn’t hurt but will make them change 

their behaviour, in a way that will draw them to you, so they come and be part of 

bukmak (everyone/family/group). Being all together is a good thing. It is like putting a 

plug in a power point, a phone on a charger – the lights come on. Until you do that 

they are too far away. You know your information was told when you talk in a quiet 

way, the language used is different than normal talk. (Dr Lawurrpa Maypilyama, 

researcher; my emphasis) 

Bapi’s Aunty provides an example of positive encouragement given to her teenage nephew.  

In a good way, like you have to encourage saying this is good medicine, this will help 

you, this will keep you alive for a long time, and when you get older, it will get healed 

and then you can just look to the future … keep up with the needle and you might be 

someone, like you might travel the world or something. Like, we might send two of 

my boys, him and my son, to Adelaide school. (Bapi’s Aunty) 
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Encouragement can also include protecting a person from negative feelings, as Lundu describes 

supporting his son – it is a matter of the whole family choosing the right path and always giving 

his son positive feelings: 

I didn’t put doubts to my son… and I was very strong too with my little boy, to go to 

doctors. (Lundu, father) 

6.4.2.2 Confidence 

Positive emotion is related to having clear understanding (appropriate action identifiable from 

a familiar sign) and therefore the ability to make good choices. Confidence was seen as being 

built through choices such as to do sport or take on challenges (Rinytjan, Yalku, Maranydjulk, 

Wayin). Asking questions of health service providers is a particular challenge that requires 

confidence. 

Then I decided to go and see the doctors, and ask the doctors what the disease is and 

how it affected I always asked person, that’s how your confidence have to build up ... 

That’s how you can learn each other, through asking each other … that’s how the 

confidence build up, like a practice. (Lundu, father) 

Examples of confidence being built in teenagers occurs when they support each other to go for 

their injections. This was noted in both the smaller community data collection sites in Yirrkala 

and Yilpara. For example, Mungudjurk had a good friend of a similar age on the SP injection, 

and they 

always do [talk together, saying] be careful and to get the injection every three week 

times, don’t miss it. (Mungudjurk, patient) 

Making choices from a place of feeling good is likely to set up a positive feedback loop. It 

becomes a two-way process, where having the support and encouragement from family results 

in having regard for family and looking after family. This translates to a greater feeling of family 

connection and therefore engenders support from family. This explains the commitment 

to adhering to family obligations. 

Choosing to feel good might be the most assertive act possible. How one feel is the only thing 

one can control, particularly when one is socially disenfranchised. An older father described 

how he talks to clinicians when they cause him pain during his dialysis: 

I talk to him straight, to ask him not to do it again. It’s my body, I’ve got feelings, I 

talk to them like this, I feel pain, you don’t, if I put it into you, you feel pain too, we 

are human like you, I’ve got feelings like you. (Gumbu’s father) 
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6.4.2.3 Faith, trust and confidence 

Faith, like trust, is a choice. In some cases, we are encouraged by others to have faith in God 

and doctors. The positive feelings engendered by faith build confidence, and trust helps to 

mitigate the fear of the unknown, especially in difficult times associated with sickness. With 

confidence, trust in one’s own resilience, one’s capacity to deal with troubles, is bolstered. 

Confidence builds as people make choices, take on challenges, and notice their own strengths. 

As with other examples of faith or trust, this confidence in one’s capacities is an important way 

to feel good in the face of difficulties. As discussed earlier, some participants clearly made 

choices to build their confidence in themselves; conversely, others experienced being restrained 

by family or poor health from actions that might have helped build confidence. 

In an uncertain, changeable world and without the confidence that comes from having a clear 

understanding, having faith mitigates worry, in turn enabling trust in doctors and medicine. 

So then give me worried, and then I didn't put doubts to my son, I just put my faith … 

So I always put my faith all the time, even though I trust the physical doctors that they 

help my little boy, I get the right message from as God is ‘working through the people, 

to share the knowledge, to let individuals know about this particular story’. (Lundu, 

father) 

While faith may help people feel better it does not necessarily help understanding, as described 

previously. Faith may at times be exploited by health practitioners, as simple faith and trust do 

not require knowing the full story. 

Conversely, the Yolŋu and Western worldviews align regarding the trust placed in those who 

have deep knowledge of signs (experts). That is, clinicians who clearly state their learning and 

depth of knowledge are likely to be considered worthy of trust, even if they lack the skills to 

communicate a clear conceptual understanding. 

6.5 Discussion 

The findings from this research are deeply embedded in a worldview that prioritises 

relationships and the wellbeing of family/community (maintaining a collective ‘good feeling’). 

Importantly, the findings reflect a knowledge system built on the identification and 

interpretation (meaning-making) of signs through nhina, nhäma ga ŋäma. A strong Aboriginal 

voice  emerges,  providing  a  theory  of  the  inter-connectedness  of  knowledge,  choice  and 

behaviour/action not previously heard in the RHD domain. 
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The difference between the Yolŋu and western/biomedical worldviews described here helps 

explain why clinicians get frustrated and why patients lack confidence that they are getting 

good care or do not engage fully with treatment options. These differences can be described as 

constraining the space of productive dialogue. Most potently, these differences cause stress and 

fear, such that poorly delivered health message can make a person feel bad (loss of confidence, 

‘stumbling in the dark’) to the point they might ask ‘are they [Balanda] trying to kill us?’ These 

health-related fears occur in the broader context of the anxieties and tensions caused by the 

colonisation of Yolŋu ways of knowing, being and doing, and result in a reluctance to talk about 

sickness or to ask questions. For the Yolŋu, good or bad feelings and clear understandings or 

confusions lead to good or poor choices or inactions, which become even more complex given 

socioeconomic, political,  historical  and  cultural  contexts.  Meanwhile, 

clinicians are limited by their unfamiliarity with Yolŋu worldview constructs. 

On the other hand, the findings provide guidance regarding the factors that broaden the space 

of productive dialogue. The value placed on feeling good – in particular, feeling confident (as 

opposed to fearful) – and the role of family in instilling confidence, suggests that building 

relationships and engaging with Aboriginal patients from a starting point of creating a good 

feeling (strengths-based approach) is a priority. Similarly, facilitating and resourcing peer 

support opportunities for cohorts, such as ‘teenagers on SP’ and grandmothers, will build 

relationships based on new understandings. 

The findings also point to the need for productive dialogue around the diagnosis and treatment 

of RHD based on an understanding of the Yolŋu worldview. This includes recognising that 

when signs are not clear and/or ‘names’ for germs and diseases are not known, Yolŋu will 

attempt to make meaning without having access to clear information. Therefore, providing 

Yolŋu with the ‘deep story’, using the language of signs and correct names, will help build 

confidence in their understanding ability to make good choices. Future work is urgently needed 

to further unpack understandings of signs of disease and concepts of risk, through workshops 

to ensure the full information can be provided in the most appropriate way with reference to 

language, metaphor, graphics and story. 

Encouraging people, families and communities to stay on a healthy djalkiri (path) was a key 

motivation for community members to be part of OTW. They particularly wanted to enable 

teenagers to feel confident and make good choices, in turn determining their own positive 

djalkiri as young adults. Confidence arises where the three themes related to feelings, knowing 

and actions intersect. Confidence can be built or undermined at any point in this intersection. 

Confidence plays a part in every step of the process where having a sense of being supported 
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creates a good feeling, thus allowing new/difficult information to be more easily understood 

and consequently for positive health-promoting choices to be made. Confidence relates to 

resilience, the belief in one’s capacity to deal with difficult situations. Confidence can be built 

on faith or trust in external experts (medical or religious), or on one’s own clear understanding 

of the ‘deep story’. 

6.5.1  Trauma-informed care 

The Yolŋu describe nhäma djinawa as 

[s]eeing deeply inside and sensing/feeling [that] can create extraordinary empathy, to 

the point that one can almost ‘become’ the sufferer and feel what they are feeling ‘from 

within’ (Donatis, 2010). 

In this way the strong relationships between individuals, their family and community mean that 

what he or she feels is imparted to everyone else. Thus, feeling bad is seen to be communicable; 

one negative person can cause everyone in the community to feel bad. Therefore, it is not selfish 

to avoid feeling bad if it means others are likely to feel the same way.41 In the RHD context, 

this suggests that painful SP injections (for example) can easily cause a trauma that not only 

might take a child years to get over but have a far-reaching impact beyond the child and his or 

her family. 

While yarn participants and Yolŋu co-researchers did not use the term ‘trauma’, it was clearly 

perceptible in their stories. That is, there was evidence of psychological trauma in the stories of 

injection pain, forgetting, confusion, fear, stress and anxiety. Similarly, there was evidence of 

trauma in a cultural sense, with examples of inadequate care, unclear communication and 

dislocation from Aboriginal ways of knowing, being and doing (Adams et al., 2020). There 

were constant examples of inexplicable loss, grief and trauma associated with losing family and 

community members to RHD. The lack of reference to trauma suggests that it is normalised 

and intergenerational. It is well recognised that the interconnected issues of trauma and the 

ongoing stresses of disadvantage, racism, alienation and exclusion all contribute to poor health 

(Dudgeon, Milroy & Walker, 2014). Interestingly, the literature review of lived experience 

of RHD (Chapter 3) drew attention to the omission of trauma in the reviewed literature. In 

other words, as detailed in Chapter 7 (Haynes et al., 2021) there needs to be a policy and 

practice commitment to delivering culturally responsive trauma-informed care (Wall et al., 

41 This empathy extends to country as family; in this way, feeling bad about degradation of land can cause sickness. 
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2016). Such care is based on knowledge and understanding of how trauma affects people's lives, 

service needs and service usage, as well as the Aboriginal cultural context in which this occurs. 

Participants did talk about the importance of factors that contribute to their social and emotional 

wellbeing (SEWB), such as relationships between individuals, family, kin, and community, and 

connection to land, culture, spirituality, and ancestry. These are ‘collectively recognised as 

important cultural determinants of health’ (Adams et al., 2020: 242; Dudgeon & Walker, 2015; 

Gee et al., 2014). 

This focus on maintaining good feelings potentially relates to the ‘wellbeing paradox’, whereby 

Indigenous people of remote and very remote Australia report high levels of wellbeing and life 

satisfaction (happiness) despite socioeconomic disadvantage and mainstream deficit discourses 

(Schultz, 2019). While measures used in studies demonstrating the ‘wellbeing paradox’ were 

related to connection to language, land, law and ceremony (Cairney, 2017), it could be argued 

that it is only through good connections and positive feelings that these factors act as they do 

to promote wellbeing. 

Therefore, trauma-informed care, in this context, needs to be built around recognising the 

strength in choosing to feel good as an assertive act, particularly when one is socially 

disenfranchised. 

6.6 Conclusion 

The findings in this chapter strongly suggest that clear understanding of RHD requires 

broadening the space of productive dialogue through positive experience, and information 

coming from the right person with the right feeling. In this way, making decisions based on 

feeling good can become a virtuous cycle, a positive feedback loop, highlighting the need to 

support Yolŋu by giving information in ways with which they are familiar. 

The rationalist theory of behaviour change in Western social science does not align with a 

worldview that prioritises feeling good and avoiding feeling bad (or making others feel bad). 

Nor does it incorporate the centrality of meaning-making or the understanding of signs to 

explain what is a relatively new disease in their lived experience. Enabling clinicians to regard 

Yolŋu ways of knowing being and doing with equal value, despite its unfamiliarity, and to build 

their confidence in working in a new way gives hope for better provision of healthcare for 

Aboriginal people. Future work is urgently needed to further unpack this through workshops to 

ensure the full information can be provided in the most appropriate way with reference to 

language, both-way learning and metaphor (see Chapter 8 for more detailed recommendations). 
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Yolŋu ways of knowing being and doing and Western medical practices and belief systems need 

to be brought together in a space of productive dialogue without apportioning blame or, indeed, 

suggesting a binary. Rather, the differences as revealed in the findings can be woven into a new 

mat of ways of working together, as indeed happened in OTW (Chapter 4). 

The next chapter draws on RHD practitioner interviews to provide insight into the factors that 

constrain service provision and suggest strategies to broaden the space for productive dialogue 

between Aboriginal people living with RHD and the health system. 
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Chapter 7. Decolonising Indigenous health: generating a 

productive dialogue to eliminate rheumatic heart disease in 

Australia (Published) 

Together with the findings from the literature review (Chapter 3), Chapter 7 takes a macro, 

systems view that helps to build greater understanding of why RHD has remained so intractable 

in remote communities in Australia despite the commitment of health practitioners. This 

broader sociological view frames both the in-depth, grounded, community level central thesis 

research findings (Chapter 6) and the community-based action research project (Chapter 4) 

which highlight how RHD has resulted in Yolŋu struggling to understand the impact of new 

disease and adapt to rapid changes in their everyday lives. 

The findings in the previous chapter strongly suggests that to improve outcomes for people 

living with the complex and ongoing individual and collective trauma of RHD requires a 

different approach that focuses on positive experiences coupled with information delivered by 

the right person with the right feelings/intent. Contrary to this, the rationalist theory of 

behaviour change in Western biomedicine does not align well with an approach or worldview 

that prioritises feeling good and avoidance of feeling bad (or making others feel bad). That is, 

the narrow space of biomedicine to constrains the ability of practitioners to prioritise care that 

recognises and attends to the importance of ‘feeling good’ for the Yolŋu. 

In order to explore the structural/systemic factors associated with biomedical dominance, 

(Haynes et al., 2019) this chapter applies a decolonising, critical medical anthropological lens 

to examine RHD practitioners’ perspectives regarding the factors that need to be addressed to 

improve RHD prevention and care. 
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From the experiences and perceptions of health practitioners, this chapter identifies and 

discusses solutions to potential barriers, thereby informing ways to enact new strategies and 

policies to reduce RHD and other acute and chronic diseases in Indigenous contexts. Enabling 

and encouraging clinicians to acknowledge Yolŋu ways of knowing, being and doing as of equal 

value, despite their unfamiliarity with this way of knowing, can build their confidence and 

capacity to work in new ways that can lift their hopes and aspirations for achieving better 

provision of healthcare for Aboriginal people. 
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Chapter 8. Sitting on the mat – Discussion, 

recommendations and conclusion 

8.1 Discussion 

Negotiating the intersection of Aboriginal and Western/biomedical worldviews is unavoidable 

for Aboriginal people living with ARF and RHD because of the complex disease process and 

trajectory, lengthy secondary prevention and surgical treatments (Mitchell, 2018). Rather than 

imply that this is a ‘space where Aboriginal people gradually merge with the mainstream’ 

(Morphy & Morphy, 2013: 177), this thesis has demonstrated the need to delineate a space of 

productive dialogue (a mat we can all sit on) to ensure Aboriginal ways of knowing, being and 

doing are prioritised, not marginalised. Broadening the space of productive dialogue requires 

recognising that while Aboriginal knowledge systems are different, they have equal value and 

status to Western knowledge systems and ‘thus deserve epistemological equality’ (Young et 

al., 2013; AIATSIS, 2019). 

In order to identify the factors that broaden or constrain the space of productive dialogue, the 

thesis adopts a critical medical anthropology (CMA) approach, reporting on four research 

projects that shift from a broad academic focus (Chapter 3) to in-depth, grounded, community 

and individual levels (Chapters 4 and 6) and then back to a systems, practitioner and policy 

view (Chapter 7). 

In this concluding chapter I focus on three areas that need to be taken into account to include 

all voices and their experiences equally to broaden the space of productive dialogue. This 

applies to people and families living with RHD but can be generalised to other conditions. First, 

the links between good feeling, empathy, confidence, and trauma need to be understood and 

integrated into practice. Second, further exploration of the contrast between the Yolŋu use of 

the science of signs and the biomedical use of the science of risk appears to be crucial. Third, 
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and finally, methodological learnings from applying a combination of Indigenous and 

qualitative research methods are discussed to inform future research. The discussion concludes 

with two sets of recommendations: those directly made by Yolŋu co-researchers, and those 

based on my observations from the four research projects. 

8.2 ‘You will know the deep story by how it feels’: good feeling, empathy, 

confidence, and trauma 

The review of the literature related to the lived experience of RHD (Chapter 3) found a lack of 

attention to Aboriginal social and cultural practices related to empathy/emotional care and 

collective relationships, and Indigenous strengths (history, language, culture, knowledge) 

specific to local realities and social contexts. This lack of attention contrasts sharply with the 

lived experience research findings reported in Chapter 6, which concluded that the significance 

for the Yolŋu of feeling good should not be underestimated. This imperative goes beyond an 

individual’s feelings, as the strong relationships between individuals, their family and 

community means that what one individual feels is likely to be imparted to everyone else. Thus, 

feeling bad is seen to be communicable; one person expressing negative feelings or sharing 

their worries about RHD can cause others in the community to feel bad. Conversely, conveying 

a positive feeling can help others feel better in themselves, creating a sense of resilience in the 

face of a relatively new  disease, the signs  of which have proven difficult  to  recognise,  with 

further challenges in understanding why some people get it and others do not. 

This focus on maintaining good feelings relates to the ‘wellbeing paradox’, whereby Indigenous 

people of remote and very remote Australia report high levels of wellbeing and life satisfaction 

(happiness) despite socioeconomic disadvantage and mainstream deficit discourses (Schultz, 

2019; Cairney et al., 2017). The findings of Cairney et al. (2017) and Salmon et al. (2018) 

demonstrate that the good connections/positive feelings produced by being closely connected 

to culture, language and country promote wellbeing. Similarly, in the lived experience research 

(Chapter 6) and the OTW project (Chapter 4), participants talked about the importance of 

factors that contributed to their social and emotional wellbeing (SEWB), such as relationships 

between individuals, family, kin, and community, and connection to land, culture, spirituality 

and ancestry. These experiences and expressions of SEWB are consistent with those articulated 

in Gee et al. (2014) and Dudgeon and Walker (2015). As discussed in Chapter 6, it is likely that 

feeling positive and supported allows new/difficult information to be more easily understood, 

consequently making it more likely that positive health-promoting choices are made and, in 

turn, contribute to confidence in one’s own resilience. 
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As Chapter 7 suggests, the consequence of health practitioners’ failing to fully understand the 

significant impact of an individual’s or community’s emotional state on health-related choices 

and actions is a tendency to overlook or poorly address the trauma associated with RHD. This 

in turn results in further narrowing the space for productive dialogue related to RHD between 

clinicians and community members. 

8.2.1  Trauma 

While it was noted in Chapter 6 that yarn participants and Yolŋu co-researchers did not use the 

term ‘trauma’, it was clearly perceptible in their stories. There was evidence of psychological 

trauma in the stories of injection pain, and in the forgetting, confusion, fear, stress and anxiety 

referred to throughout. Similarly, there was evidence of trauma experienced by Yolŋu as a result 

of dissonance at the cultural interface, with examples of inadequate health care, unclear 

communication, and dislocation from Aboriginal ways of knowing, being and doing (Adams et 

al., 2020). There were constant examples of inexplicable loss, grief and trauma associated with 

losing family and community members to RHD. 

This extent of trauma in the context of RHD is further revealed in the secondary sociolinguistic 

analysis of Indigenous quotes within the reviewed publications undertaken as part of the 

literature review (Chapter 3). This analysis drew attention to the potential effects of trauma 

from the pain associated with the SP injection. These included: 





angst and uncertainty about who holds responsibility for the injections; 

parents’ anguish at seeing children in pain, making it difficult for them to assume 

responsibility for treatment, particularly when their child is unwilling to receive it; 

lack of long-term appropriate support and counselling for the regular painful procedure; 

lack of power to communicate and negotiate with healthcare providers on managing 

their child’s injection pain; and 

inadequate opportunities to gain health literacy to  do with the injections in the context 

of trauma. 







Additionally, people experiencing RHD also live with a high degree of ‘collective trauma’ 

relating to the impacts of colonisation (loss of lands, livelihoods and non-recognition of 

identity, dis-empowerment through racism) and negative feelings related to lack of 

power/agency. The associations between these adverse life experiences and difficulties can 

heighten the trauma associated with RHD. For example, the stress of being hungry due to lack 

of household food is likely to compound the trauma associated with attending the clinic to 
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receive a painful injection. This suggests that painful SP injections (for example) can easily 

cause a trauma that might take a child years to get over and have a far-reaching impact beyond 

the child and their family. 

In this context, the strength in choosing to feel good as an assertive act, particularly when 

socially disenfranchised, needs to be recognised. However, this prioritisation by Yolŋu of 

feeling positive and making choices accordingly often results in actions termed ‘noncompliant’. 

This reflects a fundamental difference in worldview. The resulting narrow space for productive 

dialogue may result in a ‘pervasive communication failure’ (Lowell et al., 2012: 205), with the 

health system failing to provide accessible, acceptable and/or effective services for Aboriginal 

clients while laying the ‘blame for “non-compliance” on the Indigenous clients, establishing a 

cycle of suspicion’ (Lowell et al., 2012: 205). Baum et al. (2009; 1969) also suggest that a 

healthcare focus on changing the behaviour of individuals comes at the expense of focusing on 

‘features of the environmental, political, or economic systems that produce ill-health and 

inequity’. That is, focusing on behaviour change is reflective of a dominant biomedical 

worldview that circumvents the need to focus on systemic change and address primordial causes 

of disease, in turn adversely impacting on lived experience/emotional states. 

The lack of attention to trauma has also contributed to a failure to recognise the dissonance 

between a clinician’s identity as a caring human and system constraints. As described in 

Chapter 7, working with people living with RHD can cause a vicarious trauma, as evidenced 

by the practitioner having ‘nightmares now thinking about the kids missed’ [P 2]. 

8.3 

risk 

What’s  the really deep inside knowledge?  The language of signs and 

RHD is particularly confusing due to its complexity and, combined with poor communication, 

leaves people with limited understanding that is both a result and a cause of worry, stress and 

anxiety. That is, ‘new’ diseases like RHD are particularly likely to be the cause of bad feelings. 

In this context, lacking confidence in understanding the ‘signs’ related to RHD is a key barrier 

to making self-determining or empowered decisions. The Yolŋu desire for the deep conceptual 

knowledge of signs means that when signs are not clear and/or ‘names’ for germs and diseases 

are not known as part of traditional knowledge systems, they attempt to make meaning without 

having access to clear information. Moreover, health practitioners’ tendency to communicate 

with clients using the language of risk factors further disempowers Yolŋu, particularly when 

the concomitant required actions are beyond their means: for example, living in better housing 

or eating nutritious food. 
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The difference in worldviews exemplified by the language of risk helps explain why clinicians 

get frustrated and why patients are not confident that they are receiving good care. Such 

differences in worldview constrain the space of productive dialogue. Most potently, these 

differences cause stress and fear, resulting in poorly delivered health messages/medicines that 

contribute to further loss of confidence (‘stumbling in the dark’), to the point that Yolŋu 

question the intent of Balanda and ask ‘are they trying to kill us?’ These health-related fears 

occur in the broader context of the anxieties/tensions caused by the ongoing colonisation of 

Yolŋu ways of knowing, being and doing, resulting in a reluctance to talk about sickness or to 

ask questions. 

This points to the need for healthcare providers to gain an understanding of Yolŋu frames of 

reference as an opportunity for productive dialogue around the prevention, diagnosis and 

treatment of RHD. That is, providing Yolŋu with the ‘deep story’, using the language of signs 

and correct names, will help build confidence in their understanding and ability to make good 

choices. Future work is urgently needed to further unpack understandings of signs of disease 

and concepts of risk, through workshops to ensure the full information can be provided in the 

most appropriate way with reference to language, metaphor, graphics and story. 

8.4 Research as a means to broaden the space of productive dialogue 

As Dr Yunupingu points out, 

Balanda research has always taken a side but never revealed this, always claiming to be 

neutral and  objective.  My aim in  ganma  is to help, to change,  to shift the  balance of 

power. (Yunupingu, 1991, cited in Kemmis 2014: 138; emphasis added) 

As identified through the OTW project, the space of productive dialogue is broadened when 

communities are empowered through ownership of research processes and enabled to find 

locally appropriate, place-based solutions for preventing health conditions such as RHD. OTW 

demonstrated the factors that support community empowerment and effective partnerships in 

health research (including both-way learning; community co-design, including setting the 

research agenda; fostering of critical thinking; recognition of local contexts) and that shifts in 

power relations are to be expected as a result. 
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We talk together to become a Researcher; we sit there together and nhäma ga ŋäma, 

talking with each other, helping one another and sharing ideas. Sharing knowledge 

and building our relationships. (Journal note, Darwin 2018) 

 



Broadening the space of productive dialogue also requires prioritising appropriate methods of 

knowledge acquisition; more nhina, nhäma ga ŋäma than asking direct questions, the use of 

metaphors, and the language of signs. How Aboriginal and Western/academic research 

approaches   are  aligned   in   practice  remains   an   ongoing   space  of  productive dialogue. 

Nonetheless, 

[a]s costly and time-consuming (and sometimes physically discomforting) as it may 

be, I suggest that decolonising methodology and methods may only be achieved by 

being present in, and adaptable to, the lives of people who dwell primarily on the 

margins of mainstream society. (Plater, 2017: 80) 

Just like the STROBE guidelines for rigorous quantitative observation studies 

(https://www.equator-network.org/reporting-guidelines/strobe/), the methods used to ensure 

productive dialogue in the Indigenous context also need critical evaluation. Recent publications 

provide guidance regarding key criteria to assess the quality of health research from an 

Aboriginal perspective (Harfield et al., 2020) and to assist researchers in planning for and 

assessing the impact of their research (Tsey et al., 2019). Underpinning these criteria is a focus 

on Indigenous research leadership and participation. Building on this general guidance to create 

specific evaluation tools for RHD-related programs, such as community co-designed 

production and evaluation of health literacy tools, would mean including new types of 

indicators focusing on how and to what effect research training, methods and content were 

adapted to placed-based contexts. From a CMA perspective, such criteria also need to maintain 

a ‘critical focus on power as the essential element in maintaining, increasing or reducing health 

inequalities’  (McCartney  et   al.,   2020:   2,  emphasis   in   original)  and  therefore   include 

emancipatory/power shift process indicators. 

8.5 Data sovereignty 

Research  will  never  be  properly  ‘post-colonial’  while  non-Aboriginal  researchers  retain 

sovereignty over the research topics, the method used, the data and the writing and reporting of 

results (Simpson, 2007). 

A discussion with the Yolŋu co-researchers while working in Perth demonstrated the acute need 

for Aboriginal sovereignty over their own data. The term ‘close the gap’ arose. This phrase – 

reflecting the need to address the large disparity in health and social outcomes between 

Aboriginal and non-Aboriginal Australians (Calma 2005; Australian Government, 2020) – is 

one of the most ubiquitous terms in Australian policy related to Indigenous affairs and health 

research. Yet, Minitja and Yunutju had not heard the term. 
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To start a both-way learning process about this subject we met with epidemiologist Judy 

Katzenellenbogen, who effectively provided simple explanations of basic public health and 

epidemiological concepts. A follow-on from this discussion was the interest in knowing more 

about population-level data. This resonated with other observations by Minitja and Yunutju 

regarding how most health promotion/education is given in individualistic terms – for example, 

using phrases like ‘you should …’. From the point of view of people positioned within a 

collectivist culture that is closely connected to community, this makes little sense (a similar 

example is the ‘strange idea’ or individualistic notion of just working for money for oneself). 

The need for health information really seemed to connect for Minitja when we started talking 

about numbers at a group/population level, as described in this journal note. 
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Figure 19. Pyramid of RHD in Aboriginal Australians.  

Source: compilation for this thesis by Haynes and Katzenellenbogen, adapted from Katzenellenbogen et al., 2015 

Later, this understanding was represented in an article that the Yolŋu co-researchers, Alice 

Mitchell and I were invited to contribute to in the online journal The Conversation. 
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This is where our pyramid with social determinants underlying health issues helped 

[see Figure 19 below]. It was from this that Minitja could conclude, ‘It is not our fault’. 

In the conversation Minitja said, ‘Because I am in a remote community I don’t know 

what is happening’. Minitja reiterated the need for training and workshops about the 

gap. (Journal note, April 2018) 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 
 

 

 

 

 
 

 

 

 

 
 

 

 

 



We are communal people, and we want to know the data from our community, not 

focus on what individuals can do for their health. Such data are regularly reported in 

mainstream press and Australian Institute of Health and Welfare reports – but those for 

whom these data are most relevant miss out. We want to know what we can do as a 

community, working together with health providers, to understand, be empowered and 

respond positively to important health knowledge. Giving us population-level data 

gives us a chance to be in charge of determining both problems and solutions. (Marika 

et al., 2019). 

8.6 Recommendations 

The various discussions and observations between Yolŋu co-researchers, myself and others 

(including Alice Mitchell and thesis supervisors) throughout the research process led to a series 

of recommendations described here. The first are from the Yolŋu co-researchers and relate to 

creating community confidence based on good feeling and clear understanding. The second set 

of recommendations is based more broadly on the findings from the four research projects 

included in the thesis. 

8.6.1  Recommendations from Yolŋu co-researchers 

The Yolŋu co-researchers were clear that the purpose of their work was to ‘make a mat for 

everyone to sit on’ – that is, the results of the research need to be useful for everyone. Their 

recommendations reveal what needs to be understood by both Yolŋu and Balanda to have a 

genuinely productive dialogue to in order to work effectively in the intercultural space. The first 

recommendation relates to recognising, facilitating and supporting Aboriginal self- 

determination. The second recommendation relates to creating confidence based on good 

feeling and clear understanding. 

8.6.6.1 Self-determination 

It is perhaps not surprising that Yilpara, the homeland community of the Yolŋu co-researchers, 

was featured as a self-determination case study by anthropologists Frances Morphy and Howard 

Morphy (2016). Nonetheless, it took great courage for Minitja to stand in front of an audience 

of predominantly Balanda RHD researchers and say: 

Balanda can’t tell us what to do, can’t change our lives, we have to think clearly for 

ourselves … [I]f Yolŋu see Balanda bossing, telling Yolŋu you ‘do this and this’ it 

makes it really hard to work with them. (Haynes et al., 2018: see Appendix C for full 

presentation) 
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Similarly, as mentioned earlier, key Yolŋu co-researchers were invited to contribute to a 

commissioned article in The Conversation. In this article the co-researchers stated: ‘We want 

to know what we can do as a community, working together with health providers, to understand, 

be … in charge of determining both problems and solutions’ (Marika et al., 2018). These 

assertive statements reflect the increasing confidence that had developed through cycles of 

research conversations and presentations. 

These strong Yolŋu directives have been embedded as recommendations in the RHD policy 

space, with the inclusion of actions to support Aboriginal self-determination in the Endgame 

Strategy (Wyber et al., 2020) (see also https://youtu.be/AkgDwmSz-EA), specifically: funding 

communities to develop Indigenous culturally appropriate programs; increased and sustained 

resourcing of an Aboriginal-led strategy implementation unit, Aboriginal health services and 

peer support programs; and ensuring culturally safe health provision (Wyber et al., 2020). 

Similarly, recent epidemiological research has recommended Aboriginal leadership of the 

governance, reporting and dissemination of RHD data to support innovative local solutions 

(Katzenellenbogen et al., 2020). 

8.6.6.2 Health promotion recommendations from Yolŋu 

While we were working together, the Yolŋu co-researchers and I had several opportunities to 

present preliminary findings. And as the Yolŋu tend to go directly to the practical application 

of research, findings became recommendations. Encouraging people, families and communities 

to stay on a healthy djalkiri (path) was a key motivation for community members to be part of 

OTW – particularly, that teenagers are enabled to feel confident and make good choices, in turn 

determining their djalkiri as young adults. Subsequently, this focus became both a lens to report 

the findings from the PhD research and a frame for the recommendations from Yolŋu co- 

researchers based on their feeling about our work. 

For example, Minitja summarised our findings for an RHD conference in the following key 

messages: 

We do need (lifestyle) information but given in a way that makes us feel good. So we 

can work together to solve problems, and help everyone to be healthy … then the choice 

is ours to make, to think about the decision. 

For people to make a good decision they need a clear story. 

To hear and understand a clear story people need information given in a way that makes 

them feel good. (Haynes et al., 2018: see also Appendix C) 
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Similarly, in The Conversation article the Yolŋu co-researchers made the point that ‘negative 

health messages made us feel bad’ (Marika et al., 2018) 

 

https://youtu.be/AkgDwmSz-EA


Yolŋu co-researchers and I later worked together to  embed this  thinking in  a set  of  specific 

recommendations for health promotion practice. These were that health messages need to 

consider the: 

1. feelings of the hearer – messages need to be positive, strengths-based and not 

patronising; 

person delivering the message, who needs to be trusted – either through shared 

experience, relationship or expertise; 

type of information – which should be related to community groups/families, not 

individuals (population health data); and 

recommendation – focus should change from ‘self-management’ to ‘group/community 

care’. 

2. 

3. 

4. 

Concurrently, the above thinking and learning were also applied in action. Towards the end of 

the analysis of the PhD yarns and the OTW project (which had included much discussion of 

watching out for skin sores), an opportunity arose to apply for a small One Disease grant.42 This 

was taken up as an opportunity for Minitja to ‘translate’ her thinking, about providing health 

information in a way that makes people feel good, into practice. Minitja proposed two ‘Healthy 

Skin’ books (see Box), which have recently been completed, published and distributed in the 

Laynhapuy homelands (see Appendix A for copies of the books). 

42 A   one-off   $5,000   grant   program   to   support   local   Healthy   Skin   projects   in   east   Arnhem  Land 

(https://onedisease.org/). 
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The Healthy Skin Books 

 

The books are designed to encourage carers of new babies by ‘good feeling stories’ 

about taking care of baby’s skin with lots of photos of beautiful babies. The basic 

narrative of these books is that a baby with beautiful skin makes everyone happy – 

parents, grandparents, family, and community. The first book shows simple skin care 

messages – washing and putting on clean clothes. The second book continues the basic 

theme of happy skin, happy baby, happy everyone but also adds photos of Minitja’s 

grandson getting a skin sore taken care of with the text to say that if there is anything 

the matter with your child’s skin take him/her to the clinic. The purpose of the books is 

to help health workers to start a conversation with carers using a positive, strengths- 

based approach. The books are not an end in themselves but a starting point to create 

good feelings and thereby build relationships and trust. They were also written in both 

 

Yolŋu matha and English to help the reader to learn the relevant English words as well 

as help the health workers to learn the words in Yolŋu matha (a both-way learning 

opportunity). 

 

https://onedisease.org/


At a broader level, findings from OTW were shared with RHD Australia, the national 

organisation supporting RHD policy development and dissemination of information resources, 

and have contributed to the prominence of recognition of culture in how RHD care is delivered 

(RHDAustralia, 2018). Concepts of culturally appropriate and respectful messaging in health 

literacy derived from OTW appear in the third edition of the national guidelines (RHDAustralia, 

2020). Inclusion of OTW community researchers and workers in academic forums (e.g., 

meetings of the national End RHD Centre of Research Excellence) has provided a mechanism 

to ensure that Indigenous voices stay front and centre in research on RHD (End RHD Centre of 

Research Excellence, https://endrhd.telethonkids.org.au/news–events/2018/june/on-track- 

watch-community-researchers-visit/.org.au/). 

8.6.2  Recommendations from the four research projects findings 

This second set of seven recommendations is based on the findings from the four research 

projects included in the thesis and various discussions and observations between me and RHD 

colleagues and co-authors (including Alice Mitchell and thesis supervisors) throughout the four 

research projects described in this thesis. 

1. Value social sciences to support broadening the space of productive dialogue in order 

to enhance both-way understandings to more effectively diagnose and treat diseases that 

continue to create inequities in health and wellbeing for marginalised groups. Critical 

social science methodologies (such as CMA) and methods invite new ways of thinking. 

Social scientists are, therefore, well-placed to apply their critical thinking skills in 

combination with learning and incorporating Indigenous knowledges, methods and 

methodologies. This approach prioritises the inclusion of Indigenous voices from the 

ground up, with a focus on strength and place-based initiatives that value the 

epistemological equality and importance of Indigenous knowledge systems. As 

identified in Chapter 7, the limitations of a biomedical worldview rarely give 

practitioners the opportunity to develop the critical sociological analytical skills 

essential for seeing and advocating for alternatives. It is, therefore, recommended that 

there be mutual convergence of biomedical and social sciences to create new ways of 

working in collaboration with Aboriginal communities and individuals (Napier et al., 

2014). When there is a failure to recognise the need for health practitioners to have skills 

such as those associated with health-promoting community development, the space for 

productive dialogue remains constrained. 
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Attend to the discourses of signs and risk. Future work is urgently needed to further 

unpack the implications of the differences in focus of using signs to promote positive 

understanding versus the language of and focus on risk. Ideally, this would occur 

through workshops to investigate and provide the ‘deep story’ (full information) in the 

most appropriate way with reference to language, metaphor etc. This naturally requires 

a meeting of both clinicians and Aboriginal experts in their own languages and cultures. 

Further, given the distress caused by using the unfamiliar language of risk, rather than 

clinicians asking patients whether they have understood the health-related information 

being imparted they could instead ask patients whether the information has been 

explained in a way that enables them to feel confident they understand what they need 

to do to stay well or not get sick. 

Community wellbeing, rather than that of individuals, should be prioritised. This 

recommendation builds on the previously mentioned Yolŋu recommendation regarding 

the need for health promotion messages to focus on the collective good of the 

communities in promoting social and emotional wellbeing to suggest a focus on children 

and adolescents, identified as a particular a gap in the reviewed RHD literature (Haynes 

et al., 2019). Working with young people is, therefore, an area for further exploration in 

the future given the observation that teenagers are often the carers of younger children 

and babies (see also Dudgeon & Walker, 2020), who are most susceptible to harmful 

effects of Strep A infection. A greater focus on children and adolescents would build on 

the Indigenous cultural strength that recognises the place of children in the continuity 

of Indigenous society; that is, they grow up to be adults with the responsibility to care 

for their culture and country – ‘Children are our future’ (Greenwood & de Leeuw, 2012: 

381). In the RHD context, this requires different resourcing and co-design of health 

systems in order to prioritise local community input and to recruit healthcare providers 

with training in adolescent and child health. More broadly, and again reflecting the 

Yolŋu desire for self-determination, a focus on community health means shifting the 

language of ‘self-management’ to terms such as community care or community 

development. 

Prioritise reflexive practice. This recommendation reflects a recurrent key theme 

throughout this thesis regarding the need for health practitioners and policy makers to 

acknowledge the role of power and privilege in perpetuating inequity in health outcomes 

that fail to address the social determinants that maintain and contribute to Indigenous 

2. 

3. 

4. 

219 

 



disadvantage. Reflexive practices can be applied at a micro, personal level or more 

broadly at a macro, structural level (Walker et al., 2014: 208). Reflecting on factors 

including history, social influences, family experiences and individual beliefs and 

values reveals the interactions, assumptions and mechanisms that link power to the 

perpetuation of disadvantage and marginalisation (Haynes et al., 2020). This includes 

recognising the unequal power relations not only between dominant and minority 

populations but also within and between service delivery, policy sectors and 

professions/disciplines. In this context, the discomfort, guilt or defensiveness that 

reflexivity can create should be recognised as a positive indicator of power shifts and 

the broadening space for dialogue (Walker et al., 2014). Reflecting on one’s own 

worldview and how it might affect one’s research is now mandated by the recently 

released AIATSIS ethics guidelines (https://aiatsis.gov.au/sites/default/files/2020- 

10/aiatsis-guide-applying-code-ethics_0.pdf). 

Endorse reflexivity as self-care. Critical reflexivity as described above often demands 

letting go of certainties and familiar practices, as one is required to move outside one’s 

own comfort zone and work collaboratively with different knowledges and expertise 

(Walker et al., 2014). Therefore, a capacity for reflexivity as a self-care practice is 

important, as changing health care delivery to empower Indigenous people will cause 

discomfort as a result of shifting the current hierarchies of power and disrupting the 

dominant White privilege norm. Similarly, as emphasised by the thesis research findings 

(Haynes et al., 2020), particularly from a trauma-informed practice standpoint it is 

important to be able to recognise one’s level of burnout and frustration. This awareness 

enables practitioners to recognise when they can no longer work in manner that 

promotes a ‘good feeling’ and either modify their practices or leave the 

situation/role/location. 

Prioritise cultural safety. The thesis findings focus on the need for culturally 

responsive care (Chapters 6 and 7). Rather than ‘cultural awareness’ training, an 

ongoing focus on cultural safety prioritises a commitment to social justice. Cultural 

safety broadens the space for productive dialogue by beginning with ‘an explicit focus 

on social and organisational structures and inequities, interrupting the discourses that 

sustain marginalising structures and practices, and individual agency as positioned 

within those structures and discourses’ (Browne et al., 2009: 175). Workshops applying 

cultural safety concepts and tools confirm that the understanding and competence 

developed through critical reflection can allow practitioners to, over time, reach a level 

of proficiency in identifying strategies to change and/or reinterpret institutional and 

5. 

6. 

220 

 

https://aiatsis.gov.au/sites/default/files/2020-10/aiatsis-guide-applying-code-ethics_0.pdf
https://aiatsis.gov.au/sites/default/files/2020-10/aiatsis-guide-applying-code-ethics_0.pdf


social policies, practices and processes that impact negatively on Indigenous people 

(Kowal & Paradies, 2005). At times, cultural safety training might focus on particular 

diseases (e.g., stroke, RHD, lung disease) or demographic groups (e.g., adolescents, 

women, older people). 

Recognise the role of boundary-spanning facilitators. Two of the projects reported 

on in the thesis (Chapters 4 and 6) demonstrate the contribution of facilitators who can 

work in a fluid insider/outsider role to achieve a broadening of the transformative space 

of productive dialogue in a research context. Also called community connectors or 

community champions, boundary spanners facilitate ‘transactions and the flow of 

information between people or groups hindered by some gap or barrier’ (Long, 2013: 

158). The successful RHD community champions program demonstrates the value of 

this approach (https://www.rhdaustralia.org.au/champions4change-program). 

7. 

Boundary spanners (individuals or organisations) are recognised as a valuable adjunct to the 

health workforce, enabling access to ‘hard to reach’ populations with beneficial health 

outcomes (Wallace, 2019) and facilitating two-way connections/collaboration at the boundary 

between health services and communities. They are practitioners skilled in partnering with and 

enabling local Indigenous peoples to give expression to their own vision, skills and community 

processes, rather than focusing on changing their values, attitudes or behaviour (Ingamells & 

Johnson, 2018). Boundary spanners also communicate effectively across domains, such as, in 

the RHD context, primary health, health prevention, education and promotion and biomedical 

domains. This role requires a willingness to experience and reflect on discomfort. 

This role is also important in the context of research that seeks to address health inequity by 

prioritising Aboriginal ways of knowing, being and doing. That is, when the researcher becomes 

an advocate for disadvantaged populations, rather than the detached ‘knower’, the role of 

researcher changes to intermediary or facilitator in a process of knowledge co-production 

(Haynes et al., 2016). Strong boundary-spanning communication skills are particularly required 

where barriers to implementation are known to operate at multiple levels, and researchers are 

therefore required to work to facilitate power shifts with a cross-section of stakeholders. This 

researcher-as-advocate role was recognised through the thesis research where engaging in 

productive dialogue, paying attention to relationships, thinking critically about power 

dynamics, all contribute to writing with a transformative purpose that advocates for changes 

based on lived experience findings in both practice and policy. 
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8.7 Conclusion 

RHD has been identified as a potent marker of health inequity, and long-term concerted efforts 

to eradicate RHD have had limited success. The continued failure to ‘close the gap’ in relation 

to RHD has been attributed to healthcare strategies formulated on non-Aboriginal knowledge 

and with a lack of attention to the voices, opinions and understandings of the people who live 

with RHD. Recognising this gap, End RHD CRE Indigenous Chief Investigators advocated for 

the inclusion of the research objective ‘understanding the “lived experience” of RHD’; this, in 

turn, generated the doctoral research reported in this thesis. Without their leadership this thesis 

would not have happened given the otherwise strong biomedical focus of the other CRE 

research objectives. 

As hoped by the Indigenous CIs, the findings from the four projects that constitute the thesis 

have disrupted the dominant biomedical narrative around RHD and broadened the space for a 

productive dialogue that prioritises Aboriginal ways of knowing, being and doing. This is 

necessary to ensure that the lived experience stories become meaningful tools for 

advocacy/action to improve the health and wellbeing of Aboriginal children, families and 

communities experiencing RHD by improving health service delivery based on Aboriginal 

knowledges.  In  particular,  as  has  been  discussed  above,  the  links  between  good feeling, 

empathy, confidence and trauma need to be understood and integrated into practice. 

It is likely that the best way to address diseases like RHD when new to a population group is 

for both social science researchers and health practitioners to reside with people in their places 

for some time and work with the leaders and critical thinkers in a space of productive dialogue, 

with the aim of the new knowledge becoming accessible and new strategies becoming 

embedded into the cultural worldview/repertoire. These small-scale, place and strength-based, 

community-led actions, can then be co-evaluated using critical, decolonising social science 

approaches, guided by Indigenous knowledges and worldviews. Once initiated, and after 

community confidence in newly acquired knowledge has grown, it is likely that they will 

initiate actions to disseminate learnings and messages more broadly (Haynes et al., 2019). 

More broadly, there are existing policy frameworks and plans, including the National 

Aboriginal and Torres Strait Islander Health Plan 2013–2023, that emphasise the centrality of 

culture and the rights of individuals to safe, healthy and empowered lives (Commonwealth of 

Australia, 2013). The health policy vision, principles and priorities provide a platform for 

change if the strategies are adequately included in practice, funded and resourced. It requires 

that ‘individuals and communities actively engage in decision making and control’, ‘supported 
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by housing, education, employment and other programs focused on eliminating the causes of 

health inequality’ (Commonwealth of Australia, 2013: 7). 

This work requires transformative policies focusing on boundary-spanning facilitation and 

training for inter-sectorial collaboration. The evidence reported in this thesis has already 

informed sections of the Endgame recommendations as well as the 2020 Australian RHD 

Clinical Guidelines (RHDAustralia, 2020). However, political will on the part of governments 

and the various core bodies within the health system is needed to make genuine investments 

and implement the recommendations of the End RHD CRE Endgame Report (Wyber et al., 

2020). 

The thesis also makes an important methodological contribution to Aboriginal health research, 

in that the four thesis research chapters demonstrate a range of decolonising research 

approaches to ensure that the voices of people living with RHD is heard. The methodological 

learnings from applying a combination of Indigenous and qualitative research methods will 

inform future research. 

By broadening the space of productive dialogue – a mat we can all sit on – new positions, views 

and identities can emerge. Through productive dialogue, cultural differences are moved from 

being a ‘problem’ or incommensurable to forming the basis for a more powerful discourse that 

allows for sharing of ideas and robust and highly respectful discussions that engaged with, 

rather  than  resist, 

opportunities. 

cultural differences, offering hope as well as new insights and new 
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Appendices 

Appendix A. Minitja’s Healthy Skin Books (Books 1 and 2) 
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Appendix B. Conferences Minitja presented at 2016-2019 

1. Marawili, Minitja and Haynes, E, Research: making a tasty recipe, Social Impact Summit, 

Centre for Social Impact, University of WA, Perth, July 2019 (Appendix C.c). 

Lawurrpa Maypilama, Rose Walley, Minitja Marawili, Anne Lowell, Victoria Stroud, 

Emma Haynes, First Nations Community Researchers workshop: prioritising the voice of 

community researchers, The Lowitja Institute International Indigenous health and 

wellbeing conference, Darwin, June 2019. 

Marawili, Minitja and Haynes, E, Nhina, nhäma, ga ŋäma: Sit, watch and listen, The 

Lowitja Institute International Indigenous health and wellbeing conference, Darwin, June 

2019 (Appendix C.b). 

Haynes, E & Marawili, Minitja Community at the heart of RHD control – the Yilpara 

experience, Cardiac Society of Australia and New Zealand (CSANZ) Conference, 

Wellington, New Zealand, May 2019. 

Haynes, E, & Marawili, M 2018Learning from the Yolŋu about empathy, healing and 

wellness, Empathy in Society, Institute of Advanced Studies and UWA Medical 

Humanities Network Symposium, University of Western Australia, October 26th 2018. 

Haynes, E & Marawili, M, 2018 ‘Let’s work and walk together to end rheumatic heart 

disease (RHD): learning from lived experience stories’, Hot North Workshop, Broome, 

19th September 2018 (Appendix C.a). 

Emma Haynes, Minitja Marawili, and Yunutju Gondarra, 2018 Impact of RHD: 

researching the lived experience, END RHD Centre for Research Excellence Scientific 

meeting, Perth, May 4th 2018. 

Emma Haynes, Minitja Marawili, and Yunutju Gondarra, 2018, ‘Strep A Swabbing 

project: report from remote NE Arnhem community-based researchers’, Wesfarmer’s 

Centre for Infectious Diseases Seminar, Telethon Kids Institute, Perth May 9th 2018. 

Haynes, E, Marawili, M, Gondarra, Y, Mitchell, A, Read, C, Bessarab, D, Walker, R, 

Cook, J, Ralph, AP, ‘Community-based action research to improve health knowledge’ 6th 

Annual NHMRC Symposium on Research Translation, co-hosted by the National Health 

and Medical Research Council and the Lowitja Institute, 14-15 November, 2017. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. Emma Haynes, Minitja Marawili, Yunutju Gondarra, Bandaar Marawili & Makungun 

Marika, 2017, ‘Community-based action research to improve health knowledge: 

community report’ RHD CRE workshop, Darwin. 
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Appendix C. Minitja’s Conference Powerpoints 

A. Hot North Workshop, Broome 2018 
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B. Lowitja Conference, Darwin, June 2019 
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C. Centre for Social Impact, Perth July 2019 
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Appendix D. Detailed investigation of nhina, nhäma ga ŋäma 

Nhina, nhäma ga ŋäma as an Aboriginal way of knowing being and doing. Is discussed in the 

thesis as a broad stance or set of principles that in turn determines research data collection and 

analysis methods. As a methodology Nhina, nhäma ga ŋäma goes beyond 

listening/understanding the speech of the person with whom you are communicating, to being 

aware of their true (deep) feelings. ‘Putting interest in other person, do it with respect, you can 

feel while you listen, you can feel something. The feeling tells you when you listen’ (Yolŋu co- 

researcher). It also requires the researcher to have self-awareness and empathy, ‘If you have no 

feelings then you can’t tell the feelings of the other person. Or you can’t feel other people when 

they’re telling stories’ (Yolŋu co-researcher). 

Feeling the ‘true story’ 

Empathy is not a term that Minitja was familiar with, but I came to understand this as 

conceptually closely aligned to the role of nhina, nhäma ga ŋäma in terms of understanding 

feelings. To ‘do [research] the right way, and the story will come out from the heart as well as 

the mind’ (Journal note, 7/4/17, Yolŋu researchers meeting Darwin). Minitja’s teaching method 

was primarily relational and experiential, beginning with what later became a frequent refrain 

‘close your eyes and the answer will come to you’ (Journal note, October 2016). The principle 

she was teaching was that you will know when you have the ‘true story’ by how it feels. The 

notion of the ‘true story’ was further explored with Dr Lawurrpa Maypilyama, a senior Yolŋu 

woman and experienced researcher. She discussed that: 

 The true story can be hard for people to tell, they may be scared, and frightened that 

someone will do something. But really people want to share their stories, the deep 

meaning. 

A true story has to be strong, the listener can feel when it’s the truth. 

Yolŋu tell a story not by head but by heart - if I tell you from the head you won’t feel 

anything. But if I have excitement, expression, you can tell it is a true story. 

If you tell people a real story about RHD, what causes it, what will make the person 

better, what they need to do, then they will think ‘she’s doing manymak djäma (good 

work)’. They want that story not to get sick again. This will help people feel like telling 

you their true story (Journal note, 16/5/17). 







As my understanding increased, Minitja and I also had many more ‘theoretical’ discussions 

about how the term empathy could be applied. In this section I combine my learnings from 

Minitja  with  academic  readings  describing  similar  Aboriginal  research  methods (dadirri, 
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engoori, kalaka etc.). This weaving of Minitja’s teachings and related academic explanations 

was an iterative process. As I found and digested these readings, I would periodically run my 

expanded understanding past Minitja, in turn refining my understanding. For example, in a 

conversation while preparing to present on nhina, nhäma ga ŋäma at the Lowitja Institute 

conference (November 2017) Minitja added to one of our slides that ‘If Emma didn’t do this, 

we couldn’t have done the rest, it’s the right way to work’. This connects with Minitja’s answer 

at the start of the research when I was trying to develop a good process for doing the interviews. 

I asked her how I would know if someone was giving me a ‘true’ (from the heart) answer to my 

questions, she replied that I would feel it (Journal note, 11/8/17). 

This section begins with a general introduction to the term nhina, nhäma ga ŋäma, and then 

goes on to unpack the three component terms individually. Finally, to complete this section of 

weaving, the final sub-section discusses the links between nhina, nhäma ga ŋäma as a 

learning/research   methodology   with   equivalent   ‘western’   research   methods   including  

participant observation. 

The concept of nhina, nhäma ga ŋäma refers to a way of learning, a way of being and way of 

healing. It can be passive or active – a meditation, or a basis for dialogue or relationship. As a 

non-Aboriginal researcher, it provides an essential guide for a way we can come to understand 

ourselves, others, and our world through feelings. My understanding from many conversations 

and reading is that, generally speaking, nhina, nhäma ga ŋäma is similar to a spiritual or 

meditative practice. It can reflect a meditation in one’s environment: ‘Take them out of the 

house so that they can see the creation and feel full of energies, see the water, the trees, feel 

(hear) the wind’… (buŋgatthuna: gapu nhäma, wata ŋäma, dharpa…) (Donatis, 2010:220). 

The term is also related to traditional Yolŋu ways of learning. My journal notes record a 

conversation with an experienced linguist who agreed ‘it is a good phrase and metaphor for 

traditional way of being and learning. Quietly and respectfully learning’ (Journal note). Finally, 

Minitja also described how you can use this practice to meditate on and thereby heal 

another’s troubles. In this context nhina, nhäma ga ŋäma relates to the concept of crying. 
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I had a good conversation with Minitja establishing that nhina, nhäma ga ŋäma can be a 

meditation. I had already read that observing or seeing is related to feeling. When Minitja 

described sitting outside with eyes closed listening to the wind and feeling good I confirmed 

this connection (Journal note, 10/12/119). 

 



At the time of the above conversation I didn’t know enough to ask Lawurrpa about nhina, 

nhäma ga ŋäma. Later, as I was writing my journal notes towards the completion of the PhD, I 

called Minitja to help me understand the link between crying and nhina, nhäma ga ŋäma. I 

described to her some of my discussion with Lawurrpa and asked if crying related to nhina, 

nhäma ga ŋäma. She was emphatic, ‘Yes, they are the same thing’. Or, crying is a form of 

nhina, nhäma ga ŋäma. The process is to feel your feelings, in this case feelings of sadness, 

loss, loneliness and remembrance of the life of the person who died. As you do this deeply it 

causes crying, both internal and external. Others may join you and share your feelings. This 

was the first time I had heard of nhina, nhäma ga ŋäma as a collective experience. Whether 

collectively or individually, the end result is to feel better, to feel satisfied (a term used by both 

Minitja and Lawurrpa). Unpacking the terms nhina, nhäma ga (and) ŋäma can help to better 

understand the connections between feeling, healing and learning. 
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Crying, learning, healing 

 
My notes about crying are from a discussion with Dr Lawurrpa Maypilama about doing 

research, which in turn became about learning. Crying is learnt, a skill, when you know how to 

do it you are seen as having wisdom - Being able to cry at funerals demonstrates you are 

learning, as does knowing the sequences of dances and songs, basket weaving and painting. 

‘We cry, we learn’ – the two go together. Through crying Yolŋu demonstrate learning. This 

causes the leaders to move the person crying ‘up a level’; they are authorised to go further with 

their learning. The leaders see how the person talks, ‘how we got that knowledge’ they ask, ‘are 

we getting stronger?’ – the leaders see by the crying that the person is strong. 

You must learn to cry. If you cry (not just putting tears on your face) ‘it will bring everything 

out’. ‘When I cry for my tribe, at the beach, I cry with nature’. At the mouth of the sea, the 

clouds are reflected on the sea and Lawurrpa sees Yolŋu out there to talk to, that she 

communicates with by crying. The reflected Yolŋu, sitting beyond, out near the horizon, talk to 

the real (living) Yolŋu. The reflection is healing. ‘If you don’t cry you won’t heal’ 

When you cry your spirit is travelling around the area, your inner being is coming towards you. 

When you stop crying you are satisfied. You have released the bad feelings, through tears the 

anger goes out. It is healing for the spirit – you allow it, you won’t get sick if you do. 

(Journal note, 16/5/17 – NB notes written and sent to Lawurrpa for confirmation) 

 



Nhina - sit 

I went to work in Yilpara and was invited to nhina in Yilpara. To sit, to be, to live in Yilpara. 

As described in the Introduction the direction to nhina! (Sit!) is the standard welcome. 

The Yolŋu Dictionary defines nhina as to ‘sit, stay, stop at, live (in a place); to be (in, at, on)’ 

(http://yolngudictionary.cdu.edu.au). I found diverse uses of nhina, from suggesting a way of 

being, as in the ‘nhina strong’ health promotion message, to its use in describing the spirits or 

ancestral beings that exist in a place, in turn associated with the idea of `lundu-nhina being 

‘properly in place’. It can also be used to describe one’s own existence, as in Ŋarra gan nhinan 

ŋathil ga yurrnha nheny dhawal-guyavan, gapuŋur yan (I was (sitting) here before you were 

born) (Rudder, 1993: 110). Thus, nhina can more broadly be understood as the whole  domain 

of living among and being, in essence, the experience of being (i.e., lived experience). 

Aside from etymological considerations it is important to be aware of the cultural significance 

of who it is appropriate to sit with. That is, based on skin/clan/family relationships there are 

both people and places who are right to sit with (on) and those that are not. ‘[T]he distribution 

of individual sacred knowledge refers explicitly to the different positioning on the ground as it 

is expressed in terms of 'sitting' (nhina). When ownership of a particular place within a larger 

country is recognised to belong to a specific individual, such a person is said “to be sitting 

there”’ (Tamisari, 198: 268). My journal notes from my time in community describe some of 

the practical implications such as ‘finding the right shade’ (Journal note, 11/8/17) or ‘good 

shade’ (where shade relates to particular trees, some of which have a ‘family’ meaning) and 

going to the beach to find a good place to sit. That is, sitting with the right people in the right 

place is important. 

A community researcher in Yirrkala directed her brother-in-law to share with me the symbol 

Yinapuŋabu that can be used to describe certain types of hidden knowledge when someone has 

done something wrong that can be described as coming up or out from beneath, like pus out of 

a boil. Back in Yilpara when I produced the diagram hoping to talk more about it, my mother- 

by-adoption emphatically said ‘put it away, that’s not for you’, it was the wrong country to talk 

about that knowledge (Journal note, 11/8/17). 

In one Yolŋu and Balanda researcher collaboration (see references below) that worked together 

for many years to develop an inclusive research and learning process, the group developed an 

ontology and methodology that is about attending and co-becoming, about relationships and 

relationality. As a result, they include ‘Bawaka’, the name of the country they meet on, as an 

author on publications. Examples of references for these publications include: 
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 Bawaka Country including Lloyd, K., Wright, S., Suchet-Pearson, S., Burarrwanga, L., 

Ganambarr, R., Ganambarr-Stubbs, M., Ganambarr, B., Maymuru, D. and Hodge, P. (in 

press). Meeting across ontologies: Grappling with an ethics of care in our human-more- 

work. In Scott and Hicks (eds). Educating for Sustainability in Unsustainable 

Environments. East Lansing, MI: Michigan State University Press. 

Bawaka Country including Wright, S., Suchet-Pearson, S. Lloyd, K. Burarrwanga, L. 

Ganambarr, R., Ganambarr-Stubbs, M., Ganambarr, B., Maymuru, D. and Sweeney, 

J.(2015a) Co-becoming Bawaka: Towards a relational understanding of place/space 

Progress in Human Geography, 40, 455–475. DOI: 10.1177/0309132515589437 

Bawaka Country including Wright S., Suchet-Pearson S., Lloyd K., Burarrwanga 

L.,Ganambarr R. et al. (2015b) Working with and learning from country: Decentring 

human author-ity. Cultural Geographies, 22(2), 269–283. 

Bawaka Country including Suchet-Pearson S., Wright S., Lloyd K., and Burarrwanga L. 

(2013) Caring as country: Towards an ontology of co-becoming in natural resource 

management. Asia Pacific Viewpoint, 54(2), 185–197. 







Nhäma – to see 

The Yolŋu Dictionary defines nhäma as to ‘see, look (at, out, for) find (and by extension) bear 

a child’ (http://yolngudictionary.cdu.edu.au). Colloquially, nhäma! (see you!) and nhäma 

yalala (see you later) are used at the end of phone calls and visits. The connection to childbirth 

relates to wäŋa nhäma, literally ‘sees the place’, the newborn baby’s first activity, and the 

moment kin folk name-place the child. That is, ‘vision, “seeing for oneself”, is central to the 

way Yolŋu people talk about 'becoming knowledgeable' (marnggithirri) or 'being ignorant' 

(dhungamirri)’ (Tamisari, 1998:xx). For example, ‘people's knowledge of these places and their  

associated  knowledge  is  couched  in  terms  of  sensory  and  often  visual experience’ 

(Tamisari, 1998:256). 

Nhäma may also be used to refer to what is hidden (not seen), in particular regarding that which 

is sacred such as Yolŋu knowledge, Yolŋu discipline, and Yolŋu understanding of law. Some 

things may be hidden while others are revealed (Buthimaŋ, 2008), and this can change as the 

capability of the knowledge recipient grows. Finally, nhäma can be associated with a particular 

kind of vision which allows a person to ‘see inside’ (djinawa nhäma) another’s life (Donatis, 

2010:243). In the context of research it is important to know that ‘djinawa nhäma is considered 

by some to be disrespectful and intrusive, as everything which concerns the inside of the body 

belongs to an intimate and private sphere which is not to be hinted at lightly or too directly’ 
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(Donatis, 2010:246). The connection between djinawa nhäma and ŋäma (hearing) is explored 

further below. 

Another important use of nhäma in a learning context is the concept of lundu-nhäma, where 

lundu is used to mean a journey, usually referring to the journey made through the land by the 

creating ancestors. ‘The part of a Yolŋu education described as lundu-nhäma means identifying 

the pattern and the style of the past … we must recognise what has gone before and know 

exactly how it fits in with the whole web of meaning which makes Yolŋu life …. We can see 

all those things because we can read them in the land’ (Marika-Mununggiritj & Christie, 1995: 

60–61). 

‘To see’ is to observe 

Raymattja Marika, Yolŋu teacher and linguist, describes observing signs as fundamental to 

Yolŋu science. 

In Yolŋu science we learn through observation. For example, we observe the seasons 

and we see the changes in time. We watch the land and see changes in the weather 

patterns. In space we observe the sun and the morning star. The different stars and the 

moon tell us different things. Yolŋu have been learning about how to read science 

though the moon. We’ve learnt to observe different cycles of the moon. It tells us when 

it's a good time for hunting. In different seasons different food items are ready to be 

eaten, like different plants. Yolŋu don’t just hunt for everything at once, but they go 

according to the different seasons. There are four seasons and Yolŋu hunt according to 

these different seasons. Then each food source is found in abundance at the right time. 

We read the calendar to know for example when to go and get oysters, it also tells us 

when different fish is in season and when edible fruit and honey is available. Also Yolŋu 

sing about these different seasons. They sing about the different stars. They observe and 

see and learn. For generations and generations people have passed on this knowledge 

orally. It has never been written down. It has been orally passed down to the next 

generation through oral history; songs, chants and stories. (Raymattja Marika, Yolngu 

teacher and linguist; cited in Morphy, 2017: 1) 

In a contemporary application of Aboriginal ways of learning to teaching language, Tyson 

Yunkaporta refers to the importance of signs as ‘knowledge was also explored with the eyes, 

through the signs and images we all see – our way of visualising and sharing ideas that has been 

with us forever, the things that make up our mental landscape’ (Yunkaporta, 2010:39). 
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Ŋäma - listen 

The Yolŋu Dictionary defines ŋäma as to ‘hear, listen (to)’ 

(http://yolngudictionary.cdu.edu.au), and again there is much to be learnt from how the term is 

used. Of particular interest is the link to the capacity to feel. That is, ‘the English terms “to 

feel”, “to experience”, “to sense” and “to taste” are all translated by the verb dhäkay-ŋäma 

(from dhäkay, taste + ŋäma, hear or feel). Similarly, the verb “to feel” dhäkay-ŋäma can 

indicate both a strictly perceptive experience through the sense of touch and of taste’ (Donatis, 

2010:138). For example, dhäkay-ŋäma can be used to refer to visceral feelings is to ‘describe a 

woman's physical symptoms just before and during labour’ (Tamisari, 1998). The term is also 

used for emotional, sentimental or psychological actions/responses, as in the expression ‘having 

a feeling about something’. Dhäkay-ŋäma can therefore be both the action of the body (rumbal) 

and of the ‘seat of feelings’ (ŋayaŋu) (Donatis, 2010:138). By extension dhäkay-ŋäma can refer 

to the ability to sense/feel others’ feelings and sympathise with them (Donatis, 2010:133; 243). 

Further, dhäkay-ŋäma is often used in conjunction with djinawa nhäma (seeing inside) as 

described above to ‘express extraordinary empathy, to the point that one can almost “become” 

the sufferer and feel what they are feeling “from within”’ (Donatis, 2010). Finally, as ‘“hearing” 

(nga:ma) [ŋäma] is associated with understanding and consequently, a person with “closed 

ears” (buthuru dhumuk) is considered “stupid” and “uncaring”’ (Tamisari, 1998:256). 

Further regarding the ability to feel, ŋäma is incorporated into märr-ŋamathirr (holding a good 

disposition, loving). Importantly märr-ŋamathirr ‘points to a kind of relatedness which is set 

in the ethical system and has more to do with mutual feelings of accountability and obligation, 

care, compassion and intimacy than with romantic love’ (Donatis, 2010:256). In essence being 

loving ‘and following the correct  behaviour  (rom  (law)) are two  faces of  the same coin and 

couldn‘t possibly be in contradiction with each other’ (Donatis, 2010:255). 

In a further deepening of the concept of listening, Tyson Yunkaporta also talks about silence; 

‘In our world the deepest knowledge is not in words. It is in the meaning behind the words, in 

the spaces between them, in gestures or looks, in meaningful silences, in the work of hands, in 

learning from journeys, in quiet reflection, in the Dreaming’ (Yunkaporta, 2010: 39). 
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Appendix E. OTW Research Workshop Report - Tuesday 6 December 2016 

Workshop was undertaken in 4 parts. A short preliminary agenda setting meeting, then three 

longer sessions 11–12.30; 2–3.30; and 5–7.30. 

At each session we began by reviewing the RHD story and the research story as new people 

arrived each time. It is important to note the level of interest demonstrated by not only everyone 

returning, but more people coming to join us. I provided snacks at each meeting – dried fruit, 

sunflower seeds and almonds for the first two, then brown damper, cheese, olives and sprouts 

(made by me with mung beans I brought in). All well received and asked about how to make 

etc. 

A short version of this workshop occurred spontaneously with the other Yilpara community 

health worker Nyuka and the Yirrkala-based health worker Muluymuluy and two other non- 

clinical Laynha staff who may help with the food story next year. 

This discussion was mostly just the RHD and research stories (1. And 2. below). 

Another repeat workshop was held for others who earlier expressed interest but missed out – 

Yvette, Malumin, and Dhämbit. And finally Mudinymudiny spent an hour with me discussing 

research and some of the suggestions from the earlier groups. 
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1. The RHD story 

This story (blue) begins with the family, and the healthy children. Not included above but 

discussed was the idea that Strep A that gets in through the skin sores, and that skin sores can 

come from scabies, so we also need to watch out for that. 

With Minitja’s approval I told the story of her grandson Michael, a much loved, happy, and  

cared for seemingly healthy baby. In the four days I spent constantly with Minitja at the height 

this family doesn’t have a washing machine and Minitja has spoken frequently about the need 

for a communal washing space (Laundromat). Jeff Cook at Laynha Health may possibly be able 

to source funding for this as part of a wellbeing program. 

Michael and Syria 

The purple text shows some of the discussion of what underlies the blue story – mostly about 

what makes it hard for bodies to fight infection. The central bubble shows the main discussion 

that  starts  with  explaining  white  blood  cells  needing  to  fight  the  Strep  A  -  this basic 
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of the funeral period, Michael was being carried by many members of 

the extended family (including me – he is heavy!). I also saw him 

being bathed twice (and I was only with him intermittently). The 

following week he came to the clinic with scabies and a sore with 

yellow pus. Michael could have picked up the scabies and Strep A 

from any number of people, and he was a very handy way for the 

scabies mite and the strep to get a ride. This story was a lead in to a 

discussion about why we need to be watchful of the little ones. Also 

 



explanation was familiar to some (I regret writing ‘blood germs’ on the butcher’s paper – I was 

writing as I talked and the whole sentence was about the white blood cells fighting germs). The 

points about what makes it harder for the body to fight infection mostly come from the group 

(hence the inclusion of ŋarali (tobacco), which I wouldn’t have included without it coming from 

the group). The suggestion about food came from me, but is a reflection of how I am weaving 

the community desire to address nutrition, particularly for the children, into the RHD story. 

Also I am now introducing the mouth health story. I know the evidence for regarding this may 

still be unclear but it also fits well with eating well (less sugar in particular) and attention to 

keeping clean (including teeth). 

The discussion then went to what we can do (green text), these ideas have been discussed in a 

general way many times, so this was more by way of summarising previous discussion. The 

idea that these three areas of activity came under the umbrella of the whole project was a 

suggestion from Wesley. Later sessions unpacked each of these separately. 

2.   The research story 

We put the RHD story aside to think about what research is. On the left side of the page is the 

illustration for the canoe story. Alice Mitchell gave this to me as a story about leadership. In 

discussions prior to this workshop Minitja has been developing the idea that understanding 

about research is a way to develop leadership qualities. This explains why the workshop was 

attended by people from the community leadership group. For the workshop I blended a 

research approach into the leadership story. That is, the person at the front of the canoe, who 

directs the people paddling, must look deeply, not just at the surface of the ocean, to really 

understand what is going on. They need to look under the surface to understand where the 
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currents are running (a participant in the health workers repeat workshop also talked about how 

they drop a stone on a string to see what the current is) and where fish might be. They also need 

to look at the sky and see where the wind is blowing and what the clouds are doing. This 

explanation of research was warmly received. Bandaar explained this model at one of the 

subsequent sessions in Yolŋu Matha animatedly and without hesitation (when repeating 

sections  I  sometimes  ask  participants  from  the  previous  sessions  to  explain  the existing 

butcher’s paper notes). 

Then I described the action research cycle. This was not conceptually challenging to people 

who, particularly 

happened. 

as leaders, are familiar with planning for an action and reviewing what 
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In the first session only we worked through the money story for the school lunch program, an 

example from Minitja, this was similar to the approach she had modelled in our early 

community consultations. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
NB ‘Story’ bottom right refers to the fact that Balanda funding sources like a written document 

about the idea. 

 



3.   The food story – Ŋatha 

As in previous discussions the desire to eat well raises the question of food supply. We began 

by listing the issues we need to know more about (except hand washing – which doesn’t really 

belong on this list but it should be noted comes up every time we talk about food). There was a 

lot of interest in discussing what is sold in the shop, Djambawa has also discussed this several 

times with me separately. Not having enough fruit and vegetable in the shop is a well- 

established issue that was identified as something to find out more about. I also tried out the 

idea of giving people the choice to buy brown flour to explore as a research question. I told the 

group that the shop database has brown bread in its top ten best sellers list, and I know that 

some people like brown flour damper. But if we ask the shop to buy brown flour and it doesn’t 

sell then the shop will lose money. I asked ‘what can we do about that?’ ‘Give lessons in making 

brown damper’ was the response. ‘Then see how much brown flour sells?’ ‘Yes’. 

Regarding the shop layout I told a story of a mother at the shop having to deal with a toddler 

crying for a toy positioned right at the front of the store, as are the lollies and chips. Yes, 

someone else pointed out, and the fruit is hidden in a fridge out the back. The possibility that 

the fridges weren’t enough or good enough was also discussed. The only display fridge is the 

one with drinks. The fruit and veg are in domestic fridges, so you only see what is there when 

you open them. This discussion led to some examples of shops in other communities, in turn 

leading to the suggestion that we go on a research trip to see what others are doing. I also 

suggested that Laynha Health might be able to help change what is in the shop next year. I am 

also aware of Julie Brimblecomb’s research and in contact with her to possibly support the 

project at Yilpara via Alice Mitchell. 
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We might’ve listed more issues but discussing the shop took up a long time. 

4. Watching out for the djamarrkuli (children) 

After reviewing the infection story we discussed what we could plan to do. The first clear 

statement was take children to the clinic if they have either sores with yellow pus or a very sore 

throat with no runny nose. We also discussed how little ones might say they had sore ears but 

it might be a sore throat as they can’t really tell where pain is when they are little. I raised this 

as a question, the group agreed with examples from their experience. 

Keeping children clean was a discussion entirely led by the group, including keeping houses 

clean. At first it was suggested that we should look for funding for cleaning products to give 

people, but later Brendan said people should buy their own, I suggested by way of compromise 

that we should at least make sure they were cheap in the shop. This was met with agreement. 

The Laundromat idea was raised again by Minitja and I was able to relay that I had spoken to 

Jeff Cook about it and he is investigating funding. There was a discussion about keeping the 

Laundromat area clean and how it was a good idea to have it near the clinic. 

Children’s school attendance has come up several times, and I mentioned my observation that 

the children often arrive at school very tired (when I go in at 8.30 to listening to reading). I 

asked if many children stayed up late? Yes, was the reply, some are still running around at 2 

am. This led to the suggestion of a night patrol. There was also a discussion about how to 

encourage attendance, we were at the school at the time, and it is a huge resource in that 

community that is underutilised if children don’t go to school. (Erratic school attendance is also 

going to be an issue if we plan any school-based research activity such as swabbing). I told the 
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group about the lunch program plan that only those going to school would get lunch (See note 

below - this has since transpired, the group has worked out how to identify who was at school). 

I raised the possibility that the health workers get a list of people who have been given scabies 

cream and need to re-apply it a week later as this had come up in an earlier discussion. I also 

said that the medical scientists who had set this project up are talking about swabbing the sores 

and sore throats next year. This was by way of information and not discussed. 

5. Keeping ‘On Track’ with an injection every month for ten years 

NB the red text is from a subsequent important discussion 

We first discussed the reasons the group hears from the young people about why they don’t 

have the penicillin injection as a way of identifying the problem that needs to be addressed. The 

green text is the suggested activities that could be done. ‘Posters’ refers to getting the group on 

the LAB [bicillin] injections to work as a group to make a poster. I raised my concern about not 

making them shamed in this process. I also reminded them about the wellbeing ideas discussed 

previously, in particular the idea that if young people feel strong in themselves (connected to 

culture and country for example) they are more likely to make better decisions about taking 

care  of  themselves.  This  brought  up  a  discussion  of  other  poor  choices  teenagers make 

regarding drugs and alcohol. 

The question of the number of people in  the  community with  ‘this  problem’  (not specific to 

either ARF or RHD) came up again. I said I thought it was 6 young people receiving the monthly 

injection (the group confirmed this by listing who these 6 were), and that the number 15 they 
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had been given included older people with the heart disease, who hadn’t received the injection 

(possibly because their ARF wasn’t diagnosed), and that we don’t want young people to add to 

that number. 

The tone of the discussion changed towards the end of this session, I was very much just the 

scribe. I don’t know what prompted the new line of discussion, and I was instructed to just write 

the questions. It may have been because of the mention of the people who already have RHD. 

As I learnt in a subsequent conversation there is a perception that RHD is a new disease, that 

somehow Balanda haven’t identified it earlier. During this conversation I asked if they wanted 

to talk about the questions, if they wanted to hear what I knew, but no they just wanted the 

questions written down. I was also asked several times to read back what I had written for the 

group to check. I think the question ‘why are we doing this?’ was about doing the research (i.e., 

why do we have this problem at all?). The bubble above ‘where did it (this disease) come from?’ 

was a part of the group discussion that I could understand, there was quite a lot of other 

discussion in Yolŋu Matha that I couldn’t understand. As per note below about my role, it was 

particularly noticeable at this point that the group had no interest in translating what was being 

said to me, I was just the scribe. When they talked about the history of the arrival of the Balanda 

I did mention that the story was in the Richard Trudgen book Why warriors lie down – I think 

Brendan had heard of or even seen this book. The tragedies of this period of history are still 

fresh, particularly since the death of G. Gumana (OA, PhD from CDU) at Gangan (as a boy, 

the sole survivor of the massacre of his family by hiding in a billabong) (His funeral is being 

called a state funeral, everyone I have spoken to here will be going, it is planned for mid-January 

and may impact on the start of OTW next year. As a sign of respect it would be important for 

some of us to try to attend). I apologised that the Balanda brought the white flour, tobacco and 

sugar that they are now hearing are bad for them. This has come up several times previously, 

and a common comment is that people are now addicted to these things. 

Conclusion 

So far eight people have filled in the VET application form (those attending evening session of 

the workshop). There are four others who have also expressed interest that I didn’t have forms 

for. Even though we only have funding for four trainees (excluding Wesley who can do the 

training as professional development in his health worker role and therefore doesn’t need to be 

paid) the enthusiasm to sign up was an important marker of interest and engagement in the 

workshop, and also gave me a little insight into literacy skills (I am concerned that some will 

lack the needed skill level). From my point of view this was not a situation where I could say 

some can and some can't sign up. I also think it is ok to sign up as many as want to on the basis 
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that there will be some drop offs by next year. If there really is continued enthusiasm I would 

strongly advocate that we at least start with more, again because I imagine as the course 

proceeds there may be drop outs. If we have good problem of retaining too many then maybe 

we try to find extra funding. 

The first four sign up, Minitja is helping her brother with his form. 

Note about method: I have very little Yolŋu Matha, so I spoke almost entirely in English. At 

the end of each component of the first two pages (1. RHD and 2. Research stories) I stopped to 

check if there were any questions and was usually told ‘No, it’s clear’. Minitja and Wesley 

primarily led the discussion after I had spoken, and there may have been some translation of 

what  I had said.  In the  remaining  sessions  where the group was  discussing  the issues  and 

possible solutions (topics 3, 4, 5) I mostly just scribed, seeking clarification for what to write. 

This workshop surprised me. We had planned it for the next night, but this turned out to conflict 

with the Laynha Health service Christmas party. We had only just finished a ten day funeral on 

Sunday that culminated in two full days of ceremony. On the Monday night there was a 

Christian fellowship until nearly mid-night. It surprised me therefore that the leadership group 

was up for a full day workshop. In this context it never occurred to me to audio record the 

discussions for later translation. 

Food story update: the school lunch program has been run for a few days from the women’s 

resource centre with equipment from MEP and ingredients from Laynha Health (Friday was the 

school awards and barbeque and some of the cooking group helped with the barbeque). The 

group organised themselves in a far more fluid way than Balanda, but food was always ready 
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on time. The group made the children wash their hands first and the first time they got them all 

to write their names before they got a sandwich, there were 22 children. The next day they were 

determined to implement the no school, no lunch idea. Someone went to the school at 11am, 

after morning tea, to record who was at the school, they had 18 names and marked them off as 

they got their sandwich, there were 6 children who didn’t come straight away and were sent for. 

As well as the women doing the preparation (3–4 each time) there were a number of others 

lending support, who also ate the lunch. The children stayed inside the resource centre to eat 

and there was a good community feel to the whole thing. 

After each lunch we held a review session to look at how much ingredients we had used for 30 

sandwiches and the time taken in order to help with budgeting and planning. This also gave me 

an idea of the literacy levels (poor except for one or two). The key people in the group, Linda, 

Dhämbit, Rhina and Rebecca, are keen to keep going, with plans to also reinstate the cooked 

meals available for purchase at the store. I have done planning sessions, left brief notes and 

taken Rhina through the process of getting a purchase order from Laynha and using it to buy 

ingredients at the store. 
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Appendix F. On Track Watch – Throat swabbing day at Yilpara 
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Appendix  G.  Lived  experience 

Participant Information Sheets 

research Interview Consent Forms and 
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Appendix H. Lived experience research interview prompts 

1.   Child 3–11 y.o. and accompanying adult/s 

Introduction 
1. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

Introduce myself and Yolngu co-researcher and interpreter 

We would like to hear your story (explain research as per patient information sheet) 

Is this the right time for us to talk or another day? Maybe we can start now … 

Ask the accompanying adult/s and child if they have any questions. 

Ask older child if they want to be interviewed separately 

Ethics (explain consent form and get consent signature) 

Thank the interviewees for their time and willingness to participate 

Ask the interviewees about themselves (how they are feeling etc.) 

Give child drawing book and pencils – can you draw your favourite thing to do 

(Minitja help draw) 

Part I Demographic information – questions for adult/s accompanying child 

“If we know more about your life it will help us to understand your story better. We would like 

to ask you a few questions about that” 

1. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

What is your skin group? Intro selves 

What is the relationship between you and the child with you? 

Are you mostly the person who cares for the child? If no, who else does? 

What languages do you speak? 

Where do you live mostly? Anywhere else you sometimes live? 

Who else lives with the child mostly? 

How many years of school have you done? Where did you go to school? 

What kinds of work do the adults in the home do? 

Can you tell me if there any other health problems in your family. What are they and 

are they hard or easy to deal with? Why? 

Part II Open-ended questions 

1. Have you been coming to see Bo for a long time or short time? How did you start 

coming here? For what reason? What do you know about why you are here? What 

things happened that lead to you being here? 

If not given in response to above then prompt for: 

What is life like for your child, are there things that are difficult for them to do? How 

do they feel? 

Ask child if it’s hard to do the things they are drawing about 

Experiences of treatment 
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Have they spent time in hospital? How was that for (child)? 

What has it been like for (child) when they have their injection? How do you 

know when to go for the injections? What makes it hard or easy to go for the 

injection?) 

2. What has it been like for you looking after (name of child)? 

If not given in response to above then prompt for: 

When did you first know that (child) was sick? What happened? Then what happened 

… what were you told about the sickness? And the treatment? 

Who decides about your child’s health care? How might this change? 





 What is it like when you see doctors and nurses about (name of child)’s health? How 

much did you understand about what they had to say? Helpful?) Were you worried 

about the information you were given? 

Is there anything that makes it difficult for you to see a doctor or nurse? Describe … 

 Do you sometimes use traditional medicine? What kinds of medicine and what 

happened when you used it? Would you use again?  Did you tell the doctor about it? 





Other conflicting demands (what makes it hard to care for (name of child)?) 

What help have you had in taking care of your child? 

 What would you say to someone else in your family if this happened to them? 

 Is there anything else you would like to know about this sickness? 

3. Anything else you would like to say? Or ask? 

Thank the interviewees for their time and participation and explain follow-up process 

4.   Adolescents 12–17 who wishes to be interviewed separately 

Part I Demographic information 

“If we know more about your life (situation) it will help us to understand your story better. We 

would like to ask you a few questions about that” 

1. 

2. 

3. 

What is your skin group? 

What is the relationship between you and the adult with you? 

Are they mostly the person who cares you? If no, who else does? Have they always 

been the one to care for you? Who else before? 

What languages do you speak? 

Where do you live mostly? Anywhere else you sometimes live? 

4. 

5. 
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6. 

7. 

8. 

9. 

Who else lives with you mostly? 

What year of school are you in? Where do/did you go to school? 

What kinds of work do the adults in the home do? 

Can you tell me if there any other health problems in your family. What are they and 

are they hard or easy to deal with? Why? 

Part II Open-ended questions 

1. Have you been coming to see Bo for a long time or short time? How did you start 

coming here? For what reason? What do you know about why you are here? What 

things happened that lead to you being here? 

If not given in response to above then prompt for: 

 What is life like for you? Are there things that are difficult for you to do? How do you feel 

mostly? 

When did you first know that you were sick? What happened? Then what happened … 

what were you told about the sickness? And the treatment? 







Have you spent time in hospital? How was that for you? 

How is it for you having the injections? How do you know when to go for the 

injections? What makes it difficult or easy to go for the injections? 

 Who decides about how you take care of your health? 

 What is it like for you when you see doctors and nurses? Are they easy to understand? 

Helpful? Is it hard to understand the information they give you? Were you worried about 

the information you were given? 

Is there anything that makes it difficult for you to see a doctor or nurse? Describe … 

 Do you sometimes use traditional medicine? What kinds of medicine and what happened 

when you used it? Would you use again?  Did you tell the doctor about it? 

 What makes it difficult for you to take care of yourself? 

 What would you say to someone else in your family if this happened to them? 

 Is there anything else you would like to know about this sickness? 

 Anything else you would like to say? Or ask? 

Thank the interviewee for their time and participation and explain follow-up process 
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