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Aboriginal and Torres Strait Islander readers are advised that this 
research report may contains narrative that expresses the voices of 

people who may have passed away. 
 
 

Aboriginal and Torres Strait Islander people are further cautioned that 
this research contains personal testimony and content that some people 

may find distressing. 
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A companion document to ‘Culture is Inclusion’ 
 

 
This research report is a companion document to a book that is based on this 

research, entitled Culture is Inclusion: A Narrative of Aboriginal and Torres Strait 

Islander people with disability1. The book Culture is Inclusion, as it is abbreviated to, 

was published by First Peoples Disability Network (Australia) in July 2018.  

 

 

                                                 
1 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. 
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Both this Living Our Ways and the Culture is Inclusion research publications were 

prepared concurrently to address the different purposes required by various 

stakeholders to the research. This Living Our Ways report is written principally for 

policy makers and program managers in the various Government Departments and 

agencies that have oversight over support programs designed for Aboriginal and 

Torres Strait Islander people with disability, and its style, to me and presentation of 

recommendations is reflective of that intended audience. By contrast, Culture is 

Inclusion was principally published as a resource guide to support advocacy and 

service development and advocacy for the benefit of Aboriginal and Torres Strait 

Islander people with disability community, and the style, tone and presentation of the 

book is reflective of that purpose. 

 

Nonetheless, both Living Our Ways and Culture is Inclusion are publications from the 

same research program. Hence there is a degree of commonality in the research 

finding and the textual analysis. Important concepts and findings contained in this 

report are cross-referenced to the relevant section in the earlier publication Culture is 

Inclusion by way of a footnote. 
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Executive summary 
 
 

Background to the research:  

 

First Peoples Disability Network (FPDN), a non-government Aboriginal and Torres 

Strait Islander community-based disability organisation, was awarded research 

funding under the Commonwealth Government’s National Disability Research 

Development Scheme to develop a community-directed program of research that 

centres on the experiences of Aboriginal and Torres Strait Islander people with 

disability. 

 

Living Our Ways is the working title that was given to the research program, which 

was later published in a research monograph entitled Culture is Inclusion: A narrative 

of Aboriginal and Torres Strait Islander people with disability (Avery, 2018). 

 

The objectives of the research:  

 

The underlying objective was to elevate and promote the voices of Aboriginal and 

Torres Strait Islander people with disability in research and policy. This purpose, and 

the community model of research, was intended to address the exclusion of 

Aboriginal and Torres Strait Islander people with disability that has been an historical 

feature of institutional approaches to research and policy that affected them.   

 

The direct testimony of Aboriginal and Torres Strait Islander people with disability 

was attained through an overarching research approach that invited Aboriginal and 

Torres Strait Islander people with disability to tell of their experiences of living with 

disability on their terms, in response to the question “what is your story?” 

 

Methods: 

 

The research phase was developed as a grounded mixed methods approach. The 

grounded aspect involved developing an approach to community-based research 

that was developed from a set of research principles developed by the Board of 

Directors at FPDN as the acknowledged peak body representatives of the Aboriginal 

and Torres Strait Islander disability community. 
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Data: 

 

The mixed methods approach involves the collection, analysis, and simultaneous 

presentation of quantitative data and qualitative data. 

 

The quantitative data were drawn from national population-wide datasets from the 

ABS which were disaggregated by Indigenous and disability status. The two principal 

datasets used were the National Aboriginal and Torres Strait Islander Social Survey 

(‘NATSISS’), and the Survey of Disability, Ageing and Carers (‘SDAC’). These data 

were used to determine best available estimates on the prevalence and profile of 

disability in the Aboriginal and Torres Strait Islander population, and to measure 

levels of social inequality experienced by Aboriginal people with disability compared 

to other groups. 

 

The qualitative data were sourced from personal testimony provided by Aboriginal 

and Torres Strait Islander people with disability, generated through interviews that 

were conducted as part of this research. This data was used to describe the nature 

of social inequality, isolation and discrimination experienced by Aboriginal and Torres 

Strait Islander people and its impact upon their health and wellbeing. 

 

Sites and Participants: 

 

A total of 47 Aboriginal and Torres Strait Islander people with disability participated in 

the research in communities in: Metropolitan NSW; regional and remote NSW; 

remote Northern Territory; and a cohort of Deaf Aboriginal people in Sydney and 

Adelaide. 

 

Outcomes and findings: 

 

There are six outcomes from this research: 

 

OUTCOME 1: This is the development of a community-directed model of 

disability research. This outcome is covered in Section 3 and includes; an 

articulation of the guiding research principles that were determined by 

Aboriginal and Torres Strait Islander disability community; the processes 

through which a grounded approach to research were applied, and how 

research relationships were developed with academic researchers and data 
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advisors to support the progression of the research program within community 

principles. 

 

OUTCOME 2: This is the interpretation data on the prevalence and profile of 

disability amongst the Aboriginal and Torres Strait Islander population. This 

outcome is covered in Section 4, and includes: an analysis on the best 

available estimates on the prevalence of disability in the Aboriginal and Torres 

Strait Islander population by severity and type; and commentary on cultural and 

social factors that may lead to an under-reporting of disability in official 

datasets for Aboriginal and Torres Strait Islander populations to guide an 

interpretation of statistics. 

 

OUTCOME 3: This is the finding of social inequality and discrimination 

experienced by Aboriginal and Torres Strait Islander people with disability. As a 

group traversing two marginalised populations, the inequality and 

discrimination that they experience is multi-faceted, acute and pervasive across 

aspects of their lives and their access to support systems.  

 

Due to the depth in the content, this finding is presented in two sections of this 

report: Section 5 covers the social inequality that can be measured across a 

range of social outcomes and is organised according to policy themes. Section 

6 covers the experiences of discrimination and social isolation recounted in the 

testimony of Aboriginal and Torres Strait Islander people with disability.  

 

Section 6 also demonstrates the detrimental impact of accumulated inequality 

and discrimination upon their social and emotional wellbeing. Aboriginal and 

Torres Strait Islander people with disability were also found to self-exclude from 

situations where they might encounter discrimination as a protective measure 

to their wellbeing. This pathway from a fear of discrimination to self-exclusion is 

referred to in this research as ‘apprehended discrimination’2.    

 

OUTCOME 4: This is a finding that Aboriginal and Torres Strait Islander people 

with disability participate in social activities and events within their community 

at the same rate as Aboriginal and Torres Strait Islander people without 

                                                 
2 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. At p102-105. 
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disability. This is covered in Section 7 of this report. The parity in social 

participation by Aboriginal and Torres Strait Islander people with disability 

within their communities is the sole categorical exception to the inequalities that 

they experience in their interaction with systems and supports outside their 

community structure and has an affirmative impact upon their health and 

wellbeing. This finding affirms an Indigenous culture that is inclusive of 

disability, and the basis of a ‘cultural model of inclusion’ that contrasts deficit-

based models of disability. 

 

OUTCOME 5: This outcome is the presentation of an agenda for disability and 

inclusion research involving Aboriginal and Torres Strait Islander people. The 

research agenda is presented in Section 8 of this report. The essence of the 

research agenda is to progress the next iteration of community directed 

research from issue identification to translation into policy frameworks and 

service systems. It includes commentary and context to the various next 

generation of research proposals that are progressively identified throughout 

this report, with a consolidated list of research proposals provided at the end of 

this Executive Summary. 

 

OUTCOME 6: This is a statement of the research impact that contains a proof 

of concept for community directed research. This is covered in Section 9 of this 

report. It details what has been achieved in fostering the participation of 

Aboriginal and Torres Strait Islander people with disability through this research 

conducted as a community activity, and reflections on what could be done to 

further support aspiring Aboriginal and Torres Strait Islander researchers in a 

career in disability studies. 
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Research Agenda: A consolidated list of research 

proposals and supporting policy recommendations  

 

Recommended research projects:  

 

Continuing from Outcome 1 – A community directed model of research.  

 

R.1.  How can the model for community-led research co-production be extended to 

incorporate co-designs in disability service delivery for Aboriginal and Torres Strait 

Islander People with disability? 

 

R.2. What adjustments to this community-directed model of research (designed at 

the population level) are required for its usability in local area research, policy and 

planning? 

 

R.3. What are the implications in the development of Aboriginal and Torres Strait 

Islander research ethics for community-led approaches to research?   

 

Continuing from Outcome 2 – Interpreting data. 

 

R.4. To what extent do cultural and social factors contribute to an under-reporting of 

disability by Aboriginal and Torres Strait Islander people, both in determining the 

prevalence of disability and in determining their need for support? 

 

R.5. What improvements can be made in diagnostic practices and service systems to 

provide comprehensive support for co-occurring disabilities?  

 

R.6. What is the nature of ‘restrictive long-term health conditions’ for Aboriginal and 

Torres Strait Islander people? How do restrictive long-term health conditions inter-

relate with disability, what does this mean for an integrated approach to health and 

disability services? 

 

R.7. How do gender and geographical attributes such as remoteness compound 

inequalities that are experienced by Aboriginal and Torres Strait Islander women with 

disability and their support arrangements? 
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Continuing from Outcome 3(A) – Social inequality experienced by Aboriginal 

and Torres Strait Islander people with disability. 

 

R.8. Education: How can an intersectional approach to education that is inclusive of 

culture and disability complement existing strategies for improving educational 

attainment of Aboriginal and Torres Strait Islander children, and the inclusion of 

children with disability? How can a composite approach to cultural and disability 

inclusive education be defined for curriculum development and practices in the 

classroom?  

 

R.9. Health: What are the clinical governance and health care practice guidelines 

needed to safeguard against diagnostic overshadowing, institutional racism and 

institutional ableism in the provision of health care to Aboriginal and Torres Strait 

Islander people with disability and other vulnerable groups? 

 

R.10. NDIS: What modifications must be made to the NDIS ‘market based’ model for 

its effective implementation in Aboriginal and Torres Strait Islander communities 

(where are there are gaps in market infrastructure)? 

 

R.11. NDIS: What does ‘reasonable and necessary’ support mean in the cultural and 

social context of Aboriginal and Torres Strait Islander people with disability? What 

are the implications for NDIS’s operating principles? 

 

Continuing from Outcome 3(B) – Social isolation and discrimination 

experienced by Aboriginal and Torres Strait Islander people with disability. 

 

R.12. Mental health and suicide: What is the impact of disability in mental health 

outcomes and suicidal ideation (within the existing research initiatives for Aboriginal 

and Torres Strait Islander mental health and social and emotional wellbeing)? 

 

Continuing from Outcome 4 – Parity in cultural and community participation by 

Aboriginal and Torres Strait Islander people with disability. 

 

R.13. Cultural and community participation and healing: What is the connection 

between the observed parity in participation in cultural and community participation 

and the process of healing from trauma?    
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R.14. Translation to practice: What are the mechanisms and service protocols that 

can be established within practice and service systems to accommodate cultural 

approaches to practice? 

 

Continuing from Outcome 6 – supporting Aboriginal and Torres Strait Islander 

disability researchers. 

 

R.15. What are the barriers and enablers for prospective Aboriginal and Torres Strait 

Islander researchers building a career in disability research?  

 

 
 

Recommendations for supporting policy development:  

 

Continuing from Outcome 2 – Interpreting data.  

 

P.1. Establish an inter-governmental data informatics strategy for the continued 

development of disaggregated data to support policy planning and decision-making 

for services and support systems involving Aboriginal and Torres Strait Islander 

people with disability. This includes opening a dialogue between data stakeholders in 

community, policy and research to (i) better appreciate the social and cultural in the 

interpretation of disability data collected from Aboriginal and Torres Strait Islander 

people; and (ii) facilitate broader access and use of statistical data in localised 

decision making. 

 

Continuing from Outcome 3(A) – Social inequality experienced by Aboriginal 

and Torres Strait Islander people with disability. 

 

P.2.  Develop forums to engage relevant government agencies on the finding of 

social inequality that is experienced by Aboriginal and Torres Strait Islander people 

with disability, and what this means for policy design and implementation within their 

area of responsibility.   

 

P.3.  Establish greater connectivity between the Government’s Indigenous policies, 

the National Disability Strategy, and the NDIS. Possible mechanisms that facilitate a 

conscious consideration of the circumstances of Aboriginal and Torres Strait Islander 

people with disability in policy may include: 
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(i) Targets for disability within the Closing the Gap Framework; 

(ii) Incorporating costed initiatives into the next review of the Australian 

Government Action Plan; and 

(iii) Creating an Indigenous Advisory Roundtable for the NDIS. 

 

Continuing from Outcome 3(B) – Social isolation and discrimination 

experienced by Aboriginal and Torres Strait Islander people with disability. 

 

P.4.  Include a disability dimension to the terms of reference of all government 

Mental Health Frameworks and initiatives.   

 

Recommended policy development: Continuing from Outcome 4 – Parity in 

cultural and community participation by Aboriginal and Torres Strait Islander 

people with disability. 

 

P. 5. Future policy and service delivery frameworks relating to Aboriginal and Torres 

Strait Islander people with disability should prioritise services and initiatives that 

promote their active participation, ideally through the support of community-led 

programs, as a means of fostering their health and wellbeing.   

 

 

Continuing from Outcome 6 – supporting Aboriginal and Torres Strait Islander 

disability researchers. 

 

P.6.  Initiate a dialogue that includes Aboriginal and Torres Strait Islander community 

organisations, relevant Government agencies, the NDIA, and research funding 

organisations on strategies to develop and sustain researchers with an aptitude for 

Aboriginal and Torres Strait Islander disability research. 
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Glossary of key terms and concepts 
 

 

This section provides definitions for the key ideas and concepts that are developed 

and used throughout the research paper. This is to aid the reader in interpreting how 

terms are defined within the context in which they are used.   

 

‘Aboriginal and Torres Strait Islander people’ and ‘First Peoples’ 

 

‘Aboriginal and Torres Strait Islander people’ and ‘First Peoples’ are used 

interchangeably in the document, and reflects varying preferences based on the 

context. For example, the Australian Bureau of Statistics (ABS) incorporates the 

identifier ’Aboriginal and Torres Strait Islander’ in the description of the National 

Aboriginal and Torres Strait Islander Social Survey (NATSISS), which is a primary 

dataset used for statistical analysis; whereas the FPDN, a national community 

disability organisation, prefers the terminology of ‘First Peoples’ when referring to its 

community. Ultimately, they are different identifying terms used to refer to the same 

population group. 

 

For the purposes of the inclusion criteria as an Aboriginal and Torres Strait Islander 

person, the research applies the criteria of self-identification. This is consistent with 

the ‘Standard Indigenous Question’ used by the ABS in its data collection and many 

other government agencies, which states that “An Aboriginal or Torres Strait Islander 

is a person of Aboriginal and Torres Strait Islander descent who identifies as an 

Aboriginal or Torres Strait Islander and is accepted as such by the community in 

which he or she lives”3.   

 

‘community’  

 

In the broadest sense, a ‘community’ is a group of people with shared beliefs, values 

and experiences.  The shared experiences of Aboriginal and Torres Strait lslander 

people means ‘community’ has a special connotation for them. It is not only a term 

                                                 
3 Department of Aboriginal Affairs (1981). Report on a review of the administration of the working definition of Aboriginal and Torres 

Strait Islander, Canberra: Commonwealth of Australia.  
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that describes physical connection of a group of people, but also a spiritual sense of 

belonging.  

 

In Aboriginal and Torres Strait Islander affairs, there are a variety of contexts in 

which ‘community’ can be used. Two prevalent examples of contrasting contexts in 

the use of ‘community’ are:  

 

 Spatial references to ‘community’: In this context, ‘community’ is used to 

locate a person’s sense of belonging which is place-based or geographical. 

For example, people may identify as belonging to an Aboriginal nation, and/or 

a town or locality.  

 

 Non-spatial references to ‘community’: In this context ‘community’ is used 

independent of geographical markers and used to locate a person’s sense of 

belonging based on their shared experiences with other people. In this sense, 

Aboriginal and Torres Strait Islander people with disability may be viewed as 

a ‘community’ based on shared experiences of disability, that transcends 

geographically based markers. 

 

Notably, an individual may have multiple affiliations with different communities. For 

example, an Aboriginal or Torres Strait Islander person with disability may identify as 

a member of the disability community as well as a member of an Aboriginal nation.  

 

For the purposes of this project, ‘community’ is used to refer to the First Peoples 

disability community. To avoid confusion within this report, place-based names are 

referred to as ‘research sites’. 

 

First Peoples Disability Network (FPDN) 
 

First Peoples Disability Network (FPDN) is a non-government Aboriginal and Torres 

Strait Islander community organisation that represents the First Peoples disability 

community. 
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‘Disability’ and ‘functional limitation’ 
 

This research report applies the World Health Organisation’s International 

Classification of Functioning, Disability and Health (ICF) standardised framework for 

disability terminology, which integrates the biophysical and social factors affecting a 

person. In the framework, ‘disability’ refers to a specific condition or impairment rated 

against their health, whereas functioning relates to the capacity to undertake a task 

as a consequence of having an impairment:     

   

 “Disability is an umbrella term for impairments, activity limitations and 

participation restrictions. It denotes the negative aspects of the interaction 

between a person’s health condition(s) and that individual’s contextual factors 

(environmental and personal factors). 

 

Functioning is an umbrella term for body function, body structures, activities 

and participation. It denotes the positive or neutral aspects of the interaction 

between a person’s health condition(s) and that individual’s contextual factors 

(environmental and personal factors).”4 

 

The ICF framework frames disability and human functioning within a limited concept 

of health, which means that other factors which may inhibit social participation, such 

as racial discrimination, are outside its scope5. This limitation in scope presents 

another gap in its application to what are significant disabling factors affecting 

Aboriginal and Torres Strait Islander people.  

Severity of disability  
 

The ABS statistical dataset cited in this research report adopts the ICF Framework 

and describes disability in terms of severity of the functional limitation. It categorises 

four levels of severity in functional limitation: 

 

 Profound - the person is unable to do, or always needs help with, a core 

activity task. 

 Severe - the person sometimes needs help with a core activity task, 

and/or has difficulty understanding or being understood by family or 

                                                 
4 World Health Organization (2001) The International Classification of Functioning, Disability and Health (ICF). Geneva: WHO.  

5 World Health Organization (2001) Ibid. 
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friends, and/or can communicate more easily using sign language or other 

non-spoken forms of communication. 

 Moderate - the person needs no help, but has difficulty with a core activity 

task. 

 Mild - the person needs no help and has no difficulty with any of the core 

activity tasks, uses aids and equipment and has difficulty in general 

mobility.6 

 

The ABS datasets used for the research adopt a self-identification method in 

identifying the severity of functioning limitation. For the purposes of the research, the 

inclusion criteria is based on a self-identification process in which the participant self-

identifies with the First Peoples disability community. This maintains consistency with 

the self-identification of Aboriginal and/or Torres Strait Islander status, and the self-

identification approaches used by the ABS in the dataset used in the statistical 

analysis. 

‘Social inequality’ 
 
This research report adheres to ‘inequality’ as a concept that is measurable, and 

taken literally to mean that social health and wellbeing outcomes for various groups, 

as captured in statistical datasets, are not equal. The concept of social inequality is 

applied in the comparison of indicators for Aboriginal and Torres Strait Islander 

people with disability compared to other groups within the Australian population. 

 

‘Intersectional inequality’ 
 

The term ‘intersectional inequality’7 was devised for this research to describe the 

systemic inequality that Aboriginal and Torres Strait Islander people with disability 

experience as a group intersecting two marginalised populations compared to other 

population groups. The ‘intersectional’ component of this concept is derived from the 

theory of ‘intersectionality’8 developed in Section 3 of this report and synthesised with 

the concept of social inequality described above.  

 

                                                 
6 Australian Bureau of Statistics (2016) Disability, Ageing and Carers, Australia: Summary of Findings, 2015. Rel. 4430.0. Glossary. 

At: http://www.abs.gov.au/ausstats/abs@.nsf/Lookup/4429.0Main+Features100232009 

7 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. At p107-150. 

8 Crenshaw K. (1991) ‘Mapping the margins: Intersectionality, identity politics, and violence against women of color’ Stanford Law 

Review, 43(6): 1241-1299. 
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1. Introduction and context: ‘Voices’ of Aboriginal 
and Torres Strait Islander people with disability in 
research and policy  

 

 

KEY POINTS: 

 

This section covers the background context to the Living Our Ways research and 

why it was undertaken. 

 

A. There is a limited amount of research that has been published on the social 

experiences of Aboriginal and Torres Strait Islander people with disability. 

  

B. Outside this research, other research that is available tends to fall into the 

following categories: 

 Research on Indigenous social structures and cultural value system that 

demonstrate their inclusiveness of people with disability.  

 Perspectives on the need of Aboriginal and Torres Strait Islander people 

with disability through the perspective of intermediaries, such as service 

providers, carers, or others working in a professional capacity to a person 

with disability. 

 Epidemiological studies on the incidence of various types of disability and 

chronic diseases in the Aboriginal and Torres Strait Islander population. 

 

C. The absence of attention in research has resulted in the unique needs of 

Aboriginal and Torres Strait Islander people with disability falling through the 

cracks of unconnected policy framework and service systems. 

 

D. The Living Our Ways research program is a community led approach that aims 

to fill this void by promoting the voices of Aboriginal and Torres Strait Islander 

people with disability.  
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1.1 ‘No word for disability’ – Indigenous disability and inclusion in 

research 

 

There is a limited amount of research that has been published on the social 

experiences of Aboriginal and Torres Strait Islander people with disability. The small 

amount of published research on disability in Aboriginal communities all settle on a 

conclusion that ‘disability’ is not a concept that readily translates in Aboriginal 

languages and cultures. A seminal study published in 1999 observed the Anangu 

people of the Northern Territory described a community where there is no word for 

‘disability’ in their native Pitjantjatjara language9. Instead, the Anangu have words in 

the native language which describe various impairments, but these words were not 

used in pejorative tense but instead used to facilitate their inclusion within their 

community. 

 

The nature of an Indigenous culture of inclusion is a recurring theme in disability 

related research involving Aboriginal and Torres Strait Islander communities. Another 

study at an urban Indigenous-specific respite centre for people with diabetes-related 

disability speaks of “invisibility of their disability experience”10. This remark 

centralises their identity as being a person who is Aboriginal, overshadowing the 

disability or impairment that they may have. The Aboriginal people involved in the 

study did not readily accept the categorisation of being a person with disability as 

they viewed disability as a non-Indigenous concept. The hierarchy of Aboriginal 

identity above disability in an Aboriginal person’s sense of belonging is paraphrased 

by a participant in the study as being “Indigenous first, disabled second”11. Other 

researchers12 have studied services providers’ attitudes towards Aboriginal and 

Torres Strait Islander people with disability and have also concluded that that there 

were diverse conceptualisations of disability in the Aboriginal population, often 

described as “normal” and “part of living”, and that an acknowledgement of disability, 

or lack thereof, was a key influencing factor in whether Aboriginal people accessed 

disability services. 

 

                                                 
9 Ariotti L. (1999) ‘Social Construction of Anangu Disability’, Australian Journal of Rural Health. 7: 216-222. 

10 King JA, Brough M, and Knox M. (2014) ‘Negotiating disability and colonisation: the lived experience of Indigenous Australians with 

a disability’ Disability and Society. 25(5): 738-750. 

11 King et al (2014) (ibid) at p744. 

12 Gilroy J, Donelly M, Colmar S, and Parmenter T. (2016) ‘Twelve factors that can influence the participation of Aboriginal people in 

disability services’. Australian Indigenous Health Bulletin 16(1). 
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There are parallels to Aboriginal and Torres Strait Islander people’s worldview of 

human capability and diversity with other Indigenous peoples worldwide. Culturally, 

there were no equivalent words in the Maori language for disability or many 

diagnostic labels that apply, such as autism. The Te Pou o te Whakaaro Nui 13 is a 

project to update and create Māori language used in the mental health, addiction and 

disability sectors with language that is not judgmental, and uses Maori words 

‘whaikaha’, meaning ‘to have strength, otherly abled’ as an equivalent for ‘disabled’; 

and ‘takiwatanga’, meaning ‘his or her own time and space’ as an equivalent word for 

‘autism’. In another hemisphere, the Navajo Indigenous people of North America 

lacked a word for ‘disability’ until an acculturalisation through western influences, 

instead living by a concept of ‘Honzo’ to describe someone who is walking in 

harmony with all that is around them14. 

 

First Peoples’ expressions of humanity and diversity are more than just observances 

of functional linguistics. They speak of a belief system that values a person’s 

centeredness over biomedical and physical differences, and acceptance of difference 

as within the natural order of the world. It is a belief system that governs their 

behaviours, and comes with such a long-standing track record that it need not be 

consciously taught, but rather is modelled through Indigenous people’s attitudes 

towards other members of their community.  

 

The contemporary dilemma for Aboriginal and Torres Strait Islander people is that 

their culture and belief system of human functioning and diversity is so radically 

different from the Western construct of disability dominant in Australia and other 

Westernised nations, which constructs disability as a deficit against a perceived 

‘normal’ level of functioning, and “an individual deficit/problem that has to be fixed, 

rehabilitated or prevented.”15 This cultural difference creates a dilemma in designing 

policy and services for Aboriginal and Torres Strait Islander people, as the question 

‘do you have a disability?’, which acts a trigger for support in disability service 

systems, is a question that is culturally insensible for Aboriginal and Torres Strait 

Islander people.  

 

                                                 
13 Te Pou o te Whakaaro Nui (2016) Te Reo Hāpai – The Language of Enrichment. Accessed at: 

https://www.tepou.co.nz/initiatives/te-reo-hapai-the-language-of-enrichment/169 

14 Kapp SK. (2013) ‘Navajo and Autism: the beauty of harmony’. In: Moving Beyond Boundaries in Disability Studies: Rights, Spaces 

and Innovations. Moore M. Ed, p77-90, Routledge, at p 82-83. 

15 Berghs, M, Atkin, K, Graham, H, Hatton C, and Thomas C. (2016), ‘Implications for public health research of models and theories 

of disability: a scoping study and evidence synthesis, Public Health Research, No. 4.8. 
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1.2 Dispossession of land and body - The enduring impact of 

colonisation  

 

The process of colonisation has had multiple and continuing impacts on the 

Aboriginal and Torres Strait Islander population16 17. First, massacres and the 

introduction of foreign diseases drastically reduced the Aboriginal population in the 

first decade following European contact. Second, the imposition of guns, alcohol, 

tobacco and sugar as agents of colonisation resulted in hugely increased levels of 

disablement among the surviving population and their future generations, which has 

had a long-term impact on population health status. Third, the colonisation itself was 

founded on the imperial legal doctrine of ‘terra nullius’, literally meaning ‘nobody's 

land’18 19. To morally justify the dispossession of the native inhabitants from their 

land, Aboriginal and Torres Strait Islander people were treated as subhuman and 

viewed as inferior by their European conquerors. The humanity of Aboriginal and 

Torres Strait Islander people was effectively denied, and the impact of racial 

discrimination affecting the rights, inclusion and social structure of Aboriginal and 

Torres Strait Islander people is still evident in Australia today. 

 

Colonisation had a particular impact upon Aboriginal and Torres Strait Islander 

people with disability, centring them at a convergence of armed aggression 

dispossessing them from their land as Aboriginal people, alongside their social 

‘othering’20 as people with disability. The colonisation of Australia commenced when 

the industrial revolution was taking place in Europe, and many of the ideals of 

‘human capital’, equating people to physical resources in an industrialised production 

processes, were imported as foundations for the social and political economy of the 

new colony. A corollary of ‘human capital’ that was also imported through 

colonisation was the notion of a ‘disabled person’, a social construction to categorise 

people that were perceived to be unable to participate in the market economy.  

 

                                                 
16 Trudgen R. (2000). Why warriors lay down and die. Darwin: Aboriginal Resource & Development Services.  

17 Johnston E. (1991). Report of the Royal Commission into Aboriginal Deaths in Custody. Canberra: Australian Government 

Publishing Service. 

18 Frost A. (1981). ‘New South Wales as terra nullius: The British denial of Aboriginal land rights.’ Australian Historical Studies, 

17(777), 513-523.  

19 Reyonds H. (1987) The Law of the Land. Penguin Books Australia.  

20 Mik-Mayer N. (2016) ‘Othering, ableism and disability: A discursive analysis of co-workers’ construction of colleagues with visible 

impairments’. Human Relations. Volume: 69 issue: 6, page(s): 1341-1363. 
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Hence, the native population of Australia faced cultural upheaval on multiple fronts. 

Over and above the violent aggression of colonisation was the establishment of a 

social order completely at odds with their cultural values of diversity and inclusion21 

Some Aboriginal people, already subjugated by armed force22 and the pejorative 

influences of the early colonial press23, also acquired a new label of ‘disability’, 

adding another dimension to their dehumanisation, further marginalising them even 

amongst their own people. In the two and a half centuries since, Aboriginal and 

Torres Strait Islander people with disability have been vulnerable to the worst of the 

worst in the social engineering that has taken place post-colonisation: whether it is 

the over-incarceration of Aboriginal and Torres Strait people 24; the institutionalisation 

of people with disability in mental asylums and institutions, and the structural 

violence that occurred within them25; the removal of children from their families during 

the Stolen Generations and beyond26 27; or exclusion from equal participation in a 

market economy28. In appreciating how enshrined the forces of their exclusion have 

become, the current status of Aboriginal and Torres Strait Islander people with 

disability is a reminder that the echoes from a distant past still resonate loudly today.  

 

The magnitude of the impact of colonisation upon Aboriginal and Torres Strait 

Islander people with disability cannot be covered in the scope of this project. It is, 

however, important to note here the history of colonisation and its enduring impact on 

Aboriginal and Torres Strait Islander people with disability. The exclusion, 

dispossession, violence, racism and discrimination has caused, and continues to 

cause, significant trauma and suffering. These experiences of trauma were pervasive 

and sustained, and have been passed down and compounded through generations. 

In essence, the ‘trauma story’ of Aboriginal and Torres Strait Islander people with 

                                                 
21 Hollinsworth D. (2006). Race and racism in Australia. Melbourne: Cengage. 

22 Gilroy J, Ragen J, and Meekosha H. (2018) ‘Decolonizing the dynamics of media power and media representation between 1830 

and 1930: Australian Indigenous peoples with disability’. In: Ellis K, Goggin G. and Haller B.(eds.), Routledge Companion to Disability 

and Media. New York: Routledge. 

23 Reynolds H. (2013). Forgotten War. Sydney: NewSouth Books. 

24 Johnston E. (1991) Report of the Royal Commission into Aboriginal deaths in custody. Australian Government Publishing Service. 

Canberra. 

25 Sweet M. (2017). Acknowledgement: A social journalism research project relating to the history of lock hospitals, lazarets and 

other forms of medical incarceration of Aboriginal and Torres Strait Islander people. PhD thesis. Canberra: University of Canberra 

26  Human Rights and Equal Opportunities Commission. (1997). Bringing them home: National Inquiry into the separation of 

Aboriginal and Torres Strait Islander children from their families. Sydney. 

27 McGlade H. (2012). Our greatest challenge: Aboriginal children and human rights. Canberra: Aboriginal Studies Press. 

28 Hunter B. (2000). Social exclusion, social capital, and Indigenous Australians: Measuring the social costs of unemployment. 

Canberra: ANU. 
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disability is an impairment uniquely experienced by Aboriginal and Torres Strait 

Islander people who have been dispossessed from both land and body. 

 

1.3 Gaps in policy frameworks affecting Aboriginal and Torres Strait 

Islander people with disability 

 

Within the Australian federated system of government, there is a multiplicity of policy 

initiatives, frameworks and plans that impact upon the lives of Aboriginal and Torres 

Strait Islander people with disability. Issues affecting Aboriginal and Torres Strait 

Islander people with disability traverse numerous policy domains, from Indigenous 

affairs to disability, health, law and justice, education and employment, transport, and 

housing.   

 

At the national level, there are two main social policy initiatives of the Australian 

Commonwealth Government that affect Aboriginal and Torres Strait Islander people 

with disability. One policy is the National Indigenous Reform Agreement, more 

commonly known as Closing the Gap Framework 29, that aims to improve health and 

social outcomes of Aboriginal and Torres Strait Islander people. A second separate 

and unconnected strategy is the National Disability Strategy30, that is an overarching 

national policy approach to improving access to support services and social 

outcomes for people living with disability, their families and carers.  

 

Addressing inequalities through the Closing the Gap Framework and the National 

Disability Strategy as unconnected policies may be regarded a sectional policy 

approach, drawing a comparison to the intersectional approach of this research. 

Within the Indigenous policy domain, the Closing the Gap Framework includes 

specific targets for equality between Aboriginal and Torres Strait Islander people and 

other Australians in the areas of:  

 life expectancy;  

 child mortality rates;  

 school attendance;  

 literacy and numeracy;  

 year 12 level education attainment; and  

                                                 
29 Coalition of Australian Governments (2007) National Indigenous Reform Agreement (Closing the Gap). 

30 Coalition of Australian Governments (2010) National Disability Strategy 2010-2020. 
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 employment outcomes.  

 

Since its inception, there has been no target within the Closing the Gap Framework 

which acknowledges the impact of disability as a factor in attaining equality within 

their targeted policy area across the entire population. For example, achieving 

equality in educational attainment for the entire Aboriginal and Torres Strait Islander 

population does not acknowledge the peculiar barriers that Aboriginal or Torres Strait 

Islander children with disability might face to attaining equality in access to their 

education, over and above their status as Aboriginal or Torres Strait Islander 

children. Consequently, social equity programs provided through Indigenous 

education policy may focus upon cultural inclusion, but ignore disability inclusion. As 

another example, the target to attain equality in employment outcomes for Aboriginal 

and Torres Strait Islander people does not factor in how disability related 

discrimination in employment practices may coincide with race-based discrimination 

to curtail the prospect of attaining equality in employment across the entire 

population.  

 

Part of the oversight of the impact of disability within Indigenous policy may be 

attributable to an absence of the research and data that demonstrate the heightened 

level of social inequality that Aboriginal and Torres Strait Islander people with 

disability encounter compared to Aboriginal and Strait Islander people without 

disability. This was the case at the commencement of the research, and what this 

research aims to remedy.  

 

The central plank of Australian disability policy is the National Disability Strategy 31 , 

which aims to improve the quality of lives of people with disability. The National 

Disability Strategy has identified six policy priority areas with distributed 

responsibilities across various government agencies, including:  

 inclusive and accessible communities (including the physical environment, 

transport, communications, social and cultural life);  

 rights protection, justice and legislation (including anti-discrimination and 

interaction with justice systems);  

 economic security (including employment and income support);  

 personal and community support (including provision of disability support 

services); learning and skills (including early childhood and education); and  

                                                 
31 Coalition of Australian Governments (2010) National Disability Strategy 2010-2020. 
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 health and wellbeing (including access to health, interaction between the 

health and disability services).  

 

In 2017, the Australian Government took a step towards acknowledging the unique 

needs of Aboriginal and Torres Strait Islander people with disability through the 

release of an Australian Government Plan to Improve Outcomes for Aboriginal and 

Torres Strait Islander People with Disability 32. The Plan is an audit of current 

government activities affecting Aboriginal and Torres Strait Islander people with 

disability. The activities in the Plan are not necessarily targeted at the unique 

circumstances of Aboriginal and Torres Strait Islander people with disability, as 

activities for broader Aboriginal and Torres Strait Islander populations, by which 

people with disability incidentally benefit, are also included. Further, the policy 

initiatives detailed within the Plan are not costed, nor has there been any reference 

to the prevalence or profile of disability amongst Aboriginal and Torres Strait Islander 

communities upon which demand for disability services can be determined. These 

are policy aims that the statistical analysis in Section 4 contributes towards. 

 

The establishment of an NDIS is a key policy initiative of the National Disability 

Strategy, and amounts to a $28 billion undertaking to provide increased access to 

disability services by people with severe and profound disability. The NDIS 

establishes a market-based model for the provision of disability services which 

focuses on promoting personal agency, paraphrased as ‘choice and control’. 

However, there are limitations to the market model of the NDIS when it is 

implemented in Aboriginal and Torres Strait Islander communities. As Section 5 

shows, there are gaps in the basic public infrastructure that are needed to make a 

market function effectively, and many issues that inhibit access by people with 

disability are structural. In the hierarchy of community need, addressing fundamental 

issues of survival, such as homelessness and chronic hunger, take precedence over 

the capacity of the NDIS to make an impact at the personal level. However, the 

responsibility for addressing the structural issues is beyond the remit of the NDIS, 

and it instead resides in another, unconnected arm of government. A discussion of 

these issues that are emerging from the implementation of the NDIS in Aboriginal 

and Torres Strait Islander communities is presented in Section 5.7 of this report. 

 

  

                                                 
32 Commonwealth of Australia - Department of Social Services (2017) Australian Government plan to improve outcomes for 

Aboriginal and Torres Strait Islander people with disability. 
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1.4 Giving voice to Aboriginal and Torres Strait Islander people with 

disability through research by community for community 

 

The purpose of the research program reported here was to capture the issues 

affecting Aboriginal and Torres Strait Islander people from their viewpoint. The 

program was given the working title Living Our Ways to reflect this.   

 

The project originated within the First Peoples Disability Network (Australia) (FPDN), 

which is a community-based representative disability organisation established by and 

for First Peoples with disability, their families and communities. FPDN is governed by 

a board and executive comprised in its entirety of Aboriginal and Torres Strait 

Islander people with disability.  The housing of the research program in an 

organisation with this model of community-controlled disability governance structure 

was instrumental in keeping the research program grounded to the needs, values 

and decision-making practices of the Aboriginal and Torres Strait lslander disability 

community.  

  

The concepts and principles used in this research can be traced to the emergence of 

a focused First Peoples disability rights movement. In the early 1990’s Uncle Lester 

Bostock, an esteemed Aboriginal Elder and leader of the First Peoples disability 

rights movement, raised the ‘double disadvantage’ that people who were both 

Aboriginal and living with disability experienced. As a person with a physical 

disability, Bostock noted that “when we look at access and equity to service agencies 

and access to the workforce, Aborigines are at the lowest rung of the servicing 

ladder.”33 The concept of ‘double disadvantage’ as observed by Bostock forms a 

basis for the framing of issues of access by First Peoples with disability as 

‘intersectionality’ within this report.   

  

The First Peoples disability rights movement emerged as a distinct community when 

the Aboriginal rights movement and disability rights movement converged. In 1999, 

there was a gathering of Aboriginal people with disability in Alice Springs with 

representation from all States and Territories. An agreed priority at the gathering was 

for those present to return home and to establish States and Territory based 

representative Aboriginal disability organisations. Some state-based organisations 

survived on the back of fledgling funding, notably the Aboriginal Disability Network in 

                                                 
33 Bostock  L. (1991) 'Access and equity for people with a double disadvantage'. Australian Disability Review, Vo1. 2, pp. 3-8. 
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New South Wales, but most attempts to establish disability organisations in other 

States and Territories floundered because of a lack of tangible support from 

governments.  The Aboriginal Disability Network New South Wales (ADNNSW) 

became an incorporated entity in 2002.  ADNNSW was the precursor to the 

nationally constituted FPDN, which was incorporated in 2010.  

  

Between 2004 and 2005, the Aboriginal Disability Network New South Wales 

undertook a broad-based community consultation on the needs of Aboriginal and 

Torres Strait Islander people with disability. Lester Bostock, the inaugural chair of an 

incorporated Aboriginal Disability Network, and Damian Griffis, visited 33 Aboriginal 

communities across New South Wales to produce a seminal report entitled ‘Telling it 

Like it Is’34 which chronicled high levels of unmet need, a lack of service provision 

and extreme poverty in Aboriginal communities. The principles of consulting directly 

with Aboriginal and Torres Strait Islander people with disability, and an obligation to 

the First Peoples disability community to ‘tell it like it is’, are two core ethical 

principles that this research project has inherited from this original work.  

  

Despite a distinct First Peoples disability rights agenda emerging through a process 

of development led by the community, the research to support the rights agenda was 

being conducted parallel to, and not with and within community. An audit of disability 

research in 2014 located 39 papers in scientific literature and 30 papers in ‘grey’ 

literature35, the majority of which constituted bio-medical disability research 

conducted in Aboriginal and Torres Strait Islander communities. The search inclusion 

criteria failed to incorporate the knowledge and expertise of the First Peoples 

disability community and its leaders, highlighting the gaps in scientific searching 

techniques to identify research activities and the priorities identified by the 

community.  

 

The absence of voices from the Aboriginal and Torres Strait Islander disability 

community in research and policy has increasingly frustrated the efforts of the First 

Peoples disability community in seeking to have their rights acknowledged and 

respected. FPDN determined to assume the leadership role in the progression of 

research that affected their community. In December 2014, the Board of FPDN 

declared its strategic intent to own the First Peoples disability research agenda in 

                                                 
34 Bostock L, and Griffis D. (2005) Telling it Like it Is: A report on community consultations with Aboriginal people with disability and 

their associates throughout NSW, 2004-2005. Aboriginal Disability Network New South Wales. 

35 Centre for Disability Research and Policy (2014). Report of Audit of Disability Research. University of Sydney, Supplement at p.21. 
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partnership with its community36. The Living Our Ways research program is an 

outcome of this strategic commitment to undertake research by the community for 

the community, and the remainder of this report details it outcomes. 

 

 

  

                                                 
36 First Peoples Disability Network (2015) Strategic Directions 2015-2020. Accessed at: https://fpdn.org.au/wp-

content/uploads/2017/09/fpdn-strat-plan-cover-hiqual.pdf 
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2. The Living Our Ways Research Program 
 
Table 2.3.1 Research Approach and Methods 

 

 

KEY POINTS: 

 

This section covers the research brief and the methodology through which research 

was developed as a grounded, community directed program of research. 

 

A total of 47 Aboriginal and Torres Strait Islander people with disability participated in 

the research in communities in: Metropolitan NSW; regional and remote NSW; 

remote Northern Territory; and a cohort of Deaf Aboriginal people in Sydney and 

Adelaide.  

 

 

2.1 The research brief 
 

 
FPDN received funding under the Commonwealth Government’s National Disability 

Research Development Scheme to fund one full-time researcher for two years to 

listen to and record the lived experience of Aboriginal and Torres Strait Islander 

people with disability through their narratives. FPDN was the community base for the 

project and provided additional services for the project in-kind., The University of 

Technology Sydney and University of New South Wales have provided ongoing 

support for this project and supported the intent for genuine community leadership 

and partnership, including in-kind support 

 

There are six deliverables of the Living Our Ways research program:  

 

(i) Establish a genuine model of co-production in disability research which is 

driven by Aboriginal and Torres Strait Islander people with disability. This 

is covered by Outcome 1 in Section 3. 

 

(ii) Improve the interpretation of quantitative data collected through the 

National Aboriginal and Torres Strait Islander Social Survey (NATSISS), 

Survey of Disability, Ageing and Carers (SDAC) and related instruments 
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through a complementary qualitative knowledge base. This is covered by 

Outcome 2 in Section 4. 

 

(iii) Produce a national research agenda for prioritising future Aboriginal and 

Torres Strait Islander disability research projects. This is covered by 

Outcome 5 in Section 8. 

 

(iv) Incorporate community-based capacity building for greater participation by 

Aboriginal and Torres Strait Islander disability research. This is covered 

by Section 2 in relation to the development of research methods, and 

further by Outcome 6 in Section 9 in relation to the research impact for the 

Aboriginal and Torres Strait Islander disability community. 

 

(v) Invite groups of Aboriginal researchers to build their capacity in disability 

studies. This is covered by Outcome 6 in Section 9. 

 

(vi) Summarise the analysis in a report for NATSISS, SDAC and Research 

and Data Working Group, which is this report. 

 

The research proposal included three core principles for conducting the research.  

 The first principle referred to an intersectional approach to reflect the 

uniqueness of Aboriginal and Torres Strait Islander disability rights and 

research.  

 The second principle referred to an authentically grounded approach to 

reflect the perspectives of Aboriginal and Torres Strait Islander people with 

lived experience of disability 

 The third principle referred to establishing a genuine community-directed 

model of co-production in Aboriginal and Torres Strait Islander disability 

research. 

 

2.2 Scope and limits 
 

Before progressing to a detailed discussion of how the research was conducted and 

its findings, it’s important to highlight what the research was not designed to do. As 

an exploratory scoping study aimed at generating issues and ideas, it was not 

intended or designed to be an evaluation of any specific disability services or support 
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programs. The aim of this research was to identify issues for further exploration, and 

in doing so highlights some focused areas of concern in relation to the equity and 

quality with which support programs are provided to Aboriginal and Torres Strait 

Islander people with disability. However, no definitive conclusions about program or 

service evaluation can be drawn from this research, other than to demonstrate a 

need for further focused evaluation on the issues of concern that have been 

identified. 

 

Further, the testimonial data has the capacity to report on the quality of the personal 

experience. There was insufficient sample size in the qualitative survey to provide 

any inference on the prevalence of issues from the testimonial data alone. The 

research has attempted to overcome this limitation by using a mixed methods 

approach37 in which the statistical data interacts with testimonial data to generate the 

cohesive ‘narrative’ addressing quality and prevalence.  

 

The research was promoted through the First Peoples disability community as 

inclusive of all disability types. By adopting an ‘inclusive of all’ ethos, self-

identification as an Aboriginal and Torres Strait Islander person with disability was 

used as the basis for inclusion, and a defined clinical diagnosis of disability was not 

required for participation in the research. 

 

Finally, this research has started a process of activating participation by Aboriginal 

and Torres Strait Islander people in research and has been successful in reaching 

people who had not previously had opportunity to speak on issues that affect them. 

Nonetheless, it should not be presumed that this process has comprehensively 

captured all the views of the dispossessed and marginalised. There are particular 

gaps within the Aboriginal and Torres Strait Islander disability community whose 

views appear to be underrepresented. These groups include the views of children 

and young people; people who are in detention; people who are homeless and 

sleeping rough.  In this respect, this research is a starting point for further exploratory 

studies on the narrative of the even ‘harder to reach’, not merely to incorporate their 

story as a perspective within research, but in positioning it as central to the purpose 

for conducting social impact research in the first place.  

 

 

                                                 
37 Leech N, and Onwuegbuzie A, (2008) A typology of mixed methods research designs, Quality and Quantity, 43(2), 265-275. 
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2.3 Research Approach and Methods 
 

 

The research approach and methods were progressed through a series of stages, 

which are detailed in the table below. As this study applied a grounded approach 

across a number of research and participant cohort groups, these stages were not 

always sequential or linear. For example, research interviews in New South Wales 

were well underway by the commencement of the community consent and ethical 

review processes for research sites in the Northern Territory. 

 

 



41 
 

 

Table 2.3.1 Research Approach and Methods 
 

Research activity How this was implemented in the research 

STAGE 1:  PREPARATION AND CONCEPT DEVELOPMENT  

Developed the concept of 

a community directed 

approach to disability 

research and the core 

principles for its 

implementation 

 

 The FPDN Board of directors formally endorsed a community-directed 

approach to research as part of its Strategic Directions in December 

2015, and established the set of principles through which the 

community-directed model of research would be conducted.  

 

The principles for community research are set out in Section 3.2. 

Established a research 

team to reflect the 

community directed 

model of co-production. 

A research team was established under the leadership of FPDN, who 

designated the researcher to lead the research.  An Academic Advisory 

Panel comprising leading Aboriginal and disability researchers to provide 

research and academic advice was established to provide academic 

oversight to the project. The ABS were invited to provide technical 

expertise on the extraction and interpretation of statistical data. 

 

The research relationships between FPDN (‘Community’), the 

academic and technical advisors are set out in Section 3.7. 

A data strategy was 

developed utilising a 

mixed methods approach 

 

A data strategy was developed to obtain: 

 Qualitative data: generated through interviews with Aboriginal 

and Torres Strait Islander people with disability  

 Quantitative data; Through the NATSISS and the SDAC 

Field notes of the interview process were also kept by the lead 

researcher as an interpretive guide during later stage analysis. 

 

The principles for community research are set out in Section 3.2. 

STAGE 2: PROJECT DESIGN  

Create an interview 

technique that allowed 

participants to tell their 

story on their terms, and 

be sensitive to traumas 

they may have 

experienced.  

An unstructured interview technique was utilised to enable participants 

to tell their story on their terms and at their own pace. 
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Research activity How this was implemented in the research 

Interview questions Discussion prompts: As opposed to questions, five discussion prompts 

were woven into the interview to facilitate the telling of testimony.  

1) What is your story? 

2) What barriers and obstacles have you faced in getting the help 

you need? 

3) Who do you turn to when you need help? 

4) What are some of the good things you have been able do? 

5) What matters to you regarding your future? 

 

Notably the discussion prompts avoided a reference to ‘disability’, and 

references to ‘disability’ were otherwise avoided unless introduced into 

the discussion by the participant.  This was consistent with one of the 

aims of the study that was to understand how Aboriginal and Torres 

Strait Islander people with disability intuitively identify with their disability. 

Establish an inclusion 

criterion for participation 

in the study 

The inclusion criteria for a participant was:  

 Self-identification as an Aboriginal and/ or Torres Strait IsIander 

person; and  

 Self-identification as a person living with disability. 

Participant information 

and consent 

documentation 

A two-page (one single sheet, double sided) was drafted with the 

assistance of an Aboriginal person with disability representative of the 

participant group, and separately reviewed by another Aboriginal person 

with disability. The final version incorporated the following advice 

provided during the drafting: 

 They found comfort in knowing the research was being led by 

an Aboriginal non-government organisation, rather than a 

Government agency or a University. This was reinforced by 

including FDPN’s logo on the form.  

 They wanted an iron-clad assurance that their personal story 

would not be given to a Government agency. 

 They found lengthy, technically worded consent forms 

intimidating, and would be reluctant to sign it 
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Research activity How this was implemented in the research 

Safety protocols were 

established 

Safety protocols were established to encourage awareness of signs 

that the participant was affected by trauma. These protocols included: 

 stopping the interview if the safety of the participant was of 

concern, and  

 making sure a support person was available at all times. 

 

STAGE 3: COMMUNITY CONSENT AND ETHICAL REVIEW  

Community consent was 

obtained from local 

Aboriginal communities 

(sites) where people with 

disability would be 

interviewed. 

The community consent process followed from FPDN's existing 

community engagement activities, in that the research was considered 

an extension of their activities conducted in Aboriginal communities. 

 

Community consent was obtained for the following sites and 

participant cohorts: 

 Deadly Deaf Mob (Commencing site): The first cohort 

providing their consent to participate was the Deadly Deaf 

Mob, a social network of Deaf Aboriginal people. 

 NSW: Community consent was then secured through 

members of the Aboriginal Disability Network (NSW). 

 Barkly Shire, including Tennant Creek and Utopia 

(Note that the research was a non-sequential, staggered 

process; the community consent in the Barkly Shire was 

happening concurrently with interviews in NSW). 

 Deadly Deaf Mob (second site): The convener of the Deadly 

Deaf Mob subsequently invited the lead researchers to 

continue interviews with the Deaf community at a second 

research site. 

 

During the course of the project, the process of obtaining community 

consent commenced in Northern Australia and regional South 

Australia, but these were discontinued due to project resource 

constraints within the community organisations approached to facilitate 

access to research sites in their area. 
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Research activity How this was implemented in the research 

Ethics approval was 

sought and obtained from 

the Aboriginal Heath 

Research Ethics 

Committees with 

jurisdiction over each 

research site. 

As with the community consent process, the ethics approval was 

variable, reflecting slightly different approaches and requirements from 

each of the Aboriginal Health Research Ethics Committees in each of 

the regions where the research was conducted: 

 The New South Wales Aboriginal Health and Medical 

Research Council (Approved April 2016, with annual 

renewal). This was prioritised as FPDN’s domicile state, and 

where the community consent process was most advanced. 

 Central Australian Human Research Ethics Committee 

(Approved April 2017, with end of year renewal): This covered 

the Barkly region in the Northern Territory and the Elders 

forum in Alice Springs 

 South Australian Aboriginal Health Research Ethics 

Committee (Approved June 2017):  

Meet with Elders and the 

FPDN Board for their 

endorsement to proceed 

with the research. 

Assent of Elders: The research was presented to Elders from the First 

Peoples disability community and FPDN’s Board in March 2016, who 

provided their endorsement to commence with the research. 

STAGE 4: DATA COLLECTION 

Secure access to 

disaggregated statistical 

data on disability in 

Aboriginal and Torres 

Strait Islander 

communities. 

Statistical data on the prevalence and profile of disability amongst the 

Aboriginal and Torres Strait IsIander population was sourced from; 

(i) The NATSISS, disaggregated by people self-identifying 

as having disability; 

(ii) The SDAC, disaggregated by people who self-identify as 

Aboriginal and / or Torres Strait Islander. 

This statistical data and analysis is reported in Section 4. 

 
Social, health and wellbeing inequality: Statistical data which 

compared the social, health and wellbeing outcomes of Aboriginal and 

Torres Strait Islander people with severe and profound disability to 

Aboriginal and Torres Strait Islander people without disability was 

sourced exclusively from the NATSISS.  
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Research activity How this was implemented in the research 

 This data is reported in: 

 Section 5 with respect to social, health and wellbeing 

inequalities;  

 Section 6 in respect to discrimination and social 

isolation; and   

 Section 7 in respect to cultural participation. 
 
All statistical data sourced from the ABS was collected by the ABS 

independently of this research project and is available on their public 

website. ABS staff from the National Centre for Aboriginal and Torres 

Strait Islander Statistics and Disability, Ageing and Carers Section 

provided technical advice and assistance on the extraction of data 

from publicly available data tables, and on the correct interpretation of 

the data with reference to the limitations on the survey instruments 

used to collect the data. 

A ‘rock-up recruitment’ 

approach to facilitate 

participation that worked 

within the communication 

channels preferred within 

each research site. 

A convenience and purposive recruitment strategy, colloquially 

referred to as ‘rock up recruitment’, was formulated to invite Aboriginal 

and Torres Strait Islander people to participate in research interviews 

through a variety of means, including:  

 direct referrals of participants from community members;  

 unsolicited requests by participants who had heard about the 

research through the Koori grapevine (word of mouth);  

 promotion on the Deadly Deaf Mob social media sites; 

 guest speaking spots on community radio;  

 community barbecues;  

 an invitation by a Men’s group; and 

 attendance at Aboriginal gatherings and community meetings 

to which the researcher was invited. 

Conducted interviews 

with participants to 

collect testimonial data 

All interviews were conducted by the lead researcher. This maintained 

a consistency in the style of interview throughout. All testimonies were 

given verbally and digitally recorded. Interviews with the Deadly Deaf 

Mob were conducted with the assistance of an Auslan interpreter, in 

which the verbal response from the interpreter was recorded.  

 
The interviews generated a participant profile shown in Section 2.4. 
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Research activity How this was implemented in the research 

Elders Forum An Elders Forum, which was conducted at Alice Springs, Northern 

Territory. The purpose of the Elders forum was twofold: 

 First, it provided an opportunity for Elders to speak on their 

own behalf on their views of how disability is seen within their 

communities through recorded testimony. 

 Second, it provided their assent to how the research was 

conducted during the interviews, before it proceeded to 

analysis and reporting. 

 

STAGE 5: DATA MANAGEMENT 

Testimonial data was de-

identified and securely 

stored 

De-identification: Once an interview was completed, the audio 

recording was transcribed verbatim into text form. Any identifying 

attributes, including references to names (whilst retaining a gender 

reference), city or town name (whilst retaining a reference to urban, 

regional or remote setting) or specific names of organisations that 

provided them with support was then removed from raw text.  

Additional screening for attributes or quotes that could potentially 

identify participants was also conducted during the writing and review 

stages of the draft. 

   

Storage: The de-identified narrative texts were then stored on a secure 

server at FPDN’s office, after which the audio and video recordings 

were permanently destroyed. 

 

STAGE 6: ANALYSIS 

De-identified testimonial 

data was imported into 

NVivio software for a 

two-staged categorical 

and thematic analysis. 

 

Categorical screening: As an initial stage, all de-identified texts were 

screened by the researcher to identify key themes. 

 

Thematic analysis: once key themes were identified, texts relating to a 

particular theme were collated from all texts for an analysis of key 

messages and issues. 
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Research activity How this was implemented in the research 

STAGE 7: COMMUNITY AND ACADEMIC REVIEW 

The research was 

subjected to a multi-

layered process of 

community and academic 

review prior to its 

publication. 

Prior to final publication, the research has been reviewed by: 

 Representatives from the First Peoples disability community, 

as affirmed by a resolution of the Board of Directors at FPDN; 

 The Academic Advisory Panel; 

 Representatives of the ABS (exclusively relating to the 

technical accuracy of the presentation of statistical data). The 

Aboriginal Health and Medical Research Council, as affirmed 

by their formal approval to publish. 

 The Research Data Working Group as administrators of the 

National Disability Development Research Scheme through 

which research funding was provided. 

. 
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2.4 Profile of Aboriginal and Torres Strait Islander people with 

disability participating in the research 

 

 
The following table shows the profile of people who formally participated in interviews 

and provided their personal testimony to the study. 

 

 

Table 2.4.1 Participant Profile 

 
Total number of participants 47 

Total Number of interviews 41 

Average time per interview 31.01 minutes 

Participants by gender:  

Female 25 (53.2%) 

Male   22 (46.8%) 

Participants by cohort:  

Deadly Deaf Mob (two sites) 11 

Urban  - NSW 11 

Non-urban  - NSW (regional and remote) 15 

Non-urban – Northern Territory 10 

Elders Forum:  

Number of Participants 11 

Areas represented 

 

 NSW   

 Remote Northern Territory 

 Barkly Shire. Northern Territory 

 Torres Strait  

 Queensland  

 South Australia  

 North-west Australia 
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3. OUTCOME 1: A community-directed model of 

disability research production 

 

KEY POINTS: 

 

This section covers the first outcome of the research, which is the development of a 

community-directed model of disability research. 

 

A. The community-directed model of research evolved from a grounded theory 

approach over the course of the Living Our Ways program. 

 

B.       The elements of the community directed model of research include: 

 

 Research principles that came from the Aboriginal and Torres Strait Islander 

disability community; 

 A participatory approach that was intersectional, and responsive to the dual 

aspects of marginalisation that are both race based and disability based; 

 The construction of a ‘narrative’ of Aboriginal and Torres Strait Islander people, 

encompassing their personal testimony, population-based statistical data, and 

‘yarnings’ or case examples that captured their experiences; 

 The use of language to describe the research to Aboriginal and Torres Strait 

Islander people with disability in a way that was not alienating to them; 

 An inversion of traditional research relationships with academic researchers 

and a government agency, to locate control of the research in community. 

  

C.          Taken together, these elements combine into a community-directed 

model of disability research that is differentiated from institutionally driven 

approaches, and which can be adapted in research involving other 

marginalised groups.  

 

 

3.1 Research grounded in community 
 

This research was designed as an exploratory scoping study to promote the voices 

of Aboriginal and Torres Strait Islander people with disability in setting an agenda for 

future research. Its purpose was to canvass issues and generate ideas using an 
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authentically grounded approach. Aboriginal and Torres Strait Islander people with 

disability were invited to share their experiences of living with disability in response to 

a research question that was distilled into four words: ‘What is your story?’  

 

The grounded approach drew upon both the well-established grounded theory38 

approach to research following the grounded theory and sampling guidelines. The 

research commenced with firmly set values about how the research would be 

conducted as a community-directed approach to disability research, but without a 

pre-determined theoretical framework or hard-wired set of methods. Whilst 

influenced by the purposive, convenience sampling techniques of grounded theory, it 

is noted that these concepts were developed from a Westernised approach to 

research, and that these concepts would need to be adapted and extended for the 

research to be authentically grounded within the Aboriginal and Torres Strait IsIander 

disability community.  

 

3.2 Principles of community directed research 
 

The authentically grounded approach was operationalised into research practice 

through a number of design principles: 

 

Community base principles of participatory research. 

  

Principle 1: The research is philosophically, methodologically and operationally 

aligned to the control and direction of the First Peoples disability community.  

 

Principle 2: The research continues the rights-based movement of the FPDN to 

advance the rights of Aboriginal and Torres Strait Islander people with disability. 

 

Principle 3: The research is inclusive of all people who wish to participate, subject 

only to their self-identification as a member of the First Peoples disability community. 

 

Principle 4: The research is discrimination and trauma informed, acknowledging the 

unique sensitivities of conducting research that includes people who are both 

Aboriginal and/or Torres Strait Islander and have disability. 

 

                                                 
38 Charmaz K. (2006) Constructing Grounded Theory: A Practical Guide through Qualitative Analysis. SAGE Publications. London. 
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Principle 5: The research meets both (i) international standards of ethical research 

practice and quality, and (ii) ethical standard for conducting research in Aboriginal 

and Torres Strait Islander communities. 

 

3.3 Applied intersectionality  
 

‘Intersectionality’ is an explanatory framework that explains how relativities in the 

empowerment and disempowerment of Aboriginal and Torres Strait Islander people 

with disability generate and maintain inequalities for people who intersect two (or 

more) marginalised population groups.  

 

‘Intersectionality’ was devised by critical race theorist Kimberle Crenshaw39 to explain 

the effect of race and gender upon the incidence and impact of family violence 

against African American women. Crenshaw’s observations of intersectionality 

showed that an explanation of race or gender in isolation from each other did not fully 

describe the experiences of African American women in their exposure to violence, 

and instead they constituted a marginalised group within a marginalised population. 

Intersectionality explores the dynamics in the power relations that exist between and 

within marginalised populations40, and explains how inequalities in the power 

relationship between groups can create and sustain inequality41. As a foundational 

framework for the research, intersectionality shows that to fully understand the 

unique experiences of Aboriginal and Torres Strait Islander with disability, the 

research must recognise that they are a discrete group at an intersection of two 

marginalised populations.   

 

3.4 ‘Racism’, ‘Ableism’ and ‘Intersectional discrimination’ 
 

The theory of ‘intersectionality’ can be applied to explain the social experiences and 

life outcomes for people who are both Aboriginal and Torres Strait Islander and have 

disability. Crenshaw’s explanation of intersectionality is consistent with Bostock’s 

                                                 
39 Crenshaw K. (1991) ‘Mapping the Margins: Intersectionality, Identity Politics, and Violence Against Women of Color’ 43. Stanford 

Law. Review. 1241 1990-1991. 

40 Cho S, Crenshaw KW, and McCall L. (2013) ‘Towards a Field of Intersectionality Studies: Theory Application and Praxis’ Signs: 

Journal of Women in Culture and Society 38, No 4: 785-810. 

41 Choo HY, and Ferree MM. (2010) ‘Practicing Intersectionality in Sociological Research: A Critical Analysis of Inclusions, 

Interactions, and Institutions in the Study of Inequalities’ Sociological Theory 28:2. 
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observation of “double disadvantage” 42, in which he drew upon his personal 

experiences as an Aboriginal leader and disability scholar, and addressed the issue 

of multi-faceted discrimination that affects Aboriginal people who also have disability. 

In pointing to a hierarchy in access and social equality, Bostock stated that Aboriginal 

people with disability were “at the lowest rung on the service ladder”43. 

 

Bostock’s concept of double disadvantage aligns with the theory of intersectionality. 

As people with identities traversing two marginalised groups, Aboriginal and Torres 

Strait Islander people with disability experience both racially based discrimination 

(‘racism’) and disability related discrimination (‘ableism’). The prevalence of racism 

and its adverse impact upon health and wellbeing of Aboriginal and Torres Strait 

Islander people is well documented.44 45 46 

 

In addition to racism and ableism as discrete forms of discrimination, the research 

detected a third experience - ‘intersectional discrimination’ - which is a unique 

interaction of race and disability-related discrimination experienced by people who 

are both Aboriginal and/or Torres Strait Islander and have disability. An example 

from the testimony is an account of an Aboriginal man with cognitive impairment who 

is harassed at a shopping centre by security guards who assume he is drunk. In this 

example, the physical presentation of a person with cognitive impairment interacts 

with populist prejudices about Aboriginal people and drinking which exposes a 

person who is Aboriginal and has cognitive impairment to a heightened vulnerability 

not adequately explained by racism or ableism alone.  

 

3.5 The construction of a ‘narrative’ 
 
‘Narrative’ is an overarching term meaning the use of storytelling in messaging. 

Narrative inquiry is a recognised approach within disability research through which 

                                                 
42 Bostock L. (1991) 'Access and equity for people with a double disadvantage'. Australian Disability Review, 1(2): 3-8. 

43 Bostock (1991) Ibid, at p.6. 

44  Larson A, Gillies M, Howard PJ, and Coffin J. (2007) ‘It's enough to make you sick: the impact of racism on the health of 

Aboriginal Australians’ Australian and New Zealand Journal of Public Health 31(4): 322–329. 

45 Priest N, Perry R, Ferdinand A, Paradies Y, and Kelaher M. (2014) ‘Experiences of racism, racial/ethnic attitudes, motivated 

fairness and mental health outcomes among primary and secondary school students’, Journal of Youth and Adolescence, 

43(10):1672-87. 

46 Ferdinand A, Paradies Y, and Kelaher, M. (2012) Mental Health Impacts of Racial Discrimination in Victorian Aboriginal 

Communities: The Localities Embracing and Accepting Diversity (LEAD) Experiences of Racism Survey, The Lowitja Institute, 

Melbourne. 
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the voices of people with disability are made central in shaping an understanding of 

the issues that affect them individually and socially47. 

 

Within this research, the ‘narrative’ of First People with disability has come together 

by combining three elements:  

 

Elements in the ‘narrative’ of Aboriginal and Torres Strait Islander people with 

disability. 

 

Testimony: The research collected first-hand oral testimony from Aboriginal and 

Torres Strait Islander people with disability on their life experiences of disability. The 

testimony was obtained through:  

(i) Personal interviews with 47 people with disability; and 

(ii) Participation at a forum of Elders. 

 

The testimony was given orally, or in the case of Deaf Aboriginal people via a verbal 

translation from Auslan and recorded digitally. The oral testimony was then 

transcribed verbatim into text form for analysis. The testimony is presented as 

verbatim quotes used to provide context and illustration in the thematic analysis. 

 

Statistical data: The research was conducted on secondary analysis of statistical 

data collected independently by the ABS. The two principal data sources used for 

obtaining quantitative data were the NATSISS and SDAC. The processes for 

analysing and presenting the quantitative data within the model of co-production 

developed for the research is described further in Chapter 3. 

 

Case examples (‘yarning pieces’): Whilst the presentation of testimony with 

statistical data together provided both scope and context in the analysis of thematic 

issues covered by the research, these two elements of the narrative could not 

provide a complete picture in isolation. What was missing from the verbatim 

transcription of the testimony was the human experience, particularly how many of 

the issues come together in the life of each person. To complete the narrative, the 

research drew upon a uniquely Aboriginal concept of ‘yarning’ through which oral 

                                                 
47 Smith-Chandler N. and Swart E. (2014) ‘In Their Own Voices: Methodological Considerations in Narrative Disability Research’ 

Qualitative Health Research, 24(3): 420–430. 
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histories are transmitted in harmony with time and place.48 49 This is achieved by 

asking people: “What is your story?”, and allowing them to recount it at their own 

pace, on their own terms, and within their own safe space. No judgment was made, 

nor were boundaries placed upon what they could or could not say. The yarning 

pieces are not adjuncts that complement the testimony or statistical data, rather they 

are the mechanism through which otherwise disparate themes are drawn together in 

a cohesive narrative. Published as ‘yarning pieces’ in community-based 

publications50, these are condensed into ‘case examples’ for the purposes of this 

report as a policy publication.  

 

3.6 Facilitating participation through inclusive language and research 
processes  

 

One of the key barriers to research participation that was relayed to the researcher in 

preparation for the research was that many Aboriginal and Torres Strait Islander 

people with disability had said that they found that the prevailing language and terms 

used in research were alienating, confusing, and occasionally intimidating. One 

particular reservation that came up regularly was that many found proforma 

participant information and consent forms a lengthy legal document that diminished 

trust in the process. This feedback was instrumental in the approach taken in co-

designing, with a representative of the participant group, a short form for participant 

information and consent. 

 

In addition to making processes less alienating to participants, a conscious effort was 

made to use relatable language in describing the research. Some of the examples 

that were used include: 

 

 FPDN was referred to as ‘researcher’ and ‘host’. This was to communicate 

that the ownership in the research resides with the community organisation 

that represented their interests. 

 

                                                 
48 Rogers J. (2017). ‘Photoyarn: Aboriginal and Maori Girls Researching Boarding Experiences.’ Australian Aboriginal Studies 

Journal. 1: 4-14. 

49 Bessarab D. & Ng’andu, B. (2010), ‘Yarning about Yarning as a Legitimate Method in Indigenous Research’, International Journal 

of Critical Indigenous Studies 3(1): 37–50. 

50 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. At p26. 
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 The research information and participant consent form was co-drafted with 

representatives of the participant group, to make sure that they were 

comfortable in understanding the content and language used. 

 

 The convenience and purposive sampling approach for inviting participants 

was described as ‘rock up recruitment’. This phrase was devised to convey 

an informal, non-invasive approach to participant recruitment in which the 

researcher would accompany FPDN at a community site and work within that 

community’s preferred communication systems to invite participation in the 

research, as opposed to working solely to a predetermined method. 

 

 The role of the researcher was described as a ‘message stick’, using a 

phrase that was well known to Aboriginal and Torres Strait Islander people to 

affirm ownership of the narrative by the people who told it, and that the 

research was a mechanism through which their story could be heard and 

acknowledged by a wider audience. 

3.7 Research relationships between community and other research 

stakeholders 

 
As the historical background presented in Section 1 has determined, the Aboriginal 

and Torres Strait Islander disability community have been historically disempowered 

to the point of being rendered voiceless in research. Thus, principles of research 

valued by community can only be implementable if the traditional power relationships 

that have governed how research is produced are altered. As the historical narrative 

resulting from the meta-narrative review presented in Chapter 2 has determined, the 

Aboriginal and Torres Strait Islander disability community has been on the 

disempowered end of the spectrum, to the point of being rendered voiceless in 

research. Thus, principles of research valued by community can only be 

implementable if the traditional power relationships between researcher and 

community are altered.  

 

A model of community-directed research that was used as the foundation for this 

research is figuratively demonstrated in Diagram 3.8.  Within the scope of this 

research there were two aspects to the traditional research relationships that were 

inverted to give authenticity to this as a genuinely community directed model for 

research.  The first aspect involves the relationship between community and the 
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academic community; and the second involves the role and relationship of the 

government agency acting as technical advisors to the extraction and analysis of the 

statistical data. 

 

3.7.1 Relationship with the academic community: the Academic Advisory 

Panel 

 

The Living Our Ways project established an Academic Advisory Panel (AAP) 

comprising Aboriginal and disability researchers from two universities. The AAP is 

the core structure through which co-production of this research project occurs. That 

is, the research progresses through the connection between FPDN and the 

academic community through the AAP.  

 

The AAP interacted with the community-based researcher at regular review 

meetings, and through weekly communication with the lead academic researchers. 

The aims and objectives were set by the First Peoples disability community in the 

design of the research. The AAP contributes its governance expertise and advice to 

ensure the highest standard of academic rigour is met and that the research aims are 

achievable. In its advisory capacity, the AAP provides support and advice in 

decisions about participant recruitment, data analysis, and the ethical conduct of the 

research, including direct participation in interactions with Aboriginal Research Ethics 

Committees. 

 

3.7.2 Relationship with the Australian Bureau of Statistics as technical 

advisers on the statistical data  

 

The absence of disaggregated data has been a long-standing impediment to 

understanding the specific needs of Aboriginal and Torres Strait Islander people with 

disability. At the commencement of the project, even the number of Aboriginal and 

Torres Strait Islander people with severe and profound disability was contested, due 

to the lack of direct access to the data and rigour in estimation practices. 

  

FPDN recognised access to disaggregated Aboriginal and Torres Strait Islander 

disability data as a driver of social change and prioritised a strategic partnership 

with the Australian Bureau of Statistics (‘ABS’). This provided the third angle to the 

triangular model of research co-production referred to above. A strategic partnership 
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for research was a natural extension of the long-standing interactions that FPDN had 

as contributors to expert advisory groups convened by the ABS, with the lead 

researcher personally appointed to Expert Advisory Groups for the NATSISS, the 

SDAC, and National Aboriginal and Torres Strait Islander Health Survey. 

 

The aim of the partnership was to complete a narrative on the profile of disability in 

Aboriginal and Torres Strait Islander communities as told through the data. This 

fulfilled a mixed methods approach to the research in which: 

 

(i) The qualitative data generated through the interviews contextualises the 

quantitative data, and reciprocally; 

(ii) The independence of the quantitative dataset provides scope to the 

issues raised by participants of the research in the qualitative interviews. 

 

The source of the quantitative data used is the NATSISS and SDAC. Whilst the data 

for the two survey instruments is publicly available, the technical expertise provided 

by the ABS assisted the disaggregation of Aboriginal and Torres Strait Islander 

disability specific data from the responsive whole of population datasets. Ongoing 

advice and review also ensured that the community-based researchers at FPDN 

interpreted the data with integrity to the collection methodologies and limitations of 

both surveys. 

 

The relational approach between a government data collection agency and a 

community organisation has produced data driven analysis on the social inequalities 

experienced by Aboriginal and Torres Strait Islander people with disability with 

unprecedented scope. The first output of the strategic partnership was the 

publication of an occasional paper entitled Social and Economic Wellbeing of 

Aboriginal and Torres Strait Islander People with Disability,51 in which the ABS 

acknowledged its partnership with and the contribution of FPDN. The presentation of 

narrative and the numbers side by side in this report builds on this collaborative 

approach. 

There are several attributes to the strategic partnership which have contributed to its 

success as a model of cooperation between a community organisation and a 

government agency: 

  
                                                 
51 Australian Bureau of Statistics (2017) Social and Economic Wellbeing of Aboriginal and Torres Strait Islander people with 

disability. National Aboriginal and Torres Strait Islander Social Survey 2014-2015. (Feature article) Rel. 4714.0. 



58 
 

 

Attributes of a constructive relationship between FPDN and ABS. 

 

● The relationship is fundamentally a relational approach in which goodwill and 

respect accumulates over continued engagement and interaction. 

 

● Both share a vision for social change. FPDN has an expressed desire to use 

data and evidence to improve the social circumstance of Aboriginal and Torres 

Strait Islander people with disability, and the ABS has an expressed desire to 

get data into the hands of people who strive to make a difference. 

 

● The strategic relationship is a ‘whole of organisation’ approach with breadth of 

support in each organisation and access to structures within the ABS for the 

collection of Aboriginal and Torres Strait Islander data and disability data.  

 

● The whole of organisation commitment is reinforced by strong interpersonal 

relationships between a number of staff at FPDN and within the ABS, providing 

continuity. 

 

● Each organisation acknowledges the other’s particular expertise. The ABS is 

recognised for its expertise on the access and interpretation of quantitative 

data through its statistical collection. FPDN is recognised for its expertise on 

the access and interpretation of qualitative data through the collection of 

testimony from community. This has facilitated privileged access to the other’s 

data and expertise. 

 

● Once established, the goodwill allowed for trust-building discussion. It is a 

notional concept of ‘safe space’ in which any issues around the access and 

interpretation of sensitive data could be addressed and worked through with 

mutual respect.  

 

● The strategic relationship extended beyond initial aspirations to ‘listen to the 

voices of Aboriginal people’ because it provides a tangible contribution to a 

project that has been prioritised by community.  
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● There is a common language to communicate, which in this partnership is the 

language of data. 

 

 

The relationship with community and the ABS has extended beyond the terms of the 

initial Living Our Ways projects and carried into the second generation ‘spin-off’ 

projects that have followed.   

 

3.8 Concluding comments and recommendations 
 

3.8.1 A community directed model of disability research co-production  

 

Reflecting the grounded approach to this research, this Section has described the  

development of the community-directed methodology used in this research. It started 

with the ethical principles of research as articulated by community; the composition 

of a ‘narrative’ that elevates and promotes the participation of Aboriginal and Torres 

Strait Islander people in research through their testimony, and the use of texts and 

language to continue the empowerment of Aboriginal and Torres Strait Islander 

people with disability through a public discourse that centres on their culture and 

social inclusion.  

 

The model further acknowledged the need to invert traditional power relationships in 

research as a vital precondition for conducting authentic participatory research 

involving Aboriginal and Torres Strait Islander people with disability as a group 

whose voices have been traditionally marginalised in research and policy. The 

research relationships embedded into the community-directed model of research are 

diagrammatically represented below: 
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Diagram 3.8 Community-directed model of research52 

 

 

 

Taken together, these principles and concepts are packaged into a model of 

community-directed research that is philosophically and culturally differentiated to 

alternative approaches to social policy research that are institutionally led. 

 

3.8.2 Recommendations for future research projects 

 

There are three continuing research proposals recommended from this outcome: 

 

 

                                                 
52 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. Diagram 2.3 (2), at p33. 
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Recommended research projects: Continuing from Outcome 1 – A community 

directed model of research:  

 

R.1.  How can the model for community-led research co-production be extended to 

incorporate co-designs in disability service delivery for Aboriginal and Torres Strait 

Islander People with disability? 

 

R.2. What adjustments to this community-directed model of research (designed at 

the population level) are required for its usability in local area research, policy and 

planning? 

 

R.3. What are the implications in the development of Aboriginal and Torres Strait 

Islander research ethics for community-led approaches to research?    
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4. OUTCOME 2: Interpreting data on the prevalence 

and profile of disability amongst the Aboriginal 

and Torres Strait Islander population  

 

KEY POINTS: 

 

This section covers the second outcome of the research, which is the presentation 

and interpretation of headline statistics on the prevalence and profile of disability in 

the Aboriginal and Torres Strait Islander population. 

 

A. There is no single dataset that collects data explicitly on the prevalence and 

profile of disability in the Aboriginal and Torres Strait Islander population, To 

determine prevalence rates of profile of disability, disaggregated data must be 

drawn from various data sets, each of which have been designed to collect 

data for different purposes and have different limitations in their collection 

methodologies. The principal datasets referred to in this study were the 

NATSISS and the SDAC.  

 

B. Depending on the dataset used, the best available estimates on the number 

of Aboriginal and Torres Strait Islander people with severe and profound 

disability ranges between 57,000 - 61,000 people, which is 1.8 - 2.1 times 

the prevalence rate of severe and profound disability compared to other 

Australians. 

 

C. The prevalence of disability that is not severe and profound (ie. some 

disability) is more difficult to reconcile. This is because different datasets have 

a different underlying purpose, collect different data items, and treat the 

inclusion of ‘restrictive long-term health conditions’ differently. 

 

D. The interpretation of statistical analysis alongside the personal testimony of 

Aboriginal and Torres Strait Islander people uncovered a number of factors 

that highlight the complex nature of disability in their communities. These 

factors include:  

 a likelihood of under-reporting of disability in the statistical datasets  

 relatively high rates of co-occurring disability;  
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 difficulties in obtaining disability diagnoses; and  

 possible gender inequities in the provision of disability supports in 

remote communities.   

  

4.1 A summary of datasets with disability in Aboriginal and Torres Strait 

Islander population 

 

There is no focussed population-based instrument that expressly captures the 

prevalence, profile and outcomes for Aboriginal and Torres Strait Islander people 

with disability. The two primary sources of population data collected by the ABS used 

for analysis of disability amongst Aboriginal and Torres Strait Islander people for this 

project are: 

 

(i) The NATSISS53, a sample survey of Aboriginal and Torres Strait Islander 

people which includes disability questions; and 

 

(ii) The SDAC54, which is a sample survey of people with disability and their 

carers which includes an identifying question for Aboriginal and Torres 

Strait Islander people who complete the survey55. 

 

In addition to the NATSISS, the National Aboriginal and Torres Strait Islander Health 

Survey (NATSIHS)56 also collects data on disability from Aboriginal and Torres Strait 

Islander people. As the name suggests, the NATSIHS focusses on the health profile 

of Aboriginal and Torres Strait Islander people, and self-reported responses on their 

health status are accompanied by biometric testing for selected health indicators. By 

comparison, the NATSISS is a social survey that is more suitable for exploring the 

social and structural factors in Aboriginal and Torres Strait Islander people’s 

experiences with disability that are relevant to this project. 

 

                                                 
53 Australian Bureau of Statistics (ABS) (2016a) National Aboriginal and Torres Strait Islander Social Survey, (NATSISS) 2014-15. 

Rel. 4714.0. 

54 Australian Bureau of Statistics (ABS) (2016b) Survey of Disability, Ageing and Carers, Australia: Summary of findings. 2015 

(Glossary). Rel. 4430.0. 

55 Note that the Australian Census does not expressly collect data on disability but does so indirectly through a general question on a 

person’s ‘need for assistance’. Unlike the NATSISS and the SDAC, both of which are collect data from a sample of their target 

populations, the Census collects data on the entire Australian population. 

56 Australian Bureau of Statistics (2019) National Aboriginal and Torres Strait Islander Health Survey, 2018-19. Rel. 4715.0. 
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Whilst both the NATSISS and the SDAC include Aboriginal and Torres Strait Islander 

disability data, there are subtle differences in the methodological approach used in 

each that make it difficult to make a direct reconciliation 57. Both surveys generate 

data that provide useful insights, yet each survey has relative strengths and 

limitations as a scientific tool compared to the other 58.  A comparison of the 

methodologies and their structural limitations is outlined in Table 4.1.1 as an aid to 

interpreting the data.  

 

One limitation in both the NATSISS and the SDAC is that they collect data from 

Aboriginal and Torres Strait Islander people with disability living in private dwellings. 

In other words, neither survey collects data on people living in institutional settings, 

such as prisons or in out of home care; nor collects data on people who are currently 

homeless, or ‘living rough’. There is otherwise a dearth of data to estimate the 

homelessness rate of Aboriginal and Torres Strait Islander people with cognitive 

impairment 59. This group includes some of the most isolated and excluded people in 

society, and although comprehensive data on the disability prevalence amongst 

these group is lacking, it would be reasonable to expect that the prevalence of 

disability amongst Aboriginal and Torres Strait Islander people not living in private 

dwellings is significantly higher than those living in private dwellings. 

 

  

                                                 
57 See ‘Technical note.’ Australian Bureau of Statistics (2017) Aboriginal and Torres Strait Islander People with a Disability, (SDAC) 

2012. Rel. 4433.0.55.005. 

58 Biddle N, Al-Yama F, Gourley M, Gray M, Bray JR, Brady B, Pham LA, Williams E, and Montaigne M. (2012). Indigenous 

Australians and the National Disability Insurance Scheme: The extent and nature of disability, measurement issues and service 

delivery models. Commonwealth of Australia: Canberra. At p.34. 

59 Townsend C, White P, Cullen J, Wright C, & Zeeman H. (2017). ‘Making every Australian count: Challenges for the NDIS and the 

equal inclusion of homeless Aboriginal and Torres Strait Islander Peoples with neurocognitive disability’, Australian Health Review, 

Mar 30. 
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Table 4.1.1: Comparison the NATSISS and the SDAC datasets relating to disability for the 

Aboriginal and Torres Strait Islander population 

 

 NATSISS SDAC 

Date of latest survey data 2014-2015 2015 

Survey approach Self-reported quantitative 

sample survey 

Self-reported quantitative sample 

survey 

Designed to be completed by Aboriginal and Torres Strait 

Islander people 

People with disability and their 

carers 

Question set used The NATSISS uses Short 

Disability Module which applies 

the same criteria as the SDAC 

to identify people with disability 

and determine their severity of 

restriction. However, it uses only 

a short question set and a series 

of prompt cards to establish the 

presence of effects of any long-

term health conditions, 

limitations or restrictions, and 

then ascertains the extent to 

which these require the person 

to be assisted to carry out 

various core activities.  

The SDAC contains over 140 

questions designed to identify 

disability and underlying 

impairments causing disability. 

 

The SDAC includes a set of 39 

questions that are designed to 

exclude people if their need for 

assistance is not the direct result 

of disability. 

How Aboriginal and Torres Strait 

Islander disability is identified 

within the data collection 

Disability questions are included 

within the survey and asked of 

people aged 15 years and over60  

The survey contains an Aboriginal 

and Torres Strait Islander 

identifier 

Inclusion criteria for survey 

respondents 

Aboriginal and Torres Strait 

Islander people living in private 

dwellings 

People with disability, – all ages 

living in private households  

Geographical limitations Some coverage of remote 

Aboriginal and Torres Strait 

Islander communities 

The SDAC does not include those 

living in very remote and discrete 

communities. 

 

                                                 
60 The ABS provides a user guide that contains more detail about who in households were interviewed and when a proxy (someone 

who responds on behalf of others) was used (for children 0-14). See: Australian Bureau of Statistics  (2016) National Aboriginal and 

Torres Strait Islander Social Survey: User Guide, 2014-15. Release 4720.0.  
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4.2 Estimates of the prevalence of disability amongst the Aboriginal and 

Torres Strait Islander population 

 

Differences emerge between the NATSISS and SDAC in estimating the prevalence 

of some disability amongst Aboriginal and Torres Strait Islander people. Using the 

NATSISS data, 45% of Aboriginal and Torres Strait Islander people aged 15 years 

and over report living with a disability or long-term health condition61. This compares 

to the SDAC, which reports 23% of Aboriginal and Torres Strait Islander people have 

disability62. The principal point of difference between the two surveys is the recording 

of ‘long term health conditions’ in the NATSISS, but not in the SDAC.  

 

However, the differences in the scope of statistical data collected does not in itself 

explain the discrepancy between the two surveys, and there is still an amount of 

unexplained difference. Possible factors in the discrepancy in the disclosure of 

disability by Aboriginal and Torres Strait Islander people in the survey may include 

the way the questions are framed, with respect to the cultural and systemic factors 

affecting how an Aboriginal or Torres Strait Islander person might interpret the 

question, and the level of involvement that Aboriginal and Torres Strait Islander 

people had in collecting the data. 

 

In addition to limitations due to the design features in each survey, there are 

underlying cultural factors to consider when interpreting the data. Section 1 of this 

report highlighted a belief system of Aboriginal and Torres Strait Islander people in 

which disability is normalised, and in which disability discourses and diagnostic 

terminology are not always understood or accepted, and hence there is a 

dispensation to under-disclose disability on cultural grounds. Similarly, if Aboriginal 

and Torres Strait Islander people do not trust the way data is used, or fear that they 

may be discriminated against by disclosing a disability, then this may also lead to an 

Aboriginal and Torres Strait Islander person not disclosing disability. Taken together, 

the design, cultural and social limitations in collecting data on disability from 

Aboriginal and Torres Strait Islander people means that, whilst data is improving, 

                                                 
61 Australian Bureau of Statistics (ABS) (2016a) National Aboriginal and Torres Strait Islander Social Survey, (NATSISS) 2014-15. 

Rel. 4714.0. 

 
62 Australian Bureau of Statistics (ABS) (2016c) Survey of Disability, Ageing and Carers, Australia: Summary of findings 2015 

(Household Questionnaire). Rel. 4430.0. 
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under-reporting of disability in Aboriginal and Torres Strait Islander communities in 

the official statistics is likely. 

 

4.3 Estimates of the prevalence of severe and profound disability amongst 

the Aboriginal and Torres Strait Islander population 

 

Both the NATSISS and SDAC enable further analysis on the prevalence of disability 

by the severity of functional impairment that is self-assessed by the respondents to 

the surveys. Within the total population of Aboriginal and Torres Strait Islander 

people with disability are those with severe and profound disability. The rationale for 

further disaggregating disability data by severity recognises that disability exists on a 

spectrum, and hence highlights how severity of disability can contribute to a higher 

determination of need. Quantifying the prevalence of Aboriginal and Torres Strait 

Islander people with severe and profound disability is critical to modelling the support 

requirements for these needs.  

 

Estimating the prevalence of severe and profound disability in the Aboriginal and 

Torres Strait IsIander population is important in the implementation of the National 

Disability Insurance Scheme (NDIS) in Aboriginal and the Torres Strait Islander 

communities. The NDIS provides support packages to people with a severe and 

profound disability that meet the Schemes’ disability requirements63 including, but not 

limited to:  

 

 Having a disability that is attributable to one or more intellectual, cognitive, 

neurological, sensory or physical impairments, or to one or more impairments 

attributable to a psychiatric condition;64 

 is, or is likely to be, permanent;65 

 results in a substantially reduced functional capacity to undertake, or 

psychosocial functioning across a number or areas.66 

 

Whilst the NDIS eligibility criteria does not exactly align to the statistical definitions of 

‘severe and profound disability’ in the ABS datasets, these estimates of severe and 

                                                 
63 Commonwealth of Australia (2013) National Disability Insurance Act. Section 24 

64 Ibid, (section 24(1)(a)) 

65 Ibid, (section 24(1)(b)) 

66 Ibid, (section 24(1)(c)) 



68 
 

profound disability serve as an independent population-based measure from which to 

model access to the NDIS by Aboriginal and Torres Strait Islander people. As 

highlighted by the data presented in the following sections, Aboriginal and Torres 

Strait IsIander people with severe and profound disability have unmet needs for 

support across a range of sectors which is over and above their access to the NDIS. 

An emergent workforce of Aboriginal and Torres Strait Islander disability 

professionals will require improved data which better describe the unique and 

complex support requirements of Aboriginal and Torres Strait Islander people with 

disability, both in number and its nature. Estimating the number of Aboriginal and 

Torres Strait IsIander people with severe and profound disability is critical in defining 

the size of the sector and the market for support services from which further 

modelling can build upon. 

 

There is convergence on the estimated rate of severe and profound disability 

amongst the Aboriginal and Torres Strait Islander population that is recorded through 

the NATSISS and the SDAC. The NATSISS found that 7.7% of Aboriginal and Torres 

Strait lslander people reported having severe and profound disability. This result 

compares to a prevalence rate of severe and profound disability of 7.3% of the 

Aboriginal and Torres Strait Islander population using SDAC data. Using age-

adjusted comparators, the SDAC and the NATSISS respectively estimate that the 

prevalence of disability is between 1.8 and 2.1 times the prevalence rate of severe 

and profound disability in the non-Indigenous Australian population. These relativities 

in the prevalence of disability for the Aboriginal and Torres Strait Islander population 

and non-Indigenous population have been age adjusted by the ABS to consider 

differences in the age composition of the two populations. This is illustrated by the 

material differences in the life expectancy between Aboriginal and Torres Strait 

Islander people and the rest of the Australian populations, with Aboriginal and Torres 

Strait Islander males experiencing 10.6 years lower life expectancy compared to 

other Australian men and Aboriginal and Torres Strait Islander women experiencing 

9.5 years lower life expectancy compared to other Australian women67. The 

significance is that not only is disability more prevalent amongst Aboriginal and 

Torres Strait Islander people compared to other Australians, the impact of disability is 

effectively compressed into a shorter life expectancy. 

 

                                                 
67 Australian Bureau of Statistics (2013) Life Tables for Aboriginal and Torres Strait Islander Australians, 2010-2012 . Rel. 

3302.0.55.003 
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Using 2016 Census data, the Aboriginal and Torres Strait Islander population is 

estimated at 798,365 people68. Based on these Aboriginal and Torres Strait Islander 

population estimates, the best available estimates on the number of Aboriginal and 

Torres Strait Islander people with severe and profound disability ranges between 

57,000-61,000, depending on whether the SDAC (lower range) or the NATSISS 

(upper range) is used to derive the estimate.  

 

The comparative estimates on the prevalence of disability by severity for the 

Aboriginal and Torres Strait Islander disability and description of the surveys is 

summarised in Table 4.3.1 below. 

 
Table 4.3.1: Estimates of the prevalence of disability by severity amongst Aboriginal and Torres 

Strait Islander people with disability, comparing the NATSISS 2014-15 to the SDAC 2015 

 

 NATSISS SDAC 

Estimates on the prevalence of some disability: 

Percentage of Aboriginal and Torres Strait Islander 

population reporting as living with disability and/or long-

term health condition 

45% 

 

 

Percentage of Aboriginal and Torres Strait Islander 

population reporting as having some disability (without 

including long term health conditions) 

 23.9% 

 

Estimates on the prevalence of severe and profound disability: 

Percentage of Aboriginal and Torres Strait Islander 

population reporting as having severe and profound 

disability  

7.7% 7.3% 

Age adjusted ratio: Likelihood of severe and profound 

disability occurring in Aboriginal and Torres Strait Islander 

people compared to other Australians  

2.1 times 1.8 times 

Estimates on the number of people with severe and 

profound disability when prevalence rate is extrapolated to 

Aboriginal and Torres Strait Islander population 

61,000 57,000 

 

                                                 
68 Australian Bureau of Statistics (2018) Estimates of Aboriginal and Torres Strait Islander Australians, June 2016. Rel, 

3238.0.55.001. 
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4.4 Insights into the profile of disability in the Aboriginal and Torres Strait 

Islander population by disability type  

 

In addition to estimating the prevalence of disability amongst the Aboriginal and 

Torres Strait Islander population, the surveys provide some indication of the most 

common types of disability and impairment. Table 4.4.1 lists the main categories of 

disability by type reported by Aboriginal and Torres Strait Islander people with severe 

and profound disability in the NATSISS dataset. The most common category of 

disability reported is physical disability, which includes mobility impairments, 

experienced by 6.2% of the population. This second most prevalent category of 

disability is disability that is ‘not specified’. The significance of this result is discussed 

further below. The third most commonly reported disability category was sensory 

impairment, which includes sight, hearing and speech impairments, reported by 3.6% 

of the population. Fourth on the list of most prevalent disability categories for people 

with severe and profound disability is psychological disability, reported by 2.5% of the 

Aboriginal and Torres Strait Islander population.  Many Aboriginal and Torres Strait 

Islander people also reported living with multiple disability types, or ‘co-occurring 

disability’. An indicator on the rate of co-occurring disability is also included in Table 

4.4.1. 

 

Table 4.4.1: Prevalence of disability by type and rate of co-occurring disability amongst 

Aboriginal and Torres Strait Islander people with severe and profound disability (NATSISS 2014-

2015) 

 
Disability type  

(Severe and profound disability) 

Numbers (Australia) % of Aboriginal 

and Torres 

Strait Islander 

population 

Physical 27,800 6.2% 

Sensory (sight, hearing, speech) 16,100 3.6% 

Psychological 11,300 2.5% 

Intellectual 11,200 2.5% 

Head injury, stroke or brain damage  3,400 0.8% 

Disability type not specified 16,200 3.6% 

Number of disability types per person with severe and 

profound disability 

2.5 
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There are three key observations emerging from this table. The first observation 

relates to the incidence of psychological disability, which is reported for 

approximately one in three of all Aboriginal and Torres Strait Islander people with 

severe and profound disability. Other outcomes from this research program are 

findings on the pervasive social inequality and multi-faceted discrimination 

experienced by Aboriginal and Torres Strait Islander people with disability, and the 

impact that has upon their social and emotional wellbeing.  The prevalence of 

psychological disability in the statistical profile of disability in the Aboriginal and 

Torres Strait Islander population should be read alongside the findings. 

 

The second observation relates to the relatively high rates of co-occurring disability. 

This is where Aboriginal and Torres Strait Islander people with severe and profound 

disability were living with two or more types of disability. For example, a person with 

a mobility impairment may also have a hearing impairment and/or psychological 

disability. The rate of co-occurring disability for Aboriginal and Torres Strait Islander 

people with severe and profound disability is shown in Table 4.4.1 as an average of 

2.5 disability types per person. This means that every person experiencing one 

disability type will most likely have at least an additional one or two other disability 

types.  

 

Co-occurring disability is an important consideration in ensuring that the support for 

people experiencing multiple disability types is comprehensive. If the focus of support 

is exclusively based upon a primary presenting disability, there is a risk that a co-

occurring disability may be overshadowed. Given the issues that Aboriginal and 

Torres Strait Islander people face in accessing even a primary disability diagnosis, as 

discussed in the following section, there is a risk that co-occurring disability will 

further add to gaps in their support. The implications of co-occurring disability upon 

diagnostic practices and comprehensive of disability support are proposed as a 

future research activity.   

 

A third observation relates to the rate at which disability that is severe and profound 

was reported as unspecified, which at 3.6% was the second highest category of 

disability that was recorded. This result introduces a discussion in the next section on 

the barriers that Aboriginal and Torres Strait Islander people face in accessing 

disability diagnoses.  
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4.5 Noteworthy issues uncovered in the statistical analysis 

 

4.5.1 ‘Disability not specified’ and barriers to accessing a disability 

diagnosis 

 
In addition to specific disability categories, 3.6% of the Aboriginal and Torres Strait 

Islander population have been included in the category ‘Other not specified’. To 

place the size of the ‘other’ category in context, it is equal to second highest category 

of severe and profound disability by type. That people are reporting an unspecified 

disability indicates that the impact of complex disability is well understood within 

Aboriginal and Torres Strait Islander communities, even if disability cannot be 

expressed using diagnostic labels.  

 

The testimony from the research showed that people with disability are not clear on 

the role that having a specific diagnosis has in being able to access supports for 

disability. The distinction between ‘disability’ and ‘diagnosis’ is not clear to Aboriginal 

and Torres Strait Islander people within the communications and practices of 

disability services providers. Having a diagnosis for a disability is understood to be 

vital in driving the systems of support for a disability, and further, there is a concern if 

you are a person with disability in need of support and don’t have a diagnosis, you 

will fall through the cracks.  This concern is expressed by a support person who 

attended an interview with one of the participants who did not have a diagnosis for 

her disability: 

 

“The doctor hasn’t given her a diagnosis.…They’re not even doing the tests.  

So, I wouldn’t know how to, myself, to get the help.  You know, to get [her] 

diagnosed without costing a lot of money” 

 

Accessing a diagnosis is further complicated by living in a remote community, as 

pointed out by one of the participants, a mother speaking about her long battle to 

obtain a diagnosis for her daughter who is non-verbal, uses a wheelchair, and has 

profound disability:  

 

“We was going to [the city, from a remote community] but I had to change 

because we was down there for about four years, travelling down there, and 

we been down there and they couldn’t tell me what she was diagnosed with. 
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And so, all that time we were back and forward they couldn’t find right genes 

for her.  And, so when we went to [a hospital a in a different city] and then we 

made a big change. So, there was a bit of trouble getting a diagnosis in the 

start.  They just didn’t know or they had it wrong.  Well, she got all the tests 

done that many times in [the city] and every time we go back they couldn’t 

find anything.  And, they switching her, like, changing medication and so went 

to [the city] and then she had scan done on her brain and changed her 

medication and slowed her seizures right down. 

 

[INTERVIEWER]: So, you’ve got a diagnosis now.  Is that right? 

 

Yeah.  But, I don’t know what [it is] - but I leave it all up to Doctor” 

 

4.5.2 Further Intersections by gender and remoteness  

 

The prevalence of disability is higher among Aboriginal and Torres Strait Islander 

women (47.0% reporting living with disability, with 8.4% experiencing severe and 

profound disability) than Aboriginal and Torres Strait Islander men (42.9% reporting 

living with disability, with 7.1% experiencing severe and profound disability).69 

 

There are also differences in the reported prevalence by remoteness. 45.4% of all 

Aboriginal and Torres Strait Islander people living in non-remote areas (metropolitan 

and regional) reporting having some disability, and 7.8% report having severe and 

profound disability.  The prevalence of disability in remote areas is comparatively 

lower, with the prevalence of some disability 44.0% and severe and profound 

disability 7.5% among Aboriginal and Torres Strait Islander people living in remote 

locations. 

 

Aboriginal and Torres Strait Islander disability is further disaggregated by gender and 

remoteness in Table 4.7.1 below:   

  

                                                 
69 Australian Bureau of Statistics (2016) NATSISS. Rel 4714. See Table 11.2  
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Table 4.7.1: Prevalence of Aboriginal and Torres Strait Islander disability by gender and 

remoteness as a percentage of the total Aboriginal and Torres Strait lslander population, 

(NATSISS 2014-15)  

 

 
 By Gender By Remoteness TOTAL 

Female Male Non-remote Remote 

Some disability 
or restrictive 
long-term health 
condition: 

47.0% 42.9% 45.4% 44.0% 45.1 

Severe or 
profound 
disability: 

8.4% 7.1% 7.8% 7.5% 7.7% 

 

 

An interesting observation is the relative prevalence when looking at the combined 

effect of gender and remoteness. Among Aboriginal and Torres Strait Islander 

women living in remote communities, the reported prevalence of severe and 

profound disability is 6.1%. The reported prevalence for Aboriginal and Torres Strait 

Islander men is 9.2%, or 1.5 times the prevalence rate amongst women. However, 

when looking at the same statistics for non-remote areas, the result is the reversed.  

The reported prevalence of severe and profound disability among Aboriginal and 

Torres Strait Islander men living in non-remote areas is 6.4% of that population 

cohort, where the reported prevalence for Aboriginal and Torres Strait Islander 

women in non-remote areas is 8.9%, or 1.4 times the prevalence rate amongst men 

in non-remote areas. 

 

Table 4.7.2: Prevalence of severe and profound disability – Intersecting gender and remoteness 

as a percentage of the total Aboriginal and Torres Strait lslander population (NATSISS 2014-

2015) 

 
 Remote Non-remote 

Female 6.1 % 8.9 % 

Male 9.2% 6.4% 

 

4.6 Concluding comments and recommendations  
 

Establishing baseline data on the prevalence and profile of disability in Aboriginal 

and Torres Strait Islander communities is the foundation step in supporting policy, 
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decision-making and workforce development strategies that meet the demand for 

disability supports by Aboriginal and Torres Strait Islander people. The statistical 

data on prevalence and profile of disability in the Aboriginal and Torres Strait Islander 

population presented in this chapter, complemented by illustrative quotes from the 

testimony acting as an interpretive guide, is a core contribution of the Living Our 

Ways research program. 

 

In addition to establishing a baseline prevalence and profile of disability amongst the 

Aboriginal and Torres Strait Islander population, the methods and processes used in 

disaggregating the statistical data open up potential for future development in data 

and research.  

 

4.6.1 Recommendations for policy and future research projects 

 

There is one policy recommendation and four continuing research proposals 

recommended from this outcome: 

 

Recommended policy development: Continuing from Outcome 2 – Interpreting 

data. 

 

P.1. Establish an inter-governmental data informatics strategy for the continued 

development of disaggregated data to support policy planning and decision-making 

for services and support systems involving Aboriginal and Torres Strait Islander 

people with disability. This includes opening a dialogue between data stakeholders in 

community, policy and research to (i) better appreciate the social and cultural in the 

interpretation of disability data collected from Aboriginal and Torres Strait Islander 

people, and (ii) facilitate broader access and use of statistical data in localised 

decision making. 

 

Recommended research projects: Continuing from Outcome 2 – Interpreting 

data 

 

R.4. To what extent do cultural and social factors contribute to an under-reporting of 

disability by Aboriginal and Torres Strait Islander people, both in determining the 

prevalence of disability and in determining their need for support? 
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R.5. What improvements can be made in diagnostic practices and service systems to 

provide comprehensive support for co-occurring disabilities?  

 

R.6. What is the nature of ‘restrictive long-term health conditions’ for Aboriginal and 

Torres Strait Islander people? How do restrictive long-term health conditions inter-

relate with disability, and what does this mean for an integrated approach to health 

and disability services? 

 

R.7. How do gender and geographical attributes such as remoteness compound 

inequalities that are experienced by Aboriginal and Torres Strait Islander women with 

disability and their support arrangements? 
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5. OUTCOME 3 (Part A): Social inequality 

experienced by Aboriginal and Torres Strait 

Islander people with disability  

 

KEY POINTS: 
 
This section covers the third outcome of the research, which is a description of the 

nature and breath of social inequality experienced by Aboriginal and Torres Strait 

Islander people with disability, as demonstrated in statistical data on social, health 

and wellbeing outcomes, and their personal testimony. 

 
 
A. Intersectional social inequality: As a group intersecting two marginalised 

groups, Aboriginal and Torres Strait Islander people with disability experience 

greater social, health and wellbeing inequalities compared to other population 

cohorts, including Aboriginal and Torres Strait Islander people without 

disability; and people with disability who are not Aboriginal or Torres Strait 

Islander.  

 

B. Acute and pervasive inequalities: The intersectional social inequality that 

Aboriginal and Torres Strait Islander people with disability experience is 

pervasive across a range of support systems including: 

 Accessible housing, disability supports, and transport; 

 Access to justice, and exposure to threatened or actual violence; 

 Access to an inclusive education; 

 Attaining employment; 

 Accessing health and health care services. 

 

C. Barriers to inclusion in communities: Aboriginal and Torres Strait Islander 

people, particularly those living in remote and regional communities, are 

susceptible to living in inaccessible housing and physical environments 

unsuitable for people with disability, which is compounded by a lack of 

accessible transport servicing the communities where they live. 

 

D. National Disability Insurance Scheme (NDIS): Whilst statistical data on the 

NDIS participation rates was not available and outside the scope of this project, 

the participant testimony highlighted emerging areas of potential inequality in 
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the implementation of the NDIS. The two areas of concern are (i) the interface 

between an individualised disability support scheme in areas where there is 

public infrastructure and (ii) the interpretation of what constitutes ‘reasonable 

and necessary’ support for Aboriginal and Torres Strait Islander people.  

 

5.1 Patterns in the data – ‘intersectional inequality’ 
 
The NATSISS produces population-wide data on social, health and wellbeing 

outcomes for Aboriginal and Torres Strait Islander people, which can be 

disaggregated by disability status. To enable a comparison to the social, health and 

wellbeing of other Australians, select indicators are compared to responses to ABS’s 

General Social Survey70 which is a sample survey of the whole Australian population. 

 

In Table 5.1 below, there are five population groups where the selected social, health 

and wellbeing indicators are compared: 

(i) The general population that does not have disability (which may include 

Aboriginal and Torres Strait Islander people with disability within the data 

collection source); 

(ii) People with disability; (which may include Aboriginal and Torres Strait 

Islander people with disability within the data collection source); 

(iii) Aboriginal and Torres Strait Islander people that do not have disability; 

(iv) People who are both Aboriginal or Torres Strait Islander living with 

disability that is not severe and profound; and 

(v) People who are both Aboriginal or Torres Strait Islander living with severe 

and profound disability. 

 

  

                                                 
70 Australian Bureau of Statistics (2014) General Social Survey: Summary Results, Australia. Rel. 4159.0. Table 11: ‘Disability’. 
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TABLE 5.1: Percentage of population experiencing selected social, health and economic 

outcomes, by population group (General Social Survey 201471 and NATSISS 2014-1572) 

 

 
Percentage of population experiencing outcome 

 

INDICATOR 

(i) General 
population 

(ii) People 
living with 
disability 

(iii) 
Aboriginal 
and Torres 

Strait 
Islander 

people with 
no disability 

(iv) 
Aboriginal 
and Torres 

Strait 
Islander 

people living 
with 

disability 
that is not 

severe and 
profound 

(v) Aboriginal and 
Torres Strait 

Islander people 
living with severe 

& profound 
disability 

 

Self-assessed health 
as excellent/very 
good 
 

69.0% 32.0% 53.4% 22.9% 13.9% 

Had problems 
accessing health 
care services 
 

2.8% 11.4% 11.3% 19.5% 27.0% 

Total experienced 
one or more 
stressors 
 

59.2% 69.8% 62.6% 75.3% 82.7% 

Feelings of safety 
walking alone in local 
area after dark 
 

55.9% 43.9% 58.6% 47.5% 37.5% 

Participation in the 
labour force 
 

83.0% 53.0% 68.1% 51.8% 31.1% 

 

There is a pattern in the data that illustrates intersectional inequality across the 

indicators: 

 

● Aboriginal and Torres Strait Islander people experience greater inequality in 

their social and health outcomes compared to other Australians. 

 

● Aboriginal and Torres Strait Islander people who also live with disability 

experience greater inequality when compared to:  

                                                 
71 The General Social Survey is used as the data source for: (i) General population; and (ii) People with disability. 
72 The NATSISS is used as the data source for: (iii) Aboriginal and Torres Strait Islander people with no disability; and (iv) Aboriginal 

and Torres Strait Islander people living with disability, and (v) Aboriginal and Torres Strait Islander people and with severe & profound 

disability 
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- Aboriginal and Torres Strait Islander people without disability, and 

- non-Indigenous people with disability;  

 

● Aboriginal and Torres Strait Islander people with severe and profound 

disability experience greater inequality in social, health and economic 

outcomes than Aboriginal and Torres Strait Islander people with disability that 

is not severe and profound. 

 

Relating this to the concepts of intersectionality and intersectional discrimination 

introduced in Chapter 2, the data can be used to categorise social inequality into 

three types: 

 

Sectional inequality: This is inequality that affects the one marginalised 

group as a discrete population, i.e. the population of people living with 

disability (group ii), and Aboriginal and Torres Strait IsIander people without 

disability (group iii). This is referred to as ‘sectional inequality’ to provide a 

point of contrast to ‘intersectional inequality’. 

 

‘Intersectional inequality’: This is the compounding of inequality that affects 

those people who are members of two marginalised groups, i.e. Aboriginal 

and Torres Strait Islander and live with disability (group iv).  

 

‘Intersectional inequality’ accentuated by severity of disability: 

Separating populations who report having any disability (group iv) and people 

reporting severe and profound disability (group v) recognises that disability 

exists on a spectrum, and hence highlights how the severity of disability can 

further accentuate intersectional inequality. 

 

The clearest example of intersectional inequality presented in Table 5.1 relates to 

problems in accessing health services. This is represented diagrammatically in 

Diagram 5.1 below: 
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Diagram 5.1: Sectional and intersectional inequality in accessing healthcare services. (General 

Social Survey 2014, NATSISS 2014-15) 

 

 

The remainder of the chapter explores inequalities that exist within the Aboriginal and 

Torres Strait IsIander population by a more detailed investigation of thematic issues. 

It uses the NATSISS as the source for statistical data, which is brought together with 

testimony and yarning pieces contained order to align to policy priorities.  

 

To facilitate the translation of this research into policy, the data is organised to align 

with the priority areas outlined in the National Plan to Improve Outcomes for 

Aboriginal and Torres Strait Islander People with Disability.73 

 

5.2 Inequality in accessing communities 74 
 

The data collected through the NATSSIS and the SDAC are limited in scope and do 

not record the environment that Aboriginal and Torres Strait Islander people with 

                                                 
73 Commonwealth of Australia - Department of Social Services (2017) Australian Government Plan to Improve Outcomes for 

Aboriginal and Torres Strait Islander People with Disability.  

 
74 Reference to the Australian Government’s Plan to Improve the Outcomes of Aboriginal and Torres Strait Islander People Living 

with Disability: Area 1- Aboriginal and Torres Strait Islander people with disability have access to appropriately designed shelter and 

live in accessible, well designed communities that are fully inclusive of all their residents. 
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disability are living in or public infrastructure. For example, the NATSISS asks 

whether a person has daily face to face contact with family and friends but has no 

capacity to assess if geographic location is a factor. The SDAC asks questions like 

“do you have trouble climbing stairs?” but does not address whether the stairs should 

be there in the first place. 

 

5.2.1 Disability accessible housing: 

 

Neither the NATSISS nor the SDAC can provide insights into rates of homelessness 

amongst Aboriginal and Torres Strait Islander people with disability, as they only 

survey people living in private dwellings. The NATSISS does collect data on previous 

experiences of homelessness. This shows an intersectional effect: Aboriginal and 

Torres Strait Islander people with severe and profound disability have experienced 

homelessness at 1.9 times the rate of Aboriginal and Torres Strait Islander people 

without disability (41% compared to 22%). 

 

Accessible housing was raised as a major issue for participants in the interviews, 

with 10 of the 47 participants referencing it as an issue. There was a broad range of 

topics raised within the theme of inaccessible housing: from disability access, to 

housing affordability and experiences in and accessing social housing. This was 

particularly the case in the remote sites visited, where according to participants 

housing providers included disability accessibility at best as an afterthought, and at 

worst case a wilful oversight:  

 

“It’s disgusting how the working party, how our housing company is treating 

these disability people in their homes.  You’ve got her son can’t get no help, 

you’ve got another man who –, he’s got to walk up steps and he’s nervous 

because there’s no rail for him to get into his house, there’s no rails for him to 

hang onto in the bathroom”  

 

The picture below75 it illustrates the issues of disability accessible housing in remote 

communities. Taken in a very remote community, it shows the entrance to a house 

which had recently been built as part of a remote housing project. The occupants had 

been on a waiting list for seven years before the house was built, and were not 

                                                 
75 Taken with express permission from the community.  
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consulted during its construction. What is shown below is a steel ledge, 

approximately five centimetres high, at the main entrance to the house. The 

occupants said that when people with disability come over, they have to lift them over 

the ledge so they can come into the house. 

 

 

Another of the participants at the Elders forum is a wheelchair user living in an 

apartment with standard height shelves which she could not reach. There was also a 

raised ledge at the entrance which made it difficult for her to enter. She had been 

asking for some time for modifications with the NDIS, but had not heard back from 

them at the time of the interview.  

 

A few participants spoke of experiencing homelessness or a direct threat of 

homelessness, although they did not necessary describe it using those terms. One 

participant, a deaf Aboriginal woman, spoke of difficulties in finding housing when 

she moved to a city area to better access other services: 

 

“In [other cities], there’s lots of Aboriginal organisations whereas in [the city I 

live in] the access is limited. When I came here, I couldn’t get a house here, 

because here the [Housing organisation] have merged with – like, single 

mothers or abused mothers, deaf, disability, it’s all in one. So, there’s a ten-

year waiting list to get a home. I had nowhere to stay. So, [my female friend] 

she’s bought her home, so luckily she allowed me to stay with her, and she 

doesn’t mind me living with her until I can get a home.” 

 

Another participant from a remote area described his current living situation as “living 

rough” in a town camp, unable to secure any form of housing: 
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“We tried [talking with someone about getting housing]. We tried.  Nothing 

happened. It’s just overcrowding what existing houses are there. There was 

some houses bought, [a person from the Government] bought those houses, 

didn’t they? But, they never connected them up. They’re just sitting there in a 

paddock.” 

 

There is an apparent hierarchy to the provision of housing support:  

1. The first-tier issue is the provision of any housing at all;  

2. The second tier is the issue of incorporating disability accessibility into 

the design and construction of new housing; and  

3. The third tier is the modification of existing housing to make it accessible.  

 

The evidence from the site visits to remote communities indicates the 

issue of providing core housing is seen as so great in magnitude, that 

disability access and home modifications are at the end of a very long 

queue.  

 

Over and above the functional aspect of houses providing shelter, there is a 

psychosocial dimension of living in a place you can call your own. When a person 

who is living rough was asked what having a house would mean to him, he replied:  

 

“I want to go home. That’s all.” 

 

5.2.2 ‘Fit for purpose’ disability aids:  

 

A second core issue contributing to inaccessibility in communities is the suitability of 

the disability aids that they are provided within the physical environment, particularly 

evident in remote Aboriginal communities. The vast majority of wheelchairs users 

who participated in the research had broken wheelchairs that were not fully 

functioning.  

 

This issue is illustrated through the following photograph. This photo was taken in 

one of the research sites during the initial stages of the research. It shows a standard 

issue foldable wheelchair, which in an urban environment where there are footpaths, 

would be consider light and portable because it can be folded up and put into a car 

boot. The same wheelchair, when put into a different physical environment, may 
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cease to be suitable. The wheelchair in this photo’s rubber wheels have melted off 

because of the extreme heat, making it completely unusable. 

 

The photo on the left76 was not 

an isolated observation. One of 

the participants at the Elders 

forum travelled from a regional 

centre to Alice Springs with a 

manual wheelchair. It was 

broken at the seat support 

which made it rub against the 

wheel, requiring such physical 

exertion to make the 

wheelchair function that people 

had to take turns to push her. 

At another regional centre, a 

participant mentioned living 

only few streets form the Town 

Centre, said that they rarely 

went into town or too far from home, as if their wheelchair broke down, they would be 

stranded.  

 

Indeed, it was rare for the researchers to see a fully functioning wheelchair in any 

remote communities visited, and this made a distinct impression upon their social 

visibility within communities. In some of the remote communities, a graveyard of 

discarded wheelchairs was the only outwardly visible sign of people with mobility 

impairment living in that community. For people who rely on wheelchairs, the lack of 

suitable and well-maintained chairs could leave them isolated within their own 

homes.  

5.2.3 Transport: 

 

A third core obstacle to inclusive communities is a lack of access to transport. This 

has a particular impact on inclusion, as a lack of access to transport creates knock-

                                                 
76 Photo taken with express permission from community. 
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on access problems, such as getting to school, getting to a job interview, or getting to 

medical appointments: 

 

“Transport is another failure because there's no transport to get to hospital 

and appointments, because if you go to your local doctor and you get a 

referral to go to the Women's and Children's. I had my grandson, nobody 

could transport me, so I had to get up at four o'clock in the morning, catch a 

bus to Women's and Children's to have an MRI, you know.” 

 

One participant living in a regional centre said that transport was a major problem, 

and that there was only one disability access taxi in the region where she lived: 

 

“Well, there isn’t much transport here. There’s only one taxi. And, it’s only 

going till like, morning, till six o’clock in the afternoon. Which isn’t really right 

at all. You know? Like, other people that walk everywhere or push 

themselves, yeah.” 

 

When asked how she gets around, she captured a lifetime’s experience in three 

words: 

 

“I push everywhere.” 

 

Much like housing, transport has both a functional dimension and a psychosocial 

dimension. Whilst there is a practical requirement for people with disability to get 

from point A to point B, the ability to do so without being made to feel a burden is 

vital aspect of a person with disability’s sense of independence. This is where 

promoting and providing inclusive transport can be as significant as the logistical 

aspects of transport, and the testimony pointed to Australian airlines as poor 

performers in this regard:  

 

“So, with some of the barriers that I’ve met would be with just, say, one to tick 

off would be transport and a couple of years ago I flew with [an airline]. And, 

they – their whole disability policy, that which my wife went through to make 

sure that we knew what steps were in place. Then we went through the whole 

system of going to the airport... that was blown out of the water. Nothing was 

in place. There was no transfer equipment. The people didn’t know how to 

use it properly.  
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They took apart my chair completely when it hadn’t ever been taken apart 

before, and when I got to [the city] had to put the whole thing back together. 

And, just the whole experience with the crew on board was negative and – 

and especially then when we come back to [the city] and had a really rude 

altercation with one of the [airline] staff because we couldn’t find my 

wheelchair and the lady was going off at my wife, which brought [her] to tears. 

And, we ended up eventually finding my wheelchair that was, not in pieces, 

but it wasn’t right. So, we had to sort of put it back together.” 

 

5.3 Inequality in accessing justice 77 
 

5.3.1 Exposure to threatened or actual violence 

 

Exposure to violence or a traumatic death of a close family member or friend was 

referenced by participants in 9 of the 41 interviews (22%). The types of violent and 

traumatic episodes referred to included: references to close family members who had 

been murdered or ‘lost’; women alluding to seeking respite from gender based 

violence; being subjected to violent attacks with a weapon; deaths by suicide; a 

young child dying because of medical neglect; and an extensive and detailed 

account of being exploited by a human trafficking ring.78 There is a clear gender bias 

in the responses, at least with respect to the person making the disclosures, with 7 of 

the 9 recounts of violence made by women.  

 

It is worth remembering at this point that participants were not directly asked whether 

they had been exposed to violence. These incidents were voluntarily disclosed by the 

participants in response to a general invitation to share their life story.  

 

The quantitative data collected by the NATSISS suggests an intersectional effect, 

with the data showing that Aboriginal and Torres Strait Islander people with severe 

and profound disability are approximately twice as likely as Aboriginal and Torres 

                                                 
77 Reference to the Australian Government’s Plan to Improve the Outcomes of Aboriginal and Torres Strait Islander People Living 

with Disability: Area 2 - Aboriginal and Torres Strait Islander people with disability have the right to be free from racism and 

discrimination, have their rights promoted, and a disability–inclusive justice system 

78 The details of these events have been redacted as a measure of privacy to the participants, and to reduce the risk of excessively 

traumatising of Aboriginal and Torres Strait Islander people who might read this report. 
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Strait Islander people without disability to have been either threatened with or 

exposed to violence within the past year.  

 

Table 5.3.1: Personal Safety Indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 
INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Experienced threatened violence in past year 25% 14% 1.8 

Experienced physical violence in past year 19% 11% 1.7 

Felt safe at home 71% 87% 0.8 

 

 

A note on Research impact: 

 

In 2019, the Australian Government announced a Royal Commission into Violence 

Abuse, Neglect and Exploitation of People with Disability79. This research is 

positioned to be influential in the conduct of the Royal Commission, both in its 

methodological approach to procuring testimony from people who have experienced 

vulnerability, and its capacity to generate new understandings on the nature of 

personal and structural violence. 

 

5.3.2 Imprisonment of Aboriginal and Torres Strait Islander with disability 

 
Intersectional, quantitative data on Aboriginal and Torres Strait Islander people with 

disability in detention is not available from the data sources used in this study. The 

NATSISS is a survey that is confined to private households so it excludes people 

who are currently in detention or other forms of institutional care from its inclusion 

criteria.   

 

                                                 
79 Commonwealth of Australia – Attorney General’s Department (2019) Royal Commission into violence, abuse, neglect and 

exploitation of people with disability. Letters Patent. 
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The ABS publishes data from the National Prisoner Census which includes data 

demographic and legal characteristics of prisoners such as age, sex, country of birth, 

Indigenous status, legal status, prior imprisonment, most serious offence/charge and 

length of sentence being served. The most recent report, Prisoners in Australia 

(2017)80 shows that incarceration rate for Aboriginal and Torres Strait lslander people 

was 2,434 prisoners per 100,000 of the Aboriginal and Torres Strait Islander 

population. By comparison the imprisonment rate for other Australians was 160 

prisoners per 100,000 non-Indigenous population. As data on disability is not 

reported, it is not possible to quantify the intersectional impact of disability upon the 

rate of imprisonment of Aboriginal and Torres Strait Islander people using the 

national data set.  

 

However, jurisdictional data from New South Wales on the health and wellbeing 

status of people in the juvenile justice system shows that the prevalence of complex 

disability and multi-faceted disadvantage is higher amongst Aboriginal young people 

compared to other young people81. It paints a bleak picture of who ends up in 

juvenile detention: 

 

Profile of young people in the juvenile justice system, NSW 

 

 54% of young people in juvenile detention are Aboriginal or Torres Strait 

Islander.  

 Of young Aboriginal people, 23.8% scored extremely low and 39.6% were 

borderline on the tests used to assess intellectual ability.82 

  87% of young Aboriginal people met the threshold criteria for at least one 

psychological disorder, and 69% met the criteria for two or more.83 

 25% of young people had a past head injury resulting in loss of 

consciousness, with females more likely than males to have sustained a head 

injury (52.6% vs. 22.5%) 

 68.2% of young people in juvenile detention reported experiencing at least 

one form of childhood abuse or neglect, with more than one-quarter (28.1%) 

experiencing some form of severe abuse or neglect. 

                                                 
80 Australian Bureau of Statistics (2017) Prisoners in Australia. Rel.  4517.0 

81 Justice Health & Forensic Mental Health Network and Juvenile Justice NSW (2017) 2015 Young People in Custody Health Survey: 

Full Report. NSW Government. 

82 This is using a FSIQ indicator. Ibid, at Table 148, p 81. (Note that this is not an assessments of cognitive impairment) 

83 Ibid, at Table 117 page 65 
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Within this study, one participant referred to being placed in detention, and another 

participant mentioned a family member who had spent time in prison. As there was 

insufficient data drawn from the qualitative research, it is not possible to draw any 

definitive conclusions on the experiences of people with disability in the justice 

system, nor reasons for its omission from the narrative. However, it is reasonable to 

expect that Aboriginal and Torres Strait Islander people with disability are imprisoned 

at higher rates than other people with disability and at higher rates than Aboriginal 

and Torres Strait Islander people without disability and have poorer experiences and 

outcomes when interacting with the justice system, as identified in other research. 

 

Outside this study, a 2015 report by University of New South Wales report entitled ‘A 

predictable and preventable path: Aboriginal people with mental and cognitive 

disabilities in the criminal justice system’84 provides a comprehensive account of 

Aboriginal and Torres Strait Islander people with cognitive impairment in the criminal 

justice system. Another investigation by international human rights agency Human 

Rights Watch in 2018 has also chronicled an account of abuse and neglect of 

prisoners within the Australian prison system85.  

 

5.4 Inequality in accessing an inclusive education 86 
 

5.4.1 Unfulfilled aspirations for education 

 

Aboriginal and Torres Strait Islander people volunteered high aspirations for their 

personal advancement through education, coming through in the testimony in many 

of the participants from various locations: 

  

“There’s one thing I want to do before I leave this earth is to have my degree 

in human rights law and then I’ll be happy with that.” 

 

                                                 
84 Baldry E, McCausland R, Dowse L, and McEntyre E. (2015) A predictable and preventable path: Aboriginal people with mental and 

cognitive disabilities in the criminal justice system. UNSW, Sydney.  

85 Humans Rights Watch (2018) I Needed Help, Instead I Was Punished: Abuse and Neglect of Prisoners with Disabilities in 

Australia.  

86 Reference to the Australian Government’s Plan to Improve the Outcomes of Aboriginal and Torres Strait Islander People Living 

with Disability: Area 3 - Aboriginal and Torres Strait Islander people with disability achieve their full potential through participation in an 

inclusive high quality education system that is responsive to their needs. People with disability have opportunities for lifelong learning. 
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“I’m studying social welfare and psychology at [University] and my main goal 

is to go on and do neuroscience and be able to become a neuroplastician and 

work in that field.” 

 

Education was an important factor in the life journey of the participants in the 

research, with 36 of the 41 interviews (88%) including some reference to ‘school’. 

Further, 23 of the interviews (56%) indicated some current or previous experience 

with the higher education system, with 14 making some reference to ‘University’ 

education (34%), and 16 making some reference to ‘College’ or ‘TAFE’ (39%). These 

reflected high levels of participation in the education system by the participant group. 

Whilst noting the difficulties in making a direct correlation between the statistical data 

and the testimonial data used for the study, references to undertaking higher 

education from the participant group interviewed appear substantially higher than the 

rates of participation in education for Aboriginal and Torres Strait Islander people 

within the NATSISS. 

 

Whilst Aboriginal and Torres Strait Islander people with disability express high 

aspirations for education, statistical data on education outcomes show that these 

aspirations remain unfulfilled. Population wide, Aboriginal and Torres Strait Islander 

people with disability attain educational outcomes at half the rate of Aboriginal and 

Torres Strait Islander people without disability. 

 
Table 5.4.1: Education Indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 
INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Currently studying 14% 25% 0.6 

Certificate III qualification or higher 19% 34% 0.6 

Educational attainment below Year 10 42% 18% 2.3 
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Note that school age children were not interviewed as they were outside the 

selection criteria. As the voices of school age children are not present in the 

research, there is likely some understatement of the issues around education. Based 

on this limitation alone, it is recommended that there is more focused education 

research that encompasses the voices of children and young people. 

 

However, there were some interviews with parents of Aboriginal children with 

disability. One participant drew attention to the compartmentalised approach to 

education where programs for Aboriginal and Torres Strait Islander children run 

independently of programs for children with disability; as opposed to flexible, 

coordinated programs which are both culturally inclusive and disability inclusive.  

 

5.4.2 Interrupted pathways in further education 

 

The participants tended to describe an interrupted pathway in which they built their 

education in piecemeal blocks, rather than as a continuous pathway of matriculation. 

This observation relates to the excess demands of managing their disability (such as 

transportation issues, campus access, interpreters, and health issues) concurrently 

with the demands of study.  

 

One of the people interviewed mentioned that they aimed to complete a succession 

of certificate level qualifications, as that could be managed within the physical and 

logistical demands of his disability. Another participant said: “I’ve always started 

courses. I never finish them. No, I didn’t finish the first course I was doing”. Later in 

the interview, the person revealed that the reason they did not complete their first 

course at University as she suddenly acquired a disability mid-way through 

completing her degree, and the combined physical and psychological trauma caused 

her to withdraw from her studies. Having had the flow of her educational pathway 

interrupted by acquiring a disability, her subsequent attempts to re-enter the 

University system have faltered. 

 

Many University and higher learning institutions have equity strategies to promote 

inclusion of both Aboriginal and Torres Strait Islander students, and students with 

disability. The narratives illustrate that the presence of social factors for both groups 

of students make educational journeys unpredictable, and do not always conform 

with the lock-step curricula in many educational institutions. Whilst highly motivated 
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and capable, there are groups of students who have not found a way to navigate 

their way into higher education system, and their actual attainment is lower than what 

is possible. This knowledge would not be readily available to higher education 

institutions, as this prospective cohort of students are currently sitting outside the 

system, but the lived experience knowledge could be tapped into to improve the 

quality and effectiveness of educational equity strategies.    

 

5.4.3 Customised supports for individual learning requirements 

 

There were good models of learning support which were provided by the participants 

who had undertaken further study. As the nature of disabilities, and hence needs for 

learning support are diverse, the key to effective support is to establish clear lines of 

communication between a dedicated support unit and the student to establish their 

specific support needs and have the support in place prior to the first lesson: 

 

“So, education has been really good because I did my Cert 4 and I had 

scribes put in place which was really helpful. I’ve only got limited wrist control 

but I can read a text book but I’m really slow at opening the pages. So, I’d 

have a scribe in place going through text books, opening up the books, 

highlighting passages, when the teacher’s going through the notes. And, 

that’s in TAFE. It’s supposed to be a lot harder in university, I’ve been told, to 

obtain scribes.”  

 

Whilst it might appear obvious that having support in place prior to the 

commencement will improve outcomes, it is not always the case that Aboriginal and 

Torres Strait Islander students with disability know who to go to for their cultural 

support and/or get support for their disability. This is a particular barrier for students 

commencing study at large complex institutions. This can cause them to fall behind 

in their academic work from their commencement and may progress to their 

withdrawal from studies. 

 

One gap in support that emerged through the testimony is support for students with 

mental health conditions. Whilst it was mentioned that access for students with 

physical disabilities was a focal point of disability support units in educational 

institutions, issues of access for students with psychosocial disability have not been 

fully integrated. One participant spoke of the impact a mental health condition, which 
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is episodic and requires periods of hospitalisation, has had on her capacity to 

complete her academic studies, and the unavailability of support within the institution: 

 

“Staying at university has been really hard for me, in terms of keeping up with 

assignments and, in the beginning, there was lack of support at the uni, in 

terms of mental health support. Like, I find that they have a disability centre, 

but it’s not really catered to people with mental illness.” 

 

5.4.4 Additional educational barriers experienced by Deaf Aboriginal and 

Torres Strait Islander people 

 

The Deadly Deaf Mob interviews generated rich and extensive data on the specific 

educational issues for Deaf Aboriginal and Torres Strait Islander people, which is 

summarised in this section. Education was far and away the dominant issue raised 

by the Deadly Deaf Mob participants, with all participants citing their experiences 

being a Deaf person learning in a hearing world. 

 

Three core issues emerged from the Deadly Deaf mob educational experiences. The 

first issue is the transitory nature of accessing education, with people having to shift 

around from school to school, and often going from one school with a Deaf pedagogy 

which promoted sign language to the next school with different pedagogy that 

favoured verbal education. Difficulties in accessing specific Deaf education, 

particularly (but not limited to) in non-metropolitan area meant whole families had to 

move: 

 

“Mum moved to [the city] because of my education, because of the barriers 

that I had out in the country, because there were no resources out there that 

were available.”  

 

The second issue was access to Auslan interpreters. Access to interpreters is not 

universal, yet as the two contrasting experiences show, is pivotal to the educational 

experience of Deaf students: 

 

“I had a hard time in my education because I was in a mainstream school and 

in that period I didn't have any interpreters available for my education. I didn't 
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have a support worker. So, my – my English – my written English is okay, but 

it's not the best, you know, it's not at that standard that it should be at.”  

 

“I had a good experience, I didn’t miss out on anything, I had an interpreter. 

The teachers were hearing and I had an interpreter, so I had a really positive 

experience.”  

 

As is the case with many other needs of people with disability, it is family and 

community who bear the load of compensating for a lack of interpreter services 

through systems:  

 

“I've got a brother and a sister and my eldest brother who was always my 

interpreter, I grew up with him, he’s four years older than me, he always 

interpreted to me.” 

 

The third theme from the Deadly Deaf mob is their strong desire to learn more about 

their own Aboriginal cultural heritage. They described an approach to their education 

which was dedicated to making them proficient learners in a western hearing world. 

However, a general lack of access to Auslan within Aboriginal and Torres Strait 

Islander communities has left them isolated from the depth of cultural knowledge that 

is taught to hearing Aboriginal and Torres Strait Islander people. This has left them 

with a sense of longing for further cultural learning.  

 

5.5 Inequality in attaining employment 87 
 

5.5.1 Undervaluing the contribution of Aboriginal and Torres Strait 

Islander people with disability through employment 

 
Table 5.5.1 shows that Aboriginal and Torres Strait Islander people with severe and 

profound disability are almost twice as likely as Aboriginal and Torres Strait Islander 

people without disability to be unemployed (1.8 times), and half as likely to 

participate in employment (0.5 times).  

  

                                                 
87 Reference to the Australian Government’s Plan to Improve the Outcomes of Aboriginal and Torres Strait Islander People Living 

with Disability: Area 4: Aboriginal and Torres Strait Islander people with disability, their families and carers have opportunities to gain 

economic security through employment and business ownership, enabling them to plan for the future and exercise choice and control 

over their lives 
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Table 5.5.1: Education Indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 
INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Participation rate 31% 68% 0.5 

Employment rate 19% 55% 0.3 

Unemployment rate 34% 19% 1.8 

 
 

The testimony reflected the unfulfilled aspirations for employment held by the 

participant group. 24 of the 41 participants (58.5%) referenced ‘jobs’ during their 

interview, and the overwhelming majority of their testimony centred on their inability 

to get them. The issue of employment was particularly significant for Deaf Aboriginal 

people, with employment issues raised in every one of the interviews with the Deadly 

Deaf mob. 

 

Many participants had indicated that they had undertaken study or a training course 

to improve their employment prospects (refer 6.4), but this had not advanced their 

long-term employment prospects: 

 

“ So when I finished school I went to TAFE and study hairdressing. And that 

was a one year apprenticeship. And there were so many barriers. I thought it 

would be fantastic. But – no. The whole industry and the area was full of 

people who can hear. So I know how to cut and shampoo and do everything. 

But everyone was hearing and they all spoke, so we had to communicate 

through writing and paper… 

 

I did love that job but ended up leaving.” 

 

In most cases, the barriers and discrimination that the participants faced in their job-

seeking experiences could be traced back to their disability, rather than being an 

Aboriginal or Torres Strait Islander person. However, some participants held an 
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expectation that they would be discriminated against because they were Aboriginal 

and Torres Strait Islander, and this is the point ‘apprehended discrimination’ filtered 

into the testimony:   

 

“It’s difficult to get jobs. And, that’s the main issue.  And, it’s difficult to get 

accepted in main stream societies. And, a lot of people with – who are 

wheelchair bound have a – found it difficult to get into employment and they 

still can’t – there’s a lot of them still having problems with disabilities with 

employment.  And, being accepted.  Then the other disadvantage is if you’re 

an Aboriginal person – well, my experience was that if you’re an Aboriginal 

person you can’t get a job… I was brought up during the old racist Australia 

days and the white Australia policy and all of that.  And, that’s another 

disadvantage.  Trying to make your way in – in that world.” 

 

5.5.2 It’s as much about the job giver as it is the job seeker 

 
Improving employment prospects is a policy priority of both the Closing the Gap 

strategy and National Disability Strategy. However, outcomes data on employment 

show that the intersectional impact of disability on outcomes for Aboriginal and 

Torres Strait Islander people have not been adequately addressed in either strategy. 

There is a dominance of employment programs, bundled under the euphemism, 

‘capacity-building’, which target the upskilling of the job-seeker on the assumption 

that ‘capacity’ is where the problem lies. By contrast, little consideration is given to 

problems with the job-giver.  

 

 

Case example: Not fitting ‘the Brand’  

 

This case example comes from a Torres Strait Islander woman who has cerebral 

palsy. Growing up in a metropolitan area, she is young, currently at University, and 

comes across as softly spoken and highly intelligent. During the interview, she 

mentioned numerous examples of prejudice in her everyday encounters because of 

her disability. In particular, she says that many people she comes across presume 

that she has an intellectual impairment, although that is not the case.  

 

“Because I’ve got a physical disability, [people assume] that I must be intellectually 

impaired. So when I tell them, no, I actually go to University and actually work [in a  
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policy research support role]… they actually get quite shocked.” 

 

The stigmas and false assumptions that other people hold around her and her 

disability is a constant source of frustration for her. She gives an example of “just a 

horrible experience” she has had with the employment agency that has her on its 

books. 

 

“I had an interview with this one agency and this was just to see if I was going to 

work with them or not. And the person that was actually interviewing me talked to my 

mum instead of me because she thought that I couldn’t communicate. And mum was 

like ‘She can talk. You don’t need to talk to me. She’s fully capable of 

communicating.”  

 

She said she is yet to meet an agency, or a person in an agency who has helped her 

find a job.  As a University student, she said that she also tries to get casual 

employment like other students she goes to Uni with. She couldn’t get any of the 

“Westfield type jobs” as when she turned up for an interview, she would be told that 

she “didn’t fit their brand”. 

 

“With my disability, I obviously face a lot of barriers, especially with getting a job. 

That is a big one. The employment side of things is a big obstacle in the way that, 

like, I can’t get a normal job at Maccas for example, because if I was to work at a 

check out they would need to do is put a chair there for me to sit on. But they don’t 

like to make these alterations. So it is hard for me to get a job, and for people to look 

past, get to know the ‘who I am’, instead of looking at the disability.” 

 

She had recently taken up a position as a policy assistant in an Aboriginal 

organisation, which she describes her greatest achievement in getting a job which 

she can work around her University studies and where her skills and experiences are 

valued.  

 

“I was just over the moon when I was accepted to work, so empowered that I’m able 

to make a difference and educate people.”  

 

 

Whilst the people involved in the study uniformly expressed their desire to participate 

in employment, they also conveyed the high expectations of them. In some 
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instances, the high expectations were self-imposed, typically born from a previous 

bad experience in which their skills and qualifications were belittled. Regardless of 

whether the high expectations were internally or externally imposed, an undercurrent 

filtered through the narrative that people with disability are constantly having to prove 

themselves in the workplace in a way that is over and above what is required of 

people without disability. 

 

“I thought to myself, you know, if I do something completely different, like, 

move to another city, go to school, you know, try and get a good job or 

whatever, you know, get involved in TAFE and study and finish year 12 and 

achieve those goals, and then people would you know, give me the credibility 

and say ‘Wow, you can do it.’ 

 

“I’m in my fourteenth job now since I’ve come to [the city].  And, I’ve always 

been successful in finding jobs and – and, now I – I’m doing a traineeship and 

I’m getting more and more confident, I’m learning more, I’m going out to do 

lots of courses and training and – and, especially events.” 

 

On one hand Aboriginal and Torres Strait Islander people are expressing their desire 

to advance themselves through education and employment, on the other they are 

subject to simplistic job seeker program and policy slogans around ‘capacity building’ 

and telling them to ‘go to school and get a job’. The clear message coming from the 

research is that Aboriginal and Torres Strait Islander people with disability are willing 

and able to go to school and get a job, but they can’t gain or sustain regular 

employment because of barriers which are both physical and attitudinal. 

 

Herein lies the dangers in reductionist policy discourse. Policy messaging around 

‘capacity building’ targets people in what behavioural change theorists might 

describe as the precontemplative stage of change.88 They are short and sharp 

messages aimed at motivating people who are currently unmotivated in changing 

their behaviour with a short, sharp call to action (i.e. ‘upskill yourself, go to school 

and get a job’). The issue is that this assessment is not grounded in their lived reality 

of trying to find secure employment, completely misreading where people are at in 

the stage of change continuum. The people in this study have moved beyond the 

                                                 
88 Prochaska JO, and Velicer WF. (1997) ‘The Transtheoretical Model of Health Behavior Change’. Am J Health Promotion 

1997;1211]:38-48.) 
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precontemplative stage and are motivated. In failing to acknowledge the core 

structural impediments in securing employment, motivational styled messaging 

paradoxically becomes acutely demotivational, as its exclusive contribution is to fuel 

the negative stigmatisation for those who can’t secure employment. 

 

5.6 Inequality in access to health and health care services 89 
 

5.6.1 Dimensions to ‘health’ for Aboriginal and Torres Strait Islander 

people with disability 

 

There are multiple dimensions to Aboriginal and Torres Strait Islander health and 

wellbeing. ‘Health’ for Aboriginal and Torres Strait Islander people focuses not only 

on physical health but also encompasses spiritual, cultural, emotional and social 

wellbeing. Health is more than the absence of sickness; it is the relationship with 

family and community, providing a sense of belonging and a connectedness with the 

environment: 

 

“Aboriginal [and Torres Strait Islander] health means not just the physical 

well-being of an individual but refers to the social, emotional and cultural well-

being of the whole community in which each individual is able to achieve their 

full potential as a human being, thereby bringing about the total well-being of 

their community. It is a whole-of-life view and includes the cyclical concept of 

life-death-life”90.  

 

“Health ... is a state of complete physical, mental, and social well-being, and 

not merely the absence of disease or infirmity”91.  

 
All of the above aspects of health were raised through the testimony in one way, 

shape or form. Given the breadth of coverage, this section focuses on access to 

health services, particularly those related to the somatic aspects of health. Issues of 

                                                 
89 Reference to the Australian Government’s Plan to Improve the Outcomes of Aboriginal and Torres Strait Islander People Living 

with Disability: Area 5 -  Aboriginal and Torres Strait Islander people with disability attain the highest possible health and wellbeing 

outcomes throughout their lives, enabled by all health and disability services having the capability to meet their needs. 

 
90 National Aboriginal Health Strategy Working Party (1989) National Aboriginal and Torres Strait Islander Health Strategy. 

91 World Health Organisation (September 1978), Declaration of Alma-Ata, International Conference on Primary Health Care, Alma-

Ata, USSR 
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trauma, mental health and psychosocial disability were so pervasive that they 

warranted a dedicated discussion in Chapter 8 which follows. 

 

In many respects, health status is where the impact of discrimination and inequality 

in other aspects of life materialises. Life expectancy data for Aboriginal and Torres 

Strait Islander people is not disaggregated by disability status, so the statistics on 

self-assessed health status is the best available summary proxy for the overall 

quality of health experienced by Aboriginal and Torres Strait Islander people with 

disability. It is here in health that the inequalities experienced by Aboriginal and 

Torres Strait Islander people with disability are at their starkest.  

 

Approximately one in seven Aboriginal and Torres Strait Islander people with severe 

and profound disability assess their health as excellent or very good (14%). By 

comparison, approximately one in two Aboriginal and Torres Strait Islander people 

without disability assess their health as excellent or very good (53%); and for people 

without disability the self-assessment rating of excellent or very good health is more 

than two in three (69%)92. Based on this data, the likelihood that an Aboriginal and 

Torres Strait Islander person with severe and profound disability would assess their 

health as excellent or very good is one-fifth as likely as someone in the general 

population assessing themselves as having health which is excellent or very good. 

 

 
Table 5.6.1: Health Status and Access Indicators, Aboriginal and Torres Strait Islander people by 

disability status (NATSISS 2014-2015) 

 
INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Self- assessed as excellent or very good 14% 53% 0.3 

Difficulty in accessing health services 27% 11% 2.5 

Trust in own doctor 76% 82% 0.9 

Trust in hospital 54% 70% 0.8 

 

                                                 
92 Australian Bureau of Statistics (2014) General Social Survey. 
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The statistical data on accessing health care in Table 5.6.1 show that Aboriginal and 

Torres Strait Islander people with disability experience difficulty in accessing health 

care services at 2.5 times the rate of Aboriginal and Torres Strait Islander people 

without disability. It is not clear whether this is because of the high frequency of trips 

to a health care provider (i.e. high frequency of health care visits means there are 

more opportunities for something to go wrong), or despite it (i.e. whilst high 

frequency of visit means there are more opportunities to get things right there is 

some other significant factor which is an impediment to access).  

 

Trust is the other psychosomatic variable in the provision of health care. Aboriginal 

and Torres Strait Islander people with disability have trust in their own doctor at a 

slightly lower rate than other Aboriginal and Torres Strait Islander people (76% 

compared to 82%), with a greater gap in the comparative levels of trust when it 

comes to hospitals (54% compared to 70%). On balance the participants in the 

research spoke about their relationship with their personal doctor casually, although 

there was one participant for whom a trusting relationship with her doctor was critical 

to their sense of personal empowerment:  

 

“The doctor who prescribed me all this medication…but then at the age of 16 

he said, “All right.  You’ve got a choice”.  He said, “It’s your choice now to get 

off the medication or continue with it”.  And, so I said that I'm getting off it.  A 

few weeks after he asked to see me again just to see how I was going.  He 

said it was the best decision I ever made. 

So, I felt like finally I had a voice, you know, I feel like I could say what I 

wanted.”  

 

5.6.2 Diagnostic overshadowing and the intersection of institutionalised 

ableism and racism in health care practice  

 

‘Diagnostic overshadowing’ is a concept that describes a practice in health care 

where the symptoms of a serious illness or heath condition are attributed to a 

person’s disability rather than the presenting undiagnosed condition. In other words, 

a person’s disability ‘overshadows’ the underlying health conditions as the diagnosis 

is biased by the clinician’s presumptions and preconceptions about disability. The 

failure to accurately diagnose the illness or health condition can lead to avoidable 

complications, adverse events and in acute cases, deaths. 
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‘Diagnostic overshadowing’ compromises the quality of health care further when it 

intersects with institutional racism. This was a pattern that was observed in the 

research involving Aboriginal and Torres Strait Islander people with disability when 

people said that their health concerns had been passed off by the treating clinician. 

Aboriginal and Torres Strait Islander people with disability appear to be particularly 

susceptible to this intersectional form of institutionalised discrimination at the first 

point of contact within the health system, such as when being treated by an 

ambulance or at an emergency ward. 

 

Case example: Diagnostic overshadowing, racism and ableism in health care 

This case relates to an Aboriginal man with quadriplegia who was denied urgent 

medical treatment for severe dehydration and hyperthermia, as it was presumed by 

the ambulance service attending that he was intoxicated which was not the case. He 

had been returning home from an Aboriginal community meeting in his motorised 

wheelchair on a hot day when he became dehydrated. His condition deteriorated, so 

he made his way to a bottle shop attached to a pub which was the only place in the 

vicinity with ice and air conditioning.  

 

By the time the ambulance arrived, he was in a state of semi-consciousness, and 

whilst he could hear what was being said, he was immobile and unable to 

communicate with them. Even though there was no presence of alcohol in his system 

and a bottle of water on him that he could not open, he was presumed by the 

ambulance officers to be intoxicated, as opposed to dehydrated. He recalls “the looks 

of disgust from the paramedics, all the way through the hospital, the doctors and the 

nurses”. It was not until he “started coming to” that the exact nature of his medical 

emergency was correctly diagnosed, and as soon as they realised that alcohol was 

not a factor, the medical staff “started backtracking”. 
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5.7 Potential inequalities emerging in accessing the NDIS 
 

 

Whilst an examination of the NDIS was not directly in scope of this research project, 

it was undertaken in areas where the NDIS was being implemented, including the 

Barkly Shire, Northern Territory, which was one of the designated NDIS trial sites. 

Given the NDIS was in its early stages of implementation when this research was 

carried out, there was insufficient testimony on the experiences of Aboriginal people 

with the NDIS to draw any definitive conclusions, nor were there statistical data 

available on participation in the NDIS by Aboriginal and Torres Strait Islander people.   

 

Nonetheless, there were various references of the NDIS. The ‘NDIS’ or related 

words93 were referenced in 11 of the 41 interviews (26.8%), for a total of 27 mentions 

by participants. It is from these mentions that provide potential early indications of 

potential inequalities that may be experienced by Aboriginal and Torres Strait 

Islander people with disability in their access to the NDIS. There were two main 

issues of potential concern emerging from these references to the NDIS. One 

concern related to the suitability of implementation and individualised market-based 

scheme into areas where there are substantial gaps in basic public infrastructure. 

These gaps in the public infrastructure were outlined in section 5.2 of this report as 

barriers to accessible communities.  

 

A second concern is the interpretation of ‘reasonable and necessary’ support as it 

applies to Aboriginal and Strait Islander people. Speaking on behalf of their 

communities, the participants at the Elders Forum spoke more directly to their 

concerns about the implications of the roll-out of the NDIS in Aboriginal and Torres 

Strait Islander communities. At the heart of their narrative is a deep suspicion that the 

NDIS is yet another government stratagem that will only serve to undermine self-

determining capacities within their communities. They cited examples where the 

application of the market-based model of the NDIS is inconsiderate to the social 

circumstances of Aboriginal and Torres Strait Islander people with disability. These 

considerations do not include cultural ways of doing business or an understanding of 

the core living conditions that exist in some Aboriginal communities. As one example, 

an Elder from one remote community spoke of an absurdity where people are 

receiving large packages from the NDIS, but are starving and homeless.  

                                                 
93 The text search included: ‘NDIS’; ‘insurance’; ‘scheme’; and ‘package’. 
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Case example: ‘Reasonable and necessary’ support under the NDIS 

 

One Elder from a remote area in Central Australia said that there were people in their 

community who have received packages, some valued upwards of $50,000, which 

they can’t spend because there aren’t any services in the community. But the 

families are going hungry and need shelter, but they can’t buy food and blankets 

because food and blankets are not seen as ‘reasonable and necessary’.  

 

“…and the other thing that people ask for is really – we call it proper help, and proper 

help for our families is food – because sometimes we arrive out there, family's got no 

food, so we need to be able to get food for people, and that's something that the 

NDIS says is not a reasonable or necessary support. But if you arrive and that 

family's got no food, that's what you've got to deal with. You can't be talking about 

that physio that's coming out here in three months' time or – you've got to – it's totally 

counterintuitive not to respond to what's going on for that family that day… 

 

Because the other thing [our Elders] pointed out to me is swags and blankets is 

something that our families ask for all the time, help with making sure that they've got 

somewhere warm and safe to sleep at night, and that's a really practical thing and 

we've done that for years. Like, I've been since 2004 providing swags and blankets 

to families, and now the NDIS is coming and they're saying, 'No', they're saying, 'We 

don't buy swags and blankets for people. That’s' not reasonable or necessary.' But if 

you've got nowhere to sleep, of course swags and blankets are reasonable and 

necessary, so we're having – we've been having lots of arguments with NDIA and 

saying that they need to change the way that they do business. In Aboriginal 

communities, it's different, and they need to be able to respond to that difference, 

because otherwise, in five years' time we're all going to be sitting at a table saying, 

'The NDIS didn't help much, did it?', and we don't want that. The NDIS is an 

opportunity and we want to make sure that Aboriginal people can access that 

opportunity and get the best out of it.” 

 

 

The interpretation of what is ‘reasonable and necessary support’ in Aboriginal and 

Torres Strait Islander communities requires a much deeper interrogation. If people 

are starving, then food is necessary. If people are homeless, then shelter is 
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necessary. These observations relate to the essential foundations of survival. Whilst 

not all of these issues are within the remit of the NDIS to provide solutions to social 

infrastructure gaps, there is nonetheless a requirement for various arms of 

government responsible for Indigenous policy to work collaboratively with the NDIS 

to create the structural and environmental conditions in Aboriginal and Torres Strait 

Islander communities in which ‘the market’ for disability services can function.   

 
 

5.8 Concluding comments and recommendations 
 

Whilst there has been occasional acknowledgement of the cultural needs of 

Aboriginal and Torres Strait Islander people with disability within government policy, 

there has been scarce attention to the scale and depth of social inequality that 

Aboriginal and Torres Strait Islander people with disability experience. The forces 

that drive this social inequality are inter-connected and structural, running across 

every area of policy and support. This also shows that unidimensional approaches to 

social policy, targeting either disability or Indigenous disadvantage but not both, are 

not working effectively to alter their circumstances.  

 

The articulation of the social inequality that Aboriginal and Torres Strait Islander 

people with disability experience is a critical revelation of this research. The 

inequality is calculable in the statistical data, and the personal testimony describes its 

quality and impact upon their quality of life. These data form the business case that 

governments require to take a deliberative response to the needs and circumstances 

of Aboriginal and Torres Strait Islander people with disability in all areas of policy 

designed to support them. 

 

5.8.1 Recommendations for policy and future research projects 

 

There are two policy recommendations and four continuing research proposals 

recommended from this outcome. As an initial scoping study, this research program 

has unveiled an expansive agenda of structural reform, all of which needs to be 

underpinned by a continuing research agenda. Within the research outcome covered 

by this section the opportunities for future research are boundless, and what are 

provided are merely examples of the many thematic projects that could be initiated 

under each area of policy. 
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Recommended policy development: Continuing from Outcome 3(A) – Social 

inequality experienced by Aboriginal and Torres Strait Islander people with 

disability. 

 

P.2.  Develop forums to engage relevant government agencies on the finding of 

social inequality that is experienced by Aboriginal and Torres Strait Islander people 

with disability, and what this means for policy design and implementation within their 

area of responsibility.   

 

P.3.  Establish greater connectivity between the Government’s Indigenous policies, 

the National Disability Strategy, and the NDIS. Possible mechanisms that facilitate a 

conscious consideration of the circumstances of Aboriginal and Torres Strait Islander 

people with disability in policy may include: 

(iv) Targets for disability within the Closing the Gap Framework; 

(v) Incorporating costed initiatives into the next review of the Australian 

Government Action Plan; and 

(vi) Creating an Indigenous Advisory Roundtable for the NDIS. 

 

Recommended research projects: Continuing from Outcome 3(A) – Social 

inequality experienced by Aboriginal and Torres Strait Islander people with 

disability. 

 

EXAMPLES: 

 

R.8. Education: How can an intersectional approach to education that is inclusive of 

culture and disability complement existing strategies for: improving educational 

attainment of Aboriginal and Torres Strait Islander children, and the inclusion of 

children with disability? How can a composite approach to cultural and disability 

inclusive education be defined for curriculum development and practiced in the 

classroom?  

 

R.9. Health: What are the clinical governance and health care practice guidelines 

needed to safeguard against diagnostic overshadowing, institutional racism and 

institutional ableism in the provision of health care to Aboriginal and Torres Strait 

Islander people with disability and other vulnerable groups? 
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R.10. NDIS: What modifications must be made to the NDIS ‘market based’ model for 

its effective implementation in Aboriginal and Torres Strait Islander communities 

(where there are gaps in market infrastructure)? 

 

R.11. NDIS: What does ‘reasonable and necessary’ support mean in the cultural and 

social context of Aboriginal and Torres Strait Islander people with disability? What 

are the implications for NDIS’s operating principles? 
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6. OUTCOME 3 (Part B): Social isolation and 

discrimination experienced by Aboriginal and 

Torres Strait Islander people with disability 

 

KEY POINTS: 
 

This section continues coverage of the third outcome of the research, which is a 

description on the nature and breath of discrimination experienced by Aboriginal and 

Torres Strait Islander people with disability, as demonstrated in statistical data on 

social, health and wellbeing outcomes, and their personal testimony. 

 
 
 
A. Social isolation and exclusion: In addition to pervasive social inequality, 

Aboriginal and Torres Strait Islander people with disability experience a 

debilitating form of social isolation and exclusion which is not adequately 

captured and conveyed in the statistical indicators.  

 

B. ‘Intersectional discrimination’: Aboriginal and Torres Strait Islander people 

with disability encounter multifaceted discrimination that can be race related 

(racism), disability related (ableism), or a unique interaction of both race and 

disability discrimination (‘intersectional discrimination’). The forms of 

discrimination they encounter may be personally directed or structural. 

 

C. Exposures to trauma: Structural discrimination isolates Aboriginal and Torres 

Strait Islander people with disability into situations where they are susceptible 

to traumatic events and violence.   

 

D. Detrimental impact on mental health and wellbeing: The compounding of 

social inequality with social isolation heightens the detrimental impact upon the 

mental health and wellbeing Aboriginal and Torres Strait Islander people with 

disability. 

 

E. ‘Apprehended discrimination’: Aboriginal and Torres Strait Islander people 

with disability were shown to self-exclude from situations where they might 

encounter discrimination as a protective measure to their wellbeing. This 
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pathway from a fear of discrimination to self-exclusion is referred to as 

‘apprehended discrimination’. 

 

F. A pathway to healing: Despite the entrenched social inequality and isolation, 

there were nonetheless glimpses of a positive future that were expressed, 

pointing to a pathway to personal and community healing. 

 
 

6.1 Social exclusion and isolation 
 

 

Social inclusion is not explicitly defined as a category in the NATSISS data, but there 

are several indicators that are illustrative of the social inclusion or exclusion of 

Aboriginal and Torres Strait Islander people with disability. This statistical data 

identifies the level of connectedness that they have with other people, or alternatively 

their disconnectedness. Statistical data on the likelihood that they or someone close 

to them has been removed from family, the likelihood of living alone, having daily 

contact with family and friends, experiencing homelessness and having limited or no 

access to communications via the internet has been included within the category of 

social inclusion outcomes. The data that compares these indicators for Aboriginal 

and Torres Strait Islander people with severe and profound disability to those without 

severe and profound disability are presented in Table 6.1 below. 

 

Table 6.1: Social inclusion indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 

INDICATOR 
 

Aboriginal and Torres Strait Islander 
people 

With severe 
and 

profound 
disability 

Without 
disability 

Rate 
(x times 
likely) 

Lives alone 14% 8% 1.8 

Daily face to face contact with family or friend 35% 45% 0.8 

Has experienced homelessness 41% 22% 1.9 

Access the internet at home 58% 78% 0.7 
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In each of the indicators presented, Aboriginal and Torres Strait Islander people with 

severe and profound disability experience greater social isolation than Aboriginal and 

Torres Strait Islander people without disability. The likelihood that, as belonging to a 

marginalised subgroup of a marginalised population, an Aboriginal and Torres Strait 

Islander person with severe or profound disability who lives alone or has experienced 

homelessness is almost twice that of an Aboriginal and Torres Strait Islander person 

without disability (1.8 times and 1.9 times respectively). While the difference is not as 

marked, the other two indicators of human connectedness, daily contact and internet 

access, are also exhibited to a lower extent for Aboriginal and Torres Strait Islander 

people with severe and profound disability when compared with Aboriginal and 

Torres Strait Islander people without disability. 

 

Evidence of the detrimental impact of social isolation upon social and emotional 

wellbeing was also present in the testimony. As one Aboriginal woman said: 

 

“I go through my ups and downs, my phases of depression with it, but you 

don’t let it control your life. It’s hard. There are days when I don’t want to face 

the day. I’ll just get up, have my shower and I’m going back to bed.” 

 

6.2 Racism, ableism, and ‘intersectional discrimination' 
 

 

As people intersecting two marginalised population groups, Aboriginal and Torres 

Strait Islander people with disability can experience multi-faceted discrimination. In 

addition to discrimination that was observed as race related or disability related 

ableism, there were also instances where racism and ableism interacted to generate 

a unique experience of discrimination. This is referred to in the research as 

‘intersectional discrimination’94.  

 

In reviewing the testimonial data on discrimination, it should be noted that 

participants were not directly asked whether they had been discriminated against 

during the interview. Instead, the participants’ recounting of their experiences of 

                                                 
94 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. At p98. 
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discrimination came in response to a discussion prompt “what barriers have you 

faced in your life?”.  

 

Below are two case examples drawn from testimonies that illustrate the everyday 

nature of discrimination as experienced in the lives of Aboriginal and Torres Strait 

Islander people with disability.  

 

Case example 1: The first example highlights how systemic inequality (in this 

example, a lack of access to transport) can situate people into an environment that 

enables personally directed forms of discrimination (in this example, racial 

vilification).  It relates to an Aboriginal man who lives with other Aboriginal people in a 

housing complex on the outskirts of a regional centre, in an area not serviced by 

public transport. He said that he sees a counsellor for an hour every few weeks for a 

week. He then said that on the walk back from seeing his counsellor, he often would 

be racially abused by people in the street and driving past, instantly undoing any 

benefit of his therapy.  

 

Case example 2: A second example highlights how race and disability can interact 

to accentuate the risk of discrimination for people who are Aboriginal and Torres 

Strait Islander and have disability. The testimony relates to an Aboriginal man who 

also has an intellectual disability. The presentation of his disability means, in the 

words of his support worker “his balance is off” and he presumed to be intoxicated. It 

was then said that he had an incident at a shopping centre, where security guards 

wouldn’t let him come in, and that this type of incident happened regularly. 

 

 

The second case example in particular highlights how racism and ableism can 

interact to generate a unique form of ‘intersectional discrimination’. In this case study, 

the public presentation of his disability, where he is presumed to be intoxicated, is 

coupled with negative stereotypes about Aboriginal people and drinking to create the 

situations where he is excluded from participating in everyday activities. One of these 

factors may not have been enough to invoke the discriminatory behaviours from 

others, but instead it is the interaction of ableism and racism that creates the 

environment for his experience.    
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The testimony from Aboriginal and Torres Strait Islander people with disability 

included exposures of multifaceted discrimination directed at them personally in a 

range of contexts which included:  

 

 being subjected to prejudicial assumptions about what they could or could not 

do because they were Aboriginal or Torres Strait Islander and/or had a 

disability;  

 not being believed, because their life experiences were seen as contradictory 

to what professionally trained people were taught;  

 being viewed as a burden when they had asked for accommodations to be 

made to enable them to participate in a social activity; and,  

 being called a racist or ableist name out of frustration by the person that they 

were speaking with at the time of the incident.     

 

The type of daily routines that the participants were undertaking at the time they 

encountered discrimination highlights how their day to day lives are constantly 

interrupted by casual exposures to discrimination. Direct references to discrimination 

contained within the participants’ testimonies spanned a range of ordinary day 

activities such as:  

 

 going to the doctor;  

 going shopping;  

 going out for a meal;  

 taking a phone call at work;  

 catching a plane;  

 asking to attend or participate in a community group meeting; and  

 applying for a job. 

 

Aboriginal and Torres Strait Islander people with disability spoke of an awkwardness 

within society talking about disability, and that people with disability were themselves 

at the centre point of this social awkwardness. This was evident in the testimonies 

from many of the participants in describing how they interacted socially with other 

people, citing everyday conversations where people talked around them to other 

people they were with, whilst appearing uncomfortable in speaking with them directly. 

The social awkwardness of others around people with disability was evident in 

professional settings, with specific examples provided when doctors and employment 
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agents spoke to a person accompanying a person with disability rather than 

addressing the person directly. This experience is given life through the following 

case example:  

 

 

Case example: This case involves an Aboriginal man who is a wheelchair user. He 

recounted many instances in his life when other people talked around him, and not 

directly to him. This included everyday activities such as ordering coffee at a café:  

 

“But – and, in general public as well, you know? Because, I get people, sometimes 

when I’m with my wife, like they won’t even talk to me. Like, that might be in a 

restaurant or another setting, because sometimes they’ll get the idea that mentally I 

don’t have the capacity.” 

 

More seriously, he has said that this has also happened within a heath care setting, 

where he said that health care practitioners did not believe him when he spoke about 

his health issues:  

 

“I’ve had a lot of ups and downs with the health system. So, just a little interaction 

that I had a couple of weeks ago. Like, because a lot of people just presume, even 

within the health system, because I’m a quadriplegic. I can’t feel from the chest 

down. And, I went to a podiatrist and, you know, he’s mucking around with my – with 

my toes and he’s like, “You can’t feel that. You can’t” – and he’s just presuming 

that’s, you know, perception of people in wheelchairs. They can’t feel from here 

down. But I can feel everything bar my right leg sensation wise… And that’s even in 

hospitals as well. Like, I’ve had interactions with nurses that say, “You can’t feel this” 

or, “You can’t do that.” I’m like, “Hey, no. I can feel my left leg. I know what you’re 

doing down there. Like, take it easy, all right?” “Just don’t take the mickey and think 

you know?” So, I’ve had some good experiences but some bad ones as well, just 

because of what people presume and so forth.” 

 

6.3 Exposures to trauma 
 
Whilst social isolation through ‘othering’ is essentially a disability story, the nature of 

trauma experienced is uniquely Aboriginal. Exposure to trauma presented itself in 

various ways in the participants’ testimony.  
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Variants of trauma experienced by Aboriginal and Torres Strait Islander people 

with disability. 

 

Intergenerational trauma: this is where people spoke of historical injustices where 

the hurt that has been inflicted upon previous generations of Aboriginal and Torres 

Strait Islander people have been passed down to subsequent generations.  

 

Personal exposure to traumatic events: The types of violent and traumatic 

episodes referred to included: references to close family members who had been 

murdered or ‘lost’; women alluding to seeking respite from gender based violence; 

being subjected to a violent attacks with a weapon; deaths by suicide; a young child 

dying because of medical neglect; and an extensive and detailed account of being 

exploited by a human trafficking ring. 

 

Micro-traumatisations: this is where repetitive exposures to everyday discrimination 

trigger negative thoughts.  

 

 

Intergenerational traumas were presented by Aboriginal and Torres Strait Islander 

people with disability as defining characteristics within their life story. The two 

unresolved historical traumas, both associated with colonisation, which continue to 

loom large in the lives of Aboriginal and Torres Strait Islander people are the threat of 

incarceration and death in police custody, and the Stolen Generations and removal 

of children from their families.  

 

Case examples: References to historical trauma emerging from the testimony. 

 

“That’s straight out because he’s Aboriginal and because the police are taking the 

law into their own hands here. The police hung someone here before. The police 

killed a black person, they hung him in jail here. Not only that, there was other 

unexplained deaths here.” 

  

“I’m very proud of my great-grandmother. She was a part of the Stolen Generation, 

and she [has severe mental health issues]”. 
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“You know, we’ve had bad experiences with the Stolen Generation where – you 

know, the white Australians came in and they took all out children and they took them 

to the Mission and that’s where my uncle was from. And, I remember once – you 

know, with the stolen generations one of my uncles had disappeared and I remember 

all the families being really upset during that time.” 

 

“Like, and I’ve always gained, like, my confidence from, like, because my grandfather 

from the Stolen Generation and you know, he – the hardships that he went through 

when he grew up.” 

 

“I did not know I was an Aboriginal descendant until I was 24.  My dad was nearly a 

Stolen Generation. His mum died after their last sibling was born….  So, that was 

really, really scary when Dad told me.  So, they tried to be as white as they possibly 

could.” 

 

“So, basically, how to do I start? So, I’ll start with my mum, ‘cause it sort of stems 

from there. So, my mum was part of the Stolen Generation. And, she spent, from the 

age of four until she was 18 in the homes. So, growing up with my mum, sort of, 

impacted me, as a person.” 

 

The ever-present threat of child removal provides a nexus between the 

intergenerational traumas of the past with the traumatic events of the present. This 

was telling in the following case example: 

 

Case example: One participant provided a detailed and frank account of raising two 

sons with autism and intellectual disability as a single mother. The pathway of this 

testimony incorporated the range of aspects previously mentioned in relation to 

social isolation that she encountered as a carer of two young men with disability: 

communication barriers her boys experienced in their education; avoidance of public 

transport; trouble in getting suitable accommodation; inappropriate schooling; 

experiences of her sons’ fear of going to the doctor, or getting their haircut; 

wheelchair inaccessible housing. This has manifested into mental health issues of 

her own, with periodic treatments in a rehabilitation facility. The escalation of her own 

distress, and in the telling of her testimony, came when the state-based community 

services agency arrived without notice to remove her children from her care. She 

spoke of being “so frightened” and “they just intimidated me and I was just frightened 
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and I just – I didn’t know what my rights were really.” Summarising her emotional 

response to the removal of her children from her care, and her subsequent 

interactions with the state government agency, she said: 

 

“Basically, because they were taking the kids away. And then – so, that happened 

which was very traumatic. Yeah. It was like someone had – it was like my boys had 

died.” 

 

 

Statistically, there is an intersectional effect in the incidence of traumatic event that 

Aboriginal and Torres Strait Islander people are exposed to. Aboriginal and Torres 

Strait Islander people with severe and profound disability are fifty percent more likely 

to have been removed or had a close family member removed from their family, or 

death of relative or close friend; and twice as likely to have experienced a serious 

health issue compared to Aboriginal and Torres Strait Islander people without 

disability. 

 
Table 6.3: Trauma Exposure Indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 
INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Removed and/or family member removed from family 50% 37% 1.4 

Death of family member or close friend 37% 25% 1.5 

Serious illness 26% 8% 3.3 

 

 

6.4 Impact upon mental health and wellbeing 
 

 

The cumulative effect of discrimination and trauma exposure manifests into various 

stages of psychological distress, which can be equally or more debilitating than the 

impact of disability. The pattern of intersectionality continues when it comes to 
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mental health outcomes, outlined in Table 6.4. Aboriginal and Torres Strait Islander 

people with disability are 5.2 times more likely to experience mental health distress 

compared to Aboriginal and Torres Strait Islander people without disability, and also 

experience elevated rates of alcohol and substance misuse. 

 

Table 6.4: Mental Health Indicators, Aboriginal and Torres Strait Islander people – by disability 

status (NATSISS 2014-15) 

 

INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Mental illness 26% 5% 5.2 

Drug related problems 9% 3% 3.0 

Alcohol related problems 8% 5% 1.6 

 

It was rare for participants to use clinical diagnostic terms when describing their 

mental health status. Despite the high rates of traumatic episodes that the 

participants were exposed to, only four of the forty-one interviews specifically used 

the terms ‘depression’ or ‘anxiety’. Indeed, clinical models of mental health appear 

grossly inadequate in describing the prevailing sense of sadness and abandonment. 

Many people maintained that they were seeing counsellors, “as they are supposed 

to”, but found them ineffective in relating to their experience, both as an Aboriginal 

and Torres Strait Islander person and as a person with disability:  

 

“If that person – psychiatrist was a deaf person, or if they understood me or 

understood Indigenous people, it might be better. But at the moment I’m 

trying to work my way back into the Deaf community. I just resigned from 

work three weeks – a month ago because it was really affecting my mental 

health. I had anxiety attacks. I ended up in hospital because of anxiety. It 

became too much for me.” 

 

Others mentioned seeking to compensate for gaps in the clinical model of mental 

health service provision by sourcing cultural models of healing: 
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“So, on the coast there’s an organisation called Cultural Healing. It’s an 

Aboriginal organisation and within that team they have mental health workers. 

So, I go to them if I need help. But they’re not part of the unit? [disability 

support unit], they’re separate.” 

 

The research also noted the presence of ‘trauma clusters’95, where there were large 

proportions of people in a small community who displayed signs of trauma. The tight-

knit nature of these communities meant that everyone within that community has had 

some personal or community exposure to trauma. The vicarious nature of trauma 

was observed in these small communities as operating more like an infectious 

disease within a community than a bio-medical condition of an individual. In effect, 

individuals who have experienced personal trauma are in a community engulfed by 

trauma, and for people living in this environment, daily re-traumatisations were 

inevitable.  

 

6.5 ‘Apprehended discrimination’: a pathway from fear of 

discrimination to avoidance  

 

Piecing together the testimony shows a psychological response to the pervasive 

social inequality and discrimination as a progression or pathway from their 

experiences towards further self-isolation.  A term ‘apprehended discrimination’96 was 

devised to explain this progression that emanates with avoidance of social situations 

as a rational response to avoiding being discriminated against. 

 

There were three distinct phases observed in the progression described as 

‘apprehended discrimination’: 

 

 

 

 

                                                 
95 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. 

 
96 Avery S. (2018) Culture is Inclusion: A narrative of Aboriginal and Torres Strait Islander people with disability. First Peoples 

Disability Network (Australia). Sydney. At pp102-107. 
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‘Apprehended discrimination’97 

 

Phase 1 - Fear or expectations of discrimination: In the early stages of 

understanding, discrimination is externalised, in that participants are drawing from a 

perceived understanding of discrimination which happens to others, distinct from 

their own personal exposures to discrimination. 

 

Phase 2 – Apprehension of discrimination: As people become more personally 

exposed to discrimination, their understanding of discrimination transitions from an 

intangible judgment to an increasingly rational thought process, in the sense that 

every incident adds weight of evidence to their rational judgment of discrimination, its 

frequency and its impact upon them. ‘Apprehended discrimination’ is the ‘a-ha’ 

moment when they realise that their perception of discrimination has become their 

reality, a psychological realisation that invokes an unpleasant physiological reaction. 

 

Phase 3 - Avoidance of discrimination: There comes a threshold point at which 

the accumulated exposure to discrimination is so great that the participant expects to 

be discriminated against, as distinct from being assessed as a chance encounter. 

Their response is self-exclusion, that is to avoid situations in which they can be 

exposed to any further discrimination. The psychological response of avoidance is a 

rational choice to avoid further harm by being further exposed to discrimination. 

 

The concept of ‘apprehended discrimination’ is illustrated through two case examples 

drawn from the testimony, and one policy example relating to apprehended 

discrimination in employment. 

 

Case example 1: This case involves an Elder with a physical disability, whose status 

in community meant that he was regularly invited to meetings to talk on Aboriginal 

issues and culture. He initially speaks to an expectation that the place of his meeting 

will not be disability accessible. This expectation is described intuitively and is and 

externalised (Phase 1): “Most of the [meeting] organisers don’t have a disability, …so 

they make the bookings on their own ability.”  He then describes his personal 

experiences of being unable to access buildings because of disability, which helps 

form his rational thinking on the likely threat of discrimination (Phase 2): “When I get 

                                                 
97 Avery S. (2018) Culture is Inclusion. Ibid. 
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to the meeting, it’s not accessible or the lifts are out”.  Finally, he describes his 

response which pre-empts an expectation of discrimination (Phase 3): “So, that’s 

why I don’t bother to go to a lot of meetings”.  

 

Case example 2: This case is an Aboriginal woman living in a remote location who 

has a son with a cognitive disability. Initially speaking of a historical legacy of distrust 

of police by the local Aboriginal community,  she then speaks of past injustices which 

have framed her fear and expectation (Phase 1), then refers to a recent incident 

where an Aboriginal man from her community was assaulted by police, and then 

makes a direct connection to her son: “[My son] has a disability and I’m scared for 

my son.” She raises that she had approached the Department of Education and the 

police to get help for her son who had been “interfered with” at school. This request 

for help went unheeded, and the undercurrent of her testimony is that it is because 

they are Aboriginal (Phase 2). She then has withdrawn her son form school for fear 

for his personal safety, and he is currently not receiving formal education (Phase 3).  

 

Policy example – Employment: This illustration of apprehended discrimination 

involves piecing together various components of narrative across a single issue.  

First, the statistical data on employment inequality, as presented in Section 5.4, sets 

a tacit expectation that Aboriginal and Torres Strait Islander people will face 

discrimination in seeking employment (Phase 1). People then spoke of first-hand 

encounters where they faced discrimination in their job seeking. This included one 

woman with cerebral palsy who was told when going for causal work at high profile 

corporations that she “does not fit the brand”; and another Deaf Aboriginal man being 

denied employment opportunities at a major Australian airline, exclusively on the 

basis of him being Deaf (Phase 2). Others said that they didn’t even bother applying 

for positions where they thought that they would be discriminated against. This 

included a vision-impaired person who said that he no longer applied for jobs that 

had holding a driver’s license in the selection criteria, as he now presumes that that 

would be used to reject his application without any further consideration, regardless 

of his merit in meeting all other aspects of the selection criteria. 

 

  



122 
 

6.6 Glimpses of a positive future 
 

Alongside a sense of despondency and abandonment that was expressed by many 

from the Aboriginal and Torres Strait Islander disability community, there was 

nonetheless a strong narrative of resilience and survival. This presented itself 

through a variety of emotions, ranging from anger, defiance, and even humour. 

There were occasional glimpses of a positive future in spite of the inequality and 

discrimination they experienced across their life. The holding of hope was captured 

by one participant, coming from a community in which there were excessively high 

rates of trauma, who said: 

 

“There is something stronger in here”, pointing to his heart, “but I’ve just got 

to get there.” 

 

All the communities and the people who participated were welcoming of the 

research. People wanted to tell their story. In some places, the participants lined up 

and waited, some in excess of an hour, to share their life experiences through the 

research. Some of the participants even expressed their gratitude at being able to 

share their experience. 

 

The response by the Aboriginal and Torres Strait Islander disability community as 

participant-owners of the research reinforces a process in which ‘lived experience’ as 

testimony, being heard and being believed, is critical in the process of healing and 

transformation. Narrative models of social transformation as used in this research 

have reach beyond the Aboriginal and Torres Strait Islander disability community and 

can be applied more broadly to address vulnerability in other marginalised 

populations. 

 

6.7 Concluding comments and recommendations 
 

 
The non-clinical approach to this research has uncovered insights into the mental 

health of people with disability as a cohort within the Aboriginal and Torres Strait 

Islander population who experience a unique and acute form of marginalisation, 

which is relentless and debilitates their mental health and wellbeing. Mental health 

outcomes, including suicide rates of Aboriginal and Torres Strait Islander people, are 
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a national concern. However, disability is a nuance that is largely unexplored in the 

research and is absent from mental health policy frameworks.  

 

One message from this research is that ways need to be found to engage to the 

mental health research community to add their expertise and insights to what was 

observed through this study. Initiating that engagement is at the core of these 

recommendations from this research outcome. 

 

Rounding out this section were fleeting glimpses in the testimony of Aboriginal and 

Torres Strait Islander people with disability of a positive future. These expressions 

are a segue to the next section on the attributes of an Indigenous culture that is 

inclusive of people with disability. This will lead to additional recommendations 

relating to pathways to healing in the section that follows. 

 

6.7.1 Recommendations for policy and future research projects 

 

Recommended policy development: Continuing from Outcome 3(B) – Social 

isolation and discrimination experienced by Aboriginal and Torres Strait 

Islander people with disability. 

 

P.4.  Include a disability dimension to the terms of reference of all government 

Mental Health Frameworks and initiatives.   

[Note: Supporting community-based approaches in policy are incorporated into the 

following section]. 

 

Recommended research projects: Continuing from Outcome 3(B) – Social 

isolation and discrimination experienced by Aboriginal and Torres Strait 

Islander people with disability. 

 

R.12. Mental health and suicide: What is the impact of disability in mental health 

outcomes and suicidal ideation (within the existing research initiatives for Aboriginal 

and Torres Strait Islander mental health and social and emotional wellbeing98)?  

[Note: Research projects relating to pathways for healing are incorporated into the 

following section]. 

                                                 
98 See for example: Dudgeon P, Milroy M, and Walker R. (2014) Working Together: Aboriginal and Torres Strait Islander Health and 

Wellbeing Principles and Practice. Commonwealth of Australia. 
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7. OUTCOME 4: ‘Culture is Inclusion’ – Parity in 
cultural and community participation by 
Aboriginal and Torres Strait Islander people with 
disability  

 
 

KEY POINTS: 

 

This section covers the fourth outcome of the research, which is the finding of parity 

in participation in cultural and community events by Aboriginal and Torres Strait 

Islander people with disability, and an Indigenous culture of inclusion. 

 

A. Parity in cultural and community participation by people with disability: 

Aboriginal and Torres Strait Islander people with disability participate in social 

activities and events within their community at the same rate as Aboriginal and 

Torres Strait Islander people without disability. The parity in social participation 

by Aboriginal and Torres Strait Islander people with disability within their 

communities is the sole categorical exception to the inequalities that they 

experience in their interaction with systems and supports outside their 

community structure. 

 

B. Participation is a moderating force on health and wellbeing: Inclusive 

participation within cultural and community events serves as a moderating 

force upon their social health and wellbeing to the inequalities they otherwise 

experienced in their life. 

 

C. An Indigenous culture of inclusion of people with disability: This finding is 

a contemporary expression of a culture of inclusion that has survived despite 

other disruptive influences upon community functioning.  

 
 

7.1 Parity in cultural and community participation by Aboriginal and 

Torres Strait Islander people with disability  

 

Parity in cultural and community participation by Aboriginal and Torres Strait Islander 

people within their communities is reflected quantitatively through data drawn from 

the NATSISS, as presented in Table 7.1. For all indicators on cultural and community 



125 
 

participation collected by the NATSISS, from general indicators, Aboriginal and 

Torres Strait Islander people reported participation in cultural and community events, 

including involvement in ceremony, speaking an Indigenous language, and other 

cultural activities, at the same rate as other Aboriginal and Torres Strait Islander 

people. Parity in the participation of cultural and community activities is reflected in 

the indicators by participation rate of Aboriginal and Torres Strait Islander people with 

disability which is 1.0 to 1.1 times that of Aboriginal and Torres Strait Islander people 

without disability. 

 

Table 7.1: Cultural Inclusion Indicators, Aboriginal and Torres Strait Islander people by disability 

status (NATSISS 2014-2015) 

 

INDICATOR Aboriginal and Torres Strait Islander 

people 

With severe 

and 

profound 

disability 

Without 

disability 

Rate 

(x times 

likely) 

Participated in cultural activities 62% 65% 1.0 

Involved in ceremony 67% 62% 1.1 

Identifies with clan, tribal or language group 67% 61% 1.1 

Speaks an Indigenous language 20% 19% 1.1 

 

The parity of cultural and social participation by people with disability within their own 

Aboriginal and Torres Strait Islander communities is the sole categorical exception in 

the data on the inequalities that Aboriginal and Torres Strait Islander people with 

disability experience with respect to their access to ‘mainstream’ services, such as 

access to disability services, health employment and education referred to in Section 

5. As a population wide result, Aboriginal and Torres Strait Islander people with 

disability experience social inclusion within their community structures, but regress 

towards social isolation and inequality upon leaving the protective forces of their 

community structures and start interacting with systems outside. 
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7.2 Descriptions of cultural inclusion and community participation 

 

A longing for traditional Aboriginal and Torres Strait Islander cultures seeped through 

into the narratives. For some, cultural longing took a form of reminiscence about a 

time when traditional cultural values dominated social life: 

  

“Sharing and caring was with our people before white people came to this 

country. Responsibility was with the family and the community.” 

 

For others, the reminiscence was far more personal, recalling days when they could 

do things that they physically could no longer do, but had managed to maintain a 

spiritual connection with cultural life, just by being there.  

 

Case example: One of the participants, an Aboriginal Elder in her community using 

a wheelchair, spoke of her younger days when she was hunter-gatherer for her 

family: 

 

“Hunting. Camping out. Hunting. Always. Then we lived and we raised – I raised my 

first son so we didn’t go out – we did go out just for a day, come back, go out the 

next day, go and get bush turtles. Go at night time shooting kangaroo.” 

 

Nowadays, her mobility impairment means that she does not physically participate in 

the hunting, and that role has now has passed to her husband. However, she 

maintains a spiritual and emotional connection to the traditional life, which is one of 

inclusion:  

 

“We go hunting together. He goes out, I sit in the car and wait when he goes out 

hunting.” 

 

The operative pronoun in this narrative is the use of the collective ‘we’, not the 

singular ‘he’. “We go hunting”. Despite not being the one who physically throws the 

spear, she is emotionally and spiritually connected to the activity. She is included.  

 

Art has a particularly special place in cultural life of people with disability as a 

facilitator of their inclusion. In some cases, art was presented as a means of 
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communicating between generations, and between Deaf people and the hearing 

world: 

“[My grandmother], she used to teach me a lot of things. You know, she 

taught me all about Aboriginal art, and she didn’t know how to sign, and I 

didn’t know how to communicate with her, but I’ve become very successful 

with my Aboriginal art, so I’m really proud of my grandmother.”  

 

The affirming properties of art as ‘story-telling’ emerged as people spoke of their art 

as a way that they could personally connect with their own personal Aboriginal and 

Torres Strait Islander heritage: 

 

“I’ve worked in disability for the last ten years specifically with Indigenous 

disabilities.  So, about eight years ago I started painting. And, I’d always liked 

painting but, kept saying to my partner at the time, I’ve got these paintings in 

my head I want to start doing some stuff…. For my 50th birthday she bought 

me a canvas and paints and said, “Look, stop talking about it, just do it.”  And, 

that totally had a whole new chapter in my life with the art. [I gravitated to] the 

dot style painting. Traditional stuff.  Telling stories.”  

 

Others had extended their personal connection with culture through art by promoting 

it as a medium to connect to others and to their community and culture: 

 

“So, some of the good stuff I’m doing now is part of [an Aboriginal] Art Group, 

that Uncle runs. So, it’s an art group for people with disabilities. So, I’ve done 

a lot of, like, paintings and stuff that have gone on exhibition so that, sort of, 

keeps me strong. Because I like my art and I look doing it. I find it really helps 

with stress.” 

 

There is a caveat to over-romanticising the culture of inclusion however, as it is not 

perfect. A small number of cases emerged particularly, within the Deadly Deaf Mob, 

where their aspirations for cultural inclusion had not been realised. One Deaf 

Aboriginal person spoke of wanting to participate in the local Land Council, but had 

been denied access to an Auslan interpreter, with funding constraints cited as the 

reason. His self-advocacy for his right to participate came as a shock to them 

“because they’d never heard about people with disabilities wanting to be involved”, 

but through persistence he is now a member and an active participant.  
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“But, the issue I have is the communication, and sometimes they do struggle 

with the fact that I’m a deaf person. I would like to have an interpreter turn up 

to NAIDOC week.  Maybe we could have a deaf organisation represented at 

NAIDOC week because it represents all the Deaf Aboriginals.” 

 

This experience serves as a point of reflection for Aboriginal organisations who are 

the service providers, representative bodies and advocates for Aboriginal and Torres 

Strait Islander people, that they remain grounded in the culturally inclusive traditions 

that are innate in the social life of communities. There is a temptation for Aboriginal 

organisations to mimic the non-inclusive systems and structures they are required to 

interface with, but cultural authenticity will come through remaining grounded in the 

traditions of inclusiveness. 

 

7.3 Concluding comments and recommendations 
 

Embodied in the words of Elders “we go hunting together”, the inclusiveness of 

Aboriginal and Torres Strait Islander people of disability in the community stands in 

stark contrast to the findings of the acute and pervasive social inequality and 

isolation presented in earlier sections of this report. It speaks of a culture of inclusion. 

 

As an outcome of this research, the implications are profound. A cultural model of 

inclusion invites innovation in the nature of services that can support people with 

disability that is centred on promoting their participation, and complementing existing 

systemic and medical approaches to supporting their needs. What is presented in 

this section is conceptual and informed by Aboriginal and Torres Strait Islander 

people with disability themselves, and the next iteration to explore ways in which this 

cultural model of inclusion can be integrated in to practice and disability service 

systems. 
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7.3.1 Recommendations for policy and future research projects 

 

Recommended policy development: Continuing from Outcome 4 – Parity in 

cultural and community participation by Aboriginal and Torres Strait Islander 

people with disability. 

 

P. 5. Future policy and service delivery frameworks relating to Aboriginal and Torres 

Strait Islander people with disability should prioritise services and initiatives that 

promote their active participation, ideally through the support of community-led 

programs, as a means of fostering their health and wellbeing.   

 

Recommended research projects: Continuing from Outcome 4 – Parity in 

cultural and community participation by Aboriginal and Torres Strait Islander 

people with disability. 

 

R.13. Cultural and community participation and healing: What is the connection 

between the observed parity in participation in cultural and community participation 

and the process of healing from trauma?    

 

R.14. Translation to practice: What are the mechanisms and service protocols that 

can be established within practice and service systems to accommodate cultural 

approaches to practice? 
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8. OUTCOME 5: A research agenda for the 
development of Aboriginal and Torres Strait 
Islander research  

 

 

KEY POINTS: 

 

This section covers the fifth outcome of the research, which is the presentation of a 

research agenda, with commentary and context to the various research proposals 

contained through this report. 

 

A. Moving from issue identification to research translation: As an exploratory 

scoping study, this research has created a conceptual framing of the issues of 

social inequality, discrimination, and conversely cultural and community 

participation, including devising a vocabulary with which to take a research 

agenda forward. The next stage in development is to add depth to these 

concepts with focused thematic studies aimed at applying these concepts into 

services and practice. 

 

B. From ‘hard to reach’ to ‘harder to reach’: The intersectional focus and 

narrative approach used in this research uncovered previously unknown 

insights into Aboriginal and Torres Strait Islander people with disability whose 

voices have been absent in traditional approaches to research and policy. Still, 

there were groups within the Aboriginal and Torres Strait Islander disability 

community whose experiences this research could not fully capture and 

presents the next iteration of narrative research involving even more 

marginalised groups. These groups include: 

 The experiences of Aboriginal women living in remote areas; 

 Children and young people with disability; 

 The experiences of people within the justice system; 

 The experiences of people who live in town camps and are homeless. 

 

C. A menu of research opportunities: As an exploratory scoping study, the 

outcomes of this research are wide-ranging. Similarly, the research 

opportunities to add depth through focused thematic studies are wide-ranging. 

The research opportunities highlighted throughout this report should be viewed 

as a menu of research possibilities aimed at encouraging researchers to 
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contribute to Aboriginal and Torres Strait Islander disability as a body of 

research.  

 

 

8.1 Translating a cultural model of inclusion into policy and practice 

  
The testimony on a culture of inclusion uncovered through this research points to a 

higher conceptualisation of social participation that transcended a physical 

participation in an activity. Testimony such as “we go hunting together”, and similar 

testimony from a community that all looks out for each other illustrates a different 

discourse of inclusion that is used by Aboriginal and Torres Strait Islander people in 

contrast to how the deficit discourse around ‘disability’ is constructed in western 

societies. A key point of difference in the comparative discourse of inclusion and 

disability that have emerged in this study is where the respective discourses locate 

deficit.  

 

To illustrate this point of difference, the cultural inclusion model is contrasted to the 

individual or medical model of disability99 and the social model of disability100 101. The 

social model of disability was differentiated from an individual or medical model of 

disability in the 1970’s to draw distinction between ‘impairment’, framed as a deficit in 

biological functioning; and ‘disability’, which places a person’s functioning in 

reference to their physical environment and attitudinal barriers and prejudices they 

encounter. Both the medical and social models frame disability as a deficit against a 

perceived optimum human condition. As an interpretive model, the medical model 

presents disability as a deficit in bio-medical condition. The medical model of 

disability aims to mitigate the adverse bio-medical impact of what is perceived as a 

negative cognition, and the utopian end-point is cure. As an interpretive model, the 

social model of disability presents the deficit in terms of the environment, which may 

be either the built environment (e.g. housing, footpaths in remote communities) 

and/or the social environment (e.g. attitudes barriers, stigmas and discrimination). As 

an interpretive model, the goal of the social model is to overcome the defects in the 

environment, and its utopian end-point is to accommodate people within a fully 

inclusive community in which negativity in the environment does not exist. To 

                                                 
99 Oliver M. (1983) Social work with disabled people. Macmillan. Basingstoke. 

100 Oliver M (1983) Ibid. 

101 Shakespeare T. (2010) ‘The social model of disability’. In: Davis LJ (ed). The Disability Studies Reader (266-273). Routledge. 

New York. 
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reiterate, in both the medical and social models of disability, the goal is to reduce the 

impact of a perceived negativity against a perceived optimum. 

 

Discursively, the individual or medical model locates the deficit in the person, with a 

discourse that says ‘you are broken, we can cure you’. Representing a relative 

advancement in human dignity, the social model shifts the deficit away from the 

person and locates it in the environment, with a discourse that says ‘your 

environment is broken, we can accommodate you’. Despite the difference in where 

they locate deficit, both the individual and social models of disability are nonetheless 

framed in a deficit.  

 

A conceptual model of cultural inclusion is philosophically and discursively different 

to the western philosophies of disability and deficit. Indigenous belief systems do not 

recognise deficit in humankind in the way that disability models do, and differences in 

biological and cognitive functioning are accepted as part of the fabric within 

community. In light of the testimony of cultural and community inclusion, and an 

absence of words for disability in many Aboriginal languages102, disability is not a 

concept that is innate in Aboriginal and Torres Strait Islander cultures, whereas 

inclusion is. The discourse of cultural inclusion does not locate deficit in the person or 

the environment, but instead locates the deficit in the social forces that produce 

isolation. It is a discourse that says ‘your spirit is broken, come sit with us’. 

 

The comparative discourses for the individual model of disability, the social model of 

disability and the ‘cultural model of inclusion’ are diagrammatically illustrated below: 

 

  

                                                 
102 Ariotti L. (1999) ‘Social construction of Anangu disability.’ Australian Journal of Rural Health, 7: 216-222. 
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Diagram 8.1: Comparative discourses of the Individual Model of Disability, Social Model of 

Disability, and a ‘Cultural Model of Inclusion’103 

 

 

This research has provided a proof of concept of this model of co-production that can 

be translated into formulating and implementing Indigenous and public disability 

policy. What is missing from this model, and its next iteration, is an extension into 

disability services and practice, which could be achieved using a comparable model 

of community led model of co-design as outlined in Section 2. 

 

8.2 “What is your story?” - Expanding inclusive research involving 
marginalised groups 
 

 
In addition to generating an understanding of the prevalence and nature of disability 

amongst the Aboriginal and Torres Strait Islander population, this research has been 

as much about an evolving methodology that enfranchises marginalised people who 

have experienced vulnerability through an approach to research that is authentically 

participatory in its values, design and methods. The participatory aims of this 

research were all overcoming marginalisation of Aboriginal and Torres Strait Islander 

people in research and policy development, as reflected in the philosophical and 

                                                 
103 Avery S. (2019) ‘We go hunting together’: Cultural and community inclusion as a moderator of social inequality experienced by 

Aboriginal and Torres Strait Islander people with disability. Phd, University of Technology Sydney. 
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‘You are broken –
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‘Your environment is broken 
- we can accommodate you’

A perceived optimum in the human condition
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methodological alignment at all stages of the research that involved the First Peoples 

disability community at all stages from its inception.  

 

As the setting of this research was Aboriginal and Torres Strait Islander people with 

disability, the research methodology evolved with their unique circumstances front of 

mind. It acknowledged and responded to the unique types of traumas to which they 

have been exposed, including racism and ableism. In going into Aboriginal and 

Torres Strait Islander communities, the researcher and the research process needed 

to be culturally safe and respectful. Whilst this study observed that Aboriginal and 

Torres Strait Islander cultures were valued consistently across the participant group, 

it needed to accommodate differences in how cultures were practiced in different 

places, particularly when going from research sites in metropolitan areas to research 

sites in regional and remote areas. It needed flexibility in the language used to talk 

about the research when going into different Aboriginal communities and work 

seamlessly within the bespoke communication networks that existed in some very 

small remote locations. These were practical measures that were taken to ensure the 

research remained grounded in the community that it reflected. 

 

In summary, this research set up a safe space for people who were socially isolated 

to come and tell their story, in response to an overarching question – ‘what is your 

story?’. The participatory outcomes are unprecedented for the First Peoples disability 

community within a research setting. The interviews have elicited a richness and 

depth of testimony from Aboriginal and Torres Strait Islander people with disability, 

many of whom had said that they have not spoken about these issues in the way 

they did before. 

 

Whilst this research project has captured the narratives from some ‘hard to reach’ 

groups, there are cohorts within the Aboriginal and Torres Strait Islander disability 

community whose narratives could not be captured in depth in this project. These 

cohorts are ‘unfinished business’ from this research, which include the following 

examples: 
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Unfinished business – extending inclusive research further into marginalised 
groups. 
  
 

The experiences of Aboriginal women living in remote areas and bearing the 

burden of informal care for people with severe and profound disability in their 

communities, as highlighted in an analysis of disability prevalence data in Section 

4.7. 

 
Aboriginal and Torres Strait Islander children and young people with disability, 

particularly a focussed inquiry into the specific needs of Aboriginal and Torres Strait 

Islander children placed in out of home care. 

 

The experiences of people within the justice system: Section 5.2 provided 

statistical data on the rates of imprisonment of Aboriginal and Torres Strait Islander 

people with disability in the juvenile justice system. However, the qualitative research 

did not interview people residing in an institutional setting, so the absence of their 

testimony is a gap in the testimony that was collected in this research.  

 
The experiences of people who live in town camps and are homeless:  Outside 

of this study, research has identified barriers to equal inclusion of homeless 

Aboriginal and Torres Strait Islander peoples with neurocognitive disability in the 

National Disability Insurance Scheme104. Another elderly Aboriginal man, himself 

living homeless in a remote part of the Northern Territory, said “we’ve got men with a 

disability, living bush”. This testimony is an entree to a deeper unexplored narrative 

of people living in town camps, and the urban equivalent of being an Aboriginal and 

Torres Strait Islander person with disability and experiencing homelessness, sleeping 

in town parks and under city bridges. 

 

 

8.3 A menu of research possibilities 
 

 

As an exploratory scoping study, the outcomes of this research are wide-ranging. 

Similarly, the research opportunities to add depth through focused thematic studies 

                                                 
104  Townsend C, White P, Cullen J, Wright C, and Zeeman H. (2017) ‘Making every Australian count: Challenges for the NDIS and 

the equal inclusion of homeless Aboriginal and Torres Strait Islander peoples with neurocognitive disability’. Australian Health Review, 

doi.org/10.1071/AH16229. 
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are wide-ranging. The research opportunities highlighted throughout this report 

should be viewed as a menus of research possibilities aimed at encouraging 

researchers to contribute to Aboriginal and Torres Strait Islander disability as a body 

of research, more so than a prescribed list of projects to be sequentially worked 

through. 

 
 

The consolidated list of the potential future research projects emanating from 

the Living Our Ways project, along with recommended policy developments to 

support this research agenda (Outcome 5), are collated in the Executive 

Summary. 
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9. OUTCOME 6: A foundation for supporting 

prospective Aboriginal and Torres Strait Islander 

disability researchers 

 
 

KEY POINTS: 

 

This section covers the sixth outcome of the research, which shows the activity within 

the Living Our Ways project to encourage Aboriginal and Torres Strait Islander 

disability research, and reflections upon encouraging prospective researchers. It  

responds to the deliverable that relates to inviting groups of Aboriginal researchers to 

build their capacity in disability studies. 

 

A. Proof of concept for community directed research: The outcomes and 

findings from this research are ‘proof of concept’ in the value of community 

directed research as a model of research involving marginalised groups that is 

differentiated but can co-exist along institutional approaches to research. 

 

B. There is community-based capacity for further Aboriginal and Torres 

Strait Islander research, but opportunities for researchers to build a 

career in this field are relatively scarce:  The breadth in the findings from 

this research also reflect the past underservicing of Aboriginal and Torres Strait 

Islander disability research relative to its need. This has implication for the 

research workforce as opportunities to build a research career in Aboriginal 

and Torres Strait Islander disability research are comparatively scarce relative 

to opportunities that are available in other fields 

 

C. The enablers and barriers attract and sustain researchers in this field 

need to be better understood, so that career pathways for prospective 

research can be supported. 
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9.1 Research Impact 
 

9.1.1 Participation by the Aboriginal and Torres Strait Islander disability 

community 

 

 
One of the findings from the research was the positive impacts that participation in 

community and cultural events has upon the health and wellbeing of Aboriginal and 

Torres Strait Islander people with disability. As a program of research that was led 

from within the FPDN as representative of Aboriginal and Torres Strait Islander 

people with disability, this research can be seen as a cultural and community activity 

in its own right.  

 

In terms of formal participation, 47 Aboriginal and Torres Strait Islander people with 

disability participated in research interviews, along with another 11 who participated 

in an Elders forum. In addition to the formal participation, numerous other Aboriginal 

and Torres Strait Islander people participated in an informal capacity at community 

conferences where the research was presented and discussed. This level of 

participation by Aboriginal and Torres Strait Islander people with disability was 

unprecedented in a attracted research study.  What these reactions first show is how 

positively the First Peoples disability community have responded to its participatory 

aims and methods, and second, how participation in this research as a cultural and 

community activity has brought people who have shared a similar experience 

together into a larger First Peoples disability community. 

 

One possible explanation for the enthusiastic participation in the Living Our Ways 

program by the Aboriginal and Torres Strait Islander disability community was how 

they were positioned as owners of the research. The effect of this is that their stake 

in the outcome is elevated beyond the role of a passive participant in research that is 

led and conducted by researchers from outside the community.  In this respect, the 

cornerstone publication for the research Culture is Inclusion has become a resource 

that is owned by whole of the community that adds to their capacity to undertake 

further self-conducted research. 

 

A list of community-based conferences and events where this research was 

presented and discussed over the duration of the project is attached to this report as 

Schedule A. 
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9.1.2 Engagement by Aboriginal and Torres Strait Islander researchers 

 
At the commencement of the Living Our Ways project in 2015, there was very little 

research that was published in the field.  Over the period of this research, this was 

increasingly viewed as an emerging interest within the realm of Aboriginal and Torres 

Strait Islander research, as noted by recent publications and projects105 106 

Nonetheless, the current research activity is largely borne by researchers with 

established connections to the disability community, principally driven by their own 

‘lived experience of disability’.   

 

One positive extension to the Living Our Ways was the support for disability research 

by the Lowitja Institute of Aboriginal and Torres Strait Islander Health Research. 

Following presentations of this research in October 2017 to Aboriginal researchers 

and their member organisations Disability Research Workshop107, the Lowitja 

Institute commissioned a dedicated call for disability research projects. Since 2018, 

three research projects have been funded from the Lowitja Institute disability 

research funding initiative: 

 

 Wellbeing though Cultural Participation: An affirmative strategy for the 

inclusion of Aboriginal and Torres Strait Islander people with disability 

(University of New South Wales, FPDN) 

 

 An Evaluation of Aboriginal and Torres Strait Islander people’s participation in 

the NDIS (University of Melbourne) 

 

 Yarning together: Developing a culturally secure rehabilitation approach for 

Aboriginal & Torres Strait Islander peoples after brain injury (Edith Cowan 

University) 

 

                                                 
105 Dew A, McEntyre E, Vaughan P, Coony E, Dillon Savage I, and Dowse L. (2018) No more waiting: A guide for organisations to 

plan with Aboriginal people with disability. University of New South Wales. Sydney 

106  Ngaanyatjarra Pitjantjatjara Yankunytjatjara Women’s Council (2018) Walykumunu Nyinaratjaku - To live a good life. 

Ngaanyatjarra Pitjantjatjara Yankunytjatjara Women’s Council. Alice Springs, Australia. 

107 Lowitja Institute (23 October 2017) Key Research Priorities for Aboriginal and Torres Strait Islander People with a Disability 

Workshop Summary Report. Lowitja Institute. At: https://www.lowitja.org.au/page/research/research-roundtable/understanding-

disability-workshop 

 

https://www.lowitja.org.au/page/research/research-roundtable/understanding-disability-workshop
https://www.lowitja.org.au/page/research/research-roundtable/understanding-disability-workshop
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The ‘Wellbeing through Cultural Participation’ project is an extension of Outcome 4 of 

this project and was a deeper inquiry into the characteristics of cultural and 

community participation as was described in Section 7 of this report. This project was 

funded to continue the community-based methodology of this project with one of the 

academic partners to this study, and provided an opportunity to employ 3 Aboriginal 

people in dedicated research roles. The ABS have continued to support this research 

as technical advisors on extracting and interpreting data from the NATSISS on 

cultural and community participation, continuing the operation of the community-

directed model designed from this research project.  

 

A schedule of research engagements involving Aboriginal and Torres Strait lslander 

researchers conducted over the duration project is attached to this report as 

Schedule B. 

 

9.1.3 An increased awareness of Aboriginal and Torres Strait Islander 

disability within Government Agencies and service systems 

 
In addition to its impacts on the Aboriginal and Torres Strait Islander people with 

disability community and researchers, this research has implications for government 

agencies and service systems in designing policies and programs. As stated in the 

opening section, Aboriginal and Torres Strait Islander disability has historically 

existed in a ‘no mans land’ between disability policy and Indigenous policy 

frameworks. The lack of acknowledgement within either policy framework has meant 

that, whilst felt deeply within community, the issues of social inequality and structural 

discrimination of Aboriginal and Torres Strait Islander people with disability remain 

largely ignored within government. The research has made a significant contribution 

to uncovering the evidence of social inequality and presenting it in the public domain. 

In doing so, it has effectively eliminated the defence of unconscious bias, whereby it 

might be claimed that the extent of inequality and organisation is unknown. As is said 

in Culture is Inclusion, “so, now you know”108.  

 

This research was presented to a vast range of government agencies at the 

Commonwealth, State and Territory levels. The breadth of agencies where this 

research has been presented reflects its reach across many policy domains, and 

                                                 
108 Avery S.(2018) Culture is Inclusion. Loc cit, 198 



141 
 

there were many one-off engagements where the issues has been introduced, often 

for the first time. Regrettably, very few engagements with government agencies have 

been sustained into longer-term engagements that have allowed the research or 

policy agenda to move forward. In that respect, Culture is Inclusion and this Living 

Our Ways report are discursive documents that can continue consideration of these 

issues and their application to policy and services. 

 

A schedule of engagements with government agencies over the duration of the 

project is attached to this report as Schedule C. 

 

9.2 Insights into barriers and enablers to attracting Aboriginal and 

Torres Strait Islander researchers into disability research 

 
 

Since its publication in July 2018, Culture is Inclusion has been increasingly making 

its way into course curricula in a number of University courses, ranging in areas from 

social work, health sciences, education, and law. It’s community-based ethos is also 

being recognised as an influential method of research for Aboriginal researchers 

generally, as shown in this testimonial from an Aboriginal researcher who is currently 

undertaking a PhD:  

 

“’Culture is Inclusion’ is such an important publication. I am still working my 

way through it, but I connected with the content within seconds of opening the 

book. I experience fear of discrimination, apprehended discrimination and 

avoidance discrimination in a non-linear way, some days I am more sensitive 

than others and will not have the physiological strength to ‘front –up’ and 

therefore will avoid. Other days, I brace myself and get through. Until reading 

‘Culture is Inclusion’ I was unable to name it, to me it is just life. Culture is 

Inclusion has had a powerful impact on me to identify with the content seeing 

myself and my experiences and empowering me to recognise I am not alone 

and more importantly it is not a weakness or inadequacy. I’m sure as I get 

further through the book I will see my family reflected, thank you for sharing 

our story and putting a voice to our experiences.” (Aboriginal doctoral student, 

cited with permission)109. 

                                                 
109 Avery S. (2019) ‘We go hunting together’: Cultural and community inclusion as a moderator of social inequality experienced by 

Aboriginal and Torres Strait Islander people with disability. Phd, University of Technology Sydney, at p277. 
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The response from community-based researchers indicates there is both demand 

and capacity for furthering this work. There is a question of how to harness the 

capacity that is within the Aboriginal and Torres Strait Islander disability community 

to advance further studies of this kind. In reflecting upon this study, one of the 

barriers to inviting then sustaining Aboriginal researchers in the field of disability 

studies is the scarcity of opportunity to build a research career. This is particularly 

relative to opportunities and support research schemes available in other research 

disciplines whose higher profile is able to attract greater levels of support and 

research interest. There is also the factor of how research methodologies that are 

located within Aboriginal and disability community organisations will be recognised 

by research funding schemes on the capacity to attract Aboriginal and Torres Strait 

Islander researchers into disability research careers. 

 

The experiences of Aboriginal researchers participating in this study provide some 

introductory insights, and smaller focussed workforce development projects would 

provide further understanding to the barriers and enablers that will aid in building a 

critical mass of researchers to take this research agenda forward. 

 

Recommended policy development: Continuing from Outcome 6 – supporting 

Aboriginal and Torres Strait Islander disability researchers. 

 

P.6.  Initiate a dialogue including Aboriginal and Torres Strait Islander community 

organisations, relevant Government agencies, the NDIA, and research funding 

organisations on strategies to develop and sustain researchers with an aptitude for 

Aboriginal and Torres Strait Islander disability research. 

 

Recommended research projects: Continuing from Outcome 6 – supporting 

Aboriginal and Torres Strait Islander disability researchers. 

 

R.14. What are the barriers and enablers for prospective Aboriginal and Torres Strait 

Islander researchers building a career in disability research?  
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APPENDICES 
 

A. Schedule of community engagements (from research 
commencement to March 2019) 

 

This Schedule is a list of engagements with community-based organisations where 

the lead researcher had received a personal invitation to speak on the research, with 

a minimum of 20 people in attendance: 

 

Date Audience Location 

31 May 2016 Legal Aid NSW Criminal Law Conference Sydney, Australia 

6 September 
2016 

Australian Community Workers Association 
(ACWA) Leaders forum 

Parramatta, 
Australia 

15 
September 
2016 

Hypotheticals Panel - NSW Council of 
Intellectual Disability Conference 

Sydney, Australia 

16 March 
2017 

NDIS Healing the Spirit Gathering 
 

Grafton, NSW, 
Australia 

24 May 2017 Living My Way Conference Wagga Wagga, 
NSW, Australia 

7 June 2017 Aboriginal Blind Persons Gathering - FPDN in 
partnership with Blind Citizens Australia 

Sydney, Australia 

7 November 
2017 

Disability Service Organisations South 
Australia - Peer Groups and Services 
Development day 

Adelaide, 
Australia 

26 July 2018 Culture is Inclusion (Book Launch) Sydney, Australia 

16 August 
2018 

Building the Aboriginal Disability Sector 
Conference 

Tamworth, 
Australia 

18 
September 
2018 

Australian Human Rights Commission 
(AHRC) - Research workshop 

Sydney, Australia 
 

26 
September 
2018 

Aboriginal and Torres Strait Islander Healing 
Foundation - Knowledge Circle 

Canberra, 
Australia 

16 October 
2018 

Lowitja Institute Roundtable on Aboriginal and 
Torres Strait Islander Mental Health 

Canberra, 
Australia 

12 November 
2018 

Indonesian Disabled Peoples Organisations 
Workshop (Hosted by People With Disability 
(Australia)  

Sydney, Australia 

16 November 
2018 
 

Building the Aboriginal Disability Sector 
Conference 

Adelaide, 
Australia 

4 December 
2018 

Culture is Inclusion (Melbourne Book Launch) Melbourne, 
Australia 

19 January 
2019 

UTS Big Thinking Forum Resilience and 
Recovery: Getting By and Getting Better 
(Panel participant), Sydney Festival 

Sydney, Australia 
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Date Audience Location 

14 February 
2019 

Victorian Council of Social Services - 
Disability Advocacy Resource Unit 

Melbourne, 
Australia 

 

B. Schedule of research engagements (from research 
commencement to March 2019) 

 
This Schedule is a list of engagements with Universities and research institutions 

where the lead researcher received a personal invitation to present on the research, 

with a minimum of 20 people in attendance: 

 

Date Presentation Title University 

24 October 
2016 

Honouring Songlines  
(co-presented with Associate 
Professor Karen Soldatic)  

University of Western Sydney 

5 April 2017 Young people with complex 
support needs - Knowledge 
exchange for research policy and 
practice 

University of New South 
Wales, Sydney 

4 September 
2017 

Intersecting Injustices - Aboriginal 
and Torres Strait Islander Justice 
Forum 

Centre for Aboriginal Economic 
Policy and Research, 
Australian National University, 
Canberra 

8 September 
2017 

Health Evaluation Framework 
Forum 

Melbourne School of 
Population and Global Health, 
University of Melbourne 

25 
September 
2017 

Community led partnership forum 
- Panel 

Social Policy Research Centre 
Conference, University of New 
South Wales, Sydney 

4 October 
2017 

Disability Research Workshop Lowitja Institute of Aboriginal 
and Torres Strait Islander 
Health Research, Melbourne 

20 October 
2017 

Closing the Gap Breakfast 
Seminar 

Australian Physiotherapists 
Association, Sydney 

26 July 2018 Culture is Inclusion (Sydney Book 
Launch) 

Australian Human Rights 
Commission, Sydney 

4 December 
2018 

Culture is Inclusion (Melbourne 
Book Launch) 

Iverson Health Innovation 
Research Centre, Swinburne 
University, Melbourne 

6 December 
2018 

Research Co-production with 
people with disability workshop 

Disability Innovation Institute, 
University of New South 
Wales, Sydney 

21 February 
2019 

Sustainable Health Care Forum Social Policy Research Centre, 
University of New South 
Wales, Sydney 
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C. Schedule of government and policy engagements (from research 
commencement to March 2019 

 

This Schedule is a list of engagements that have been organised and/or involved 

Government Agencies, both Commonwealth, and State and Territory, where the lead 

researcher had received a personal invitation to contribute on my research, with a 

minimum of 20 people in attendance: 

 

Date Presentation Audience Location 

13 July 
2015 

Aboriginal and Torres 
Strait Islander 
Engagement Plan  

National Disability 
Insurance Agency 

Sydney, Australia 

11 August 
2015 

Invited Briefing to 
Vietnamese 
Government 
Delegation 

Australian Human 
Rights Commission, 
and Department of 
Foreign Affairs and 
Trade (Cth)  

AHRC, Sydney, 
Australia 

20 Januray 
2016 

National Aboriginal and 
Torres Strait Islander 
Disability Action Plan 
development meeting 

Department of Social 
Services (Cth) 

Sydney, Australia 

9 
September 
2016 

NSW Police 
Engagement 
Framework - Disability 
Focus Group  

NSW Police (NSW) Parramatta, NSW 

5 December 
2016 

International Day of 
People with Disabilities 
address 

Department of 
Juvenile Justice 
(NSW) 

Sydney, Australia 

2 May 2017 Redfern Statement 
Disability Roundtable 

Aboriginal 
community sector; 
Department of Prime 
Minister and Cabinet, 
and Department of 
Social Services (Cth)  

Sydney, Australia 

8 Augist 
2017 

Aboriginal Disability 
Program Reference 
Group 

Department of 
Primary Industries 
(NSW)  

Sydney, Australia 

10 August 
2017 

Indigenous Advisory 
Committee Roundtable 
on the NDIS (Prime 
Minister and cabinet) 

Indigenous Advisory 
Council, Department 
of Prime Minister and 
Cabinet (Cth)  

Sydney, Australia 

17 August 
2017 

Government Ministerial 
Forum  

Commonwealth 
Government 
Ministerial Forum 
(Cth)  

Canberra, 
Australia 

22 August 
2017 

Research Webinar Australian Bureau of 
Statistics  

Canberra, 
Australia 

9 February 
2018 

Disability Justice 
Workshop 

Department of Social 
Services (Cth)  

Melbourne, 
Australia 
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Date Presentation Audience Location 

1 May 2018 Building Accessible 
and Inclusive 
Communities for 
Aboriginal and Torres 
Strait Islander People 
with Disabilities 
Workshop  

Department of Social 
Services (Cth) 

Sydney, Australia 

14 May 
2018 

Closing the Gap 
Refresh - Concept 
Design workshop  

Department of Prime 
Minister and Cabinet 
(Cth)  

Sydney, Australia 

14 June 
2018 

Closing the Gap 
Refresh - technical 
Design workshop 

Department of Prime 
Minister and Cabinet 
(Cth)  

Canberra, 
Australia 

23 August 
2018 

Culture is Inclusion 
presentation - 
Indigenous Roundtable 

Australian Bureau of 
Statistics  

Canberra, 
Australia 

15 
November 
2018 

Culture is Inclusion 
presentation - ABS 
Staff 

Australian Bureau of 
Statistics  
 

Adelaide, 
Australia 

 

 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 


