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Abstract
Disability is experienced and understood by Indigenous people internationally in 
distinct ways from other populations, requiring different approaches in disability 
services. Furthermore, Indigenous populations access disability services at low 
rates. In response, policymakers, service providers and Indigenous organisations 
have developed specific models of care for Indigenous people with disability. Social 
care services, comprising personal care, transport and social activities, can support 
Indigenous people with disability to live with their families and in their communities. 
However, little is known about the range of social care models for Indigenous people 
with disability. To inform policy and practice, we conducted a scoping review of 
community- based models of social care designed to meet the needs of Indigenous 
peoples in Australia, Aotearoa New Zealand, Canada and the United States. Our 
methods were informed by best practice scoping review principles and a collaborative 
approach that centred Indigenous voices within research appraisal and project 
governance processes. Literature searches (conducted March– April 2021) yielded 
25 results reporting on 10 models of care. We identified two over- arching themes 
(funding and governance arrangements; service delivery design) that encompass nine 
key characteristics of the included models. Our analysis shows promising practice in 
contextually relevant place- based social activity programs, support and remuneration 
for family carers and workforce strategies that integrate Indigenous staff roles with 
kinship relationships and social roles. While more research and evaluation are needed, 
disability funding bodies and service systems that facilitate these areas of promising 
practice may improve the accessibility of social care for Indigenous peoples.
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1  |  INTRODUC TION

Disability is experienced and understood by Indigenous people 
internationally in distinct ways from other populations, requiring 
different approaches in disability services. While there is no sin-
gle Indigenous construct of disability, the international literature 
reports that many Indigenous tribes, nations and communities 
understand physical and sensory disabilities to reflect the normal 
range of human diversity (Avery, 2018; Bevan- Brown, 2013; Puszka 
et al., 2022; Varvarezou, 2020). Disabilities may be experienced in 
collective as well as individual ways, through Indigenous under-
standings of the social basis of health conditions and through prac-
tices of caregiving for people with disability in Indigenous families 
(Bevan- Brown, 2013; Puszka et al., 2022). Independent living move-
ments within some disability services may conflict with Indigenous 
values of collective responsibility and practices of interdependency 
(Senior, 2000; Varvarezou, 2020).

According to the widely adopted World Health Organisation 
biopsychosocial model of disability (2002), the interaction between 
a person's bodily functions and capacity and social environments 
creates disability. Although this model may not reflect Indigenous 
understandings of disability and human functioning, it nevertheless 
informs disability policy and services in many states (Avery, 2018). 
Disability services, therefore, comprise a range of health and social 
services.

Community- based social care services aim to address social di-
mensions of disability and are generally designed to improve both 
the life expectancy and quality of life of people with physical, sen-
sory, neurological or psychosocial conditions (Malley et al., 2012). 
Community- based social care services comprise personal care, 
transport and social activity services, including support for main-
taining personal hygiene, dressing, feeding, keeping active and so-
cialising (Anttonen & Sipila, 1996; Malley et al., 2012). They may be 
provided by government, NGO and commercial providers through a 
range of funding mechanisms (Daly & Lewis, 2000).

A range of approaches to social care in high- income states 
with dominant populations that are racialised as White, including 
community- based services, have been identified in the literature. 
These approaches loosely align with differing approaches to the 
welfare state (Bambra, 2007), and have varying reliance on family 
caregiving and other services not funded by governments. Drawing 
on this literature, we identify a distinct Scandinavian model, fam-
ily care/Mediterranean model, Anglo- Saxon model and central 
European model (Anttonen & Sipila, 1996; Daly & Lewis, 2000; 
Newman et al., 2008; Sipila, 2018; Table 1). Some degree of over-
lap exists between models and their existence in European states, 
local variation is present and many models have subsequently be-
come subject to austerity measures and shifting constructs of the 
welfare state. Nevertheless, these distinctions illustrate how models 
in states with dominant White populations are influenced by a range 
of Western values and ideologies. For example, liberal values inform 
the Anglo- Saxon model which foregrounds obligations of citizens 
deemed economically self- sufficient to fund their own care, while 

social Catholicism and family solidarity lead to an emphasis on infor-
mal caregiving in the family care/Mediterranean model.

For Indigenous people, the accessibility of disability services 
informed by the WHO model and a range of Western values, in-
cluding community- based social care services, can be poor. In many 
disability services, a focus on remediating individual pathology can 
conflict with Indigenous understandings of disability, and services 
can be experienced by Indigenous people as stigmatising envi-
ronments (King et al., 2014; Ryser et al., 2014; Varvarezou, 2020). 
Consequently, Indigenous people in many settler- colonial states do 
not access disability services at rates commensurate with the prev-
alence of disability among Indigenous populations (Newbold, 1999; 
Ryser et al., 2014; Temple et al., 2020). In response to these issues, 
policymakers, funding bodies, service providers and Indigenous 
communities and organisations have developed specific models of 
care for Indigenous people with disability.

Evidence is needed to inform the further development of cul-
turally safe, accessible and appropriate models of community- based 
social care for Indigenous people with disability that encompass 
Indigenous values and social practices. This is important because 
accessible community- based social care may prevent Indigenous 
people from requiring residential care outside of their communities 
(Pearce, 2000; Rees, 2003). Research regarding social care mod-
els that address the needs of Indigenous people with disability is 
disparate and has never been brought together to the best of our 
knowledge. Analysis of how the inclusion of Indigenous approaches 
and perspectives have been facilitated in social care services inter-
nationally is needed to inform future approaches to social care for 
Indigenous tribes, nations and communities.

In this paper, we review community- based models of social care 
for Indigenous adults with disability that enable them to remain in 
their homes and communities in Australia, Aotearoa New Zealand, 

What is known about this topic and what this 
paper adds

• Research regarding social care models that address the
needs of Indigenous people with disability is disparate
and has never been brought together.

• Our review shows flexible, streamlined funding and
appropriate governance structures are needed to
involve Indigenous people and communities in the
development, governance and management of models
of care.

• Support and remuneration to family carers and place- 
based social activity programs integrated with the
activities of daily life may enable service providers to
respect Indigenous values and social practices.

• Workforce strategies that integrate Indigenous staff
roles with kinship relationships and social roles can also
support families.
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Canada and the United States. There is substantial cultural diversity 
among Indigenous peoples internationally, and Indigenous values 
and practices associated with health and human functioning are 
likely to be culturally specific (Avery, 2018). However, broad com-
monalities are also present in Indigenous peoples' experiences of 
disability services where services are grounded in Western con-
structs of disability and governance and Western social norms 
(Ariotti, 1999); and in efforts to develop Indigenous models within 
the funding and governance structures of the Anglo- Saxon model, 
while attempting reconfiguring the cultural or ideological underpin-
nings of social care.

We aim to synthesise the characteristics of models of social 
care for Indigenous people and identify promising practices and ap-
proaches that address Indigenous values, social practices and needs. 
We address the research questions:

• What are the characteristics of community- based models of so-
cial care for Indigenous adults with disability?

• Which approaches to the social care needs of Indigenous adults
with disability show promising practice in addressing the values,
social practices and needs of Indigenous people?

As specific measures to address the values, practices and needs 
of particular Indigenous communities may not be transferable to 
other contexts, our focus is on broader structures, processes and 
approaches in social care services.

2  |  METHODS

2.1  |  Review design

Systematic scoping review is a descriptive form of systematic review 
that can be used to examine the extent, variety and characteristics 
of literature addressing a particular topic or within a specific field 
(Tricco et al., 2018). Systematic scoping reviews are suitable for 

reviewing the range of emerging practice, and for reviewing hetero-
geneous studies (Peters et al., 2015; Tricco et al., 2018). The design of 
our review is based on the established scoping review principles de-
veloped by Arksey and O'Malley (2005) and subsequent extensions 
developed by Levac et al. (2010) and Peters et al. (2015). Drawing 
on these principles, our review is structured around the population, 
concept and context of interest. A review protocol was developed 
to guide the review process (available on request from the authors).

Systematic review is an approach that emerges from positivist 
traditions and privileges academic knowledge. We recognise that 
systematic review methodologies have the potential to marginalise 
Indigenous voices and knowledges, as well as the voices and knowl-
edges of people with disability. In order to address this, we formed a 
research team that drew on a range of perspectives and expertise in-
cluding of Indigenous researchers and disability advocates. We also 
developed a collaborative approach that centred Indigenous voices 
within our review methods and project governance processes.

The authors of this review are an Australian First Nations 
disability advocate, an Australian First Nations research leader, 
and four non- Indigenous researchers who have experience 
working with Australian First Nations people and communities. 
Additionally, the authors of this review include people who have 
lived experience of disability. The research team brought together 
understandings of Indigenous values, beliefs, practices and ex-
periences; experiences of disability and knowledge of disability 
service systems and expertise in systematic review and meta- 
synthesis methods.

Our review foregrounds the perspectives, voices and expe-
riences of Indigenous people within research development pro-
cesses, methods, literature synthesis and analysis while adhering 
to the principles of systematic review through the following 
components:

1. Collaboration between Indigenous and non- Indigenous research-
ers within the research team.

TA B L E  1  Synthesis of literature on models of social care in high- income states with dominant white populations

Model Access to services Service providers Main funding mechanisms

Scandinavian 
model

Universal access to 
services for all citizens, 
extensive access to 
care.

Predominantly local governments. Taxes.

Family care/
Mediterranean 
model

Limited access to publicly 
funded services.

Most care provided by family or other 
informal caregivers; some services 
provided by commercial providers.

Limited public services funded by taxes, 
most family/informal care is unfunded. 
Some private services are funded as part 
of employment conditions or on a user- 
pays basis.

Anglo- Saxon model Wide- access services have 
tight means- testing.

A range of government and NGO 
providers, presence of commercial 
providers.

Services funded through taxes have tight 
means- testing. Some services for middle 
and high- income families funded on a 
user- pays basis.

Central European 
model

Services are limited. Religious and political organisations and 
other NGOs are key service providers.

Services are mainly publicly funded; health 
insurance plays a role in funding services.
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2. Engagement with key Indigenous disability advocates and stake-
holders, which informed the development of research questions
and aims.

3. The use of our earlier synthesis of Australian First Nations
peoples' understandings and experiences of disability to inform
the design and analysis of this review.

4. Broadly defined inclusion criteria, which expand the potential to
include studies and reports published by Indigenous authors and
organisations.

5. Critical appraisal of the involvement of Indigenous peoples,
knowledges and methodologies in the included studies.

The Human Research Ethics Committee of the Australian 
National University advised that ethical clearance for this project 
was not required as it did not involve the collection of primary 
data.

2.2  |  Inclusion criteria

2.2.1  |  Population

We included literature on models of social care for Indigenous 
adults with disability in Australia, Aotearoa New Zealand, Canada 
and the United States. These states were included as comparable 
settler- colonial states, where Indigenous peoples are likely to 
experience similar challenges in accessing social care services that 
predominantly reflect an Anglo- Saxon model of social care (Table 1). 
We include studies that correspond to a definition of ‘social care’ 
that encompasses assistance with day- to- day living tasks such as 
personal hygiene, dressing and feeding, shopping, keeping active and 
socialising (Malley et al., 2012), which may or may not be delivered 
by family carers.

2.2.2  |  Concept

We describe and assess the characteristics (structures, 
components and processes) of community- based models of social 
care services. This includes broader models of care for people 
with disability that encompass social care services. There is no 
consistent definition of a ‘model of care’ (Conway & Higgins, 2011), 
and the construct of a ‘model of care’ emerges from the services 
and institutions of modern states, and is itself embedded in 
Western values. Nevertheless, many Indigenous organisations are 
now developing their own models of care (e.g. Massey et al., 2018; 
Rivalland, 2006). We draw from the definition of models of care 
adopted by Davidson and colleagues in a healthcare context 
(Davidson et al., 2006: 49) to develop our own definition of model 
of care:

An overarching design for the provision of social care ser-
vices that is shaped by a theoretical basis or logic model, 

consultation and engagement with service users and de-
fined standards. It consists of defined core elements and 
principles and has a framework that provides the struc-
ture for the potential implementation and evaluation of 
services.

The outcomes of social care services depend, in large part, on the re-
sponses of service participants (Baldock, 1997). For the purposes of this 
review, we therefore conceptualise ‘evidence- based practice’ as practice 
that is informed by research and by consultation that identifies service 
users' needs and experiences. We also adopt an expansive conceptuali-
sation of structures for the implementation and subsequent evaluation 
of care in order to avoid overly narrow results. We include models of 
care that have the potential for implementation and evaluation.

2.2.3  |  Context

Our review encompasses community- based models of care 
designed to meet the specific social care needs of Indigenous 
people with disability, where needs are identified by Indigenous 
people. Indigenous peoples' needs can be identified in models 
of care through published literature on Indigenous peoples' 
perspectives, consultation and collaboration processes or 
primary data collection. Models of care may provide social care to 
Indigenous people only, or may be mainstream social care services 
with components to address the specific social care needs of 
Indigenous peoples.

2.2.4  |  Study design

We adopted an inclusive approach to the literature in order to in-
corporate Indigenous perspectives which may not be published in 
scholarly journal articles. We included models of care described, as-
sessed or evaluated in research, evaluations and reports that met 
the following criteria:

• Used quantitative, qualitative or mixed methods;
• Incorporated Indigenous peoples' perspectives, for example

through methods such as interviews, focus group discussions,
surveys, consultation processes or citation of relevant literature;

• Were published in peer reviewed journals or as grey literature;
and

• Were published in 2000. This timeframe reflects our conceptuali-
sation of cultures as sets of beliefs and practices that change over
time; and growing scholarly interest in Indigenous experiences of
disability over recent decades.

The following models of care were excluded:

• Models of social care that do not specifically address the needs of
Indigenous people;
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• Models of social care that require participants to live outside of
their community;

• Models of care for hospital- based services, residential care, aged
care, palliative care or primary healthcare.

For almost all included models, several literature sources (e.g. 
journal articles, reports, policy documents) were included in the re-
view. Models of care were included in the review on the basis that 
the model, rather than any individual source describing it, met inclu-
sion criteria, in order to generate a broader range of results.

2.3  |  Search strategy

We developed an electronic database search strategy for peer- 
reviewed and grey literature using Boolean terms in collaboration 
with a health librarian. Initial search terms were tested and adapted to 
derive a final set of terms (Figure 1). We conducted searches of the fol-
lowing databases: PubMed, Web of Science, INFORMIT, EBSCOhost 
(CINAHL, Academic Search Premier, ebooks, ebooks academic, 
SocIndex, PsychINFO, PsychArticles, Psychology & Behavioural 
Sciences Collection), Australian Indigenous Healthinfonet, Analysis 
& Policy Observatory, Australian Institute of Health and Welfare/
Australian Institute of Family Studies database, New Zealand Social 
Wellbeing Agency Hub, US National Council on Disability data-
base, Google Scholar. The search strategy was adapted to specific 

databases when needed. For example, some databases did not rec-
ognise all Boolean operators, so we made minor changes to the terms 
and conjunctions. Some grey literature databases did not have so-
phisticated search functions, and in these cases, we simply used the 
search term ‘disability’ or browsed disability collections.

Additional literature was identified and added to the initial search 
results from our personal knowledge of the field, by reviewing bib-
liographies of other included literature and following consultation 
with Indigenous disability stakeholders. In order to deepen our 
knowledge of each model of care identified, we added an additional 
phase to our literature searching. Specifically, after each model of 
care was identified for inclusion, additional searches were con-
ducted to locate further literature on each model using keywords 
associated with the model in Google and Google Scholar.

2.4  |  Data extraction and study selection methods

Literature searches were conducted in March and April 2021. Search 
results were exported to Covidence systematic review software. 
After removing duplicates, initial screening (title and abstract only) 
was conducted by two reviewers. SP screened all initial results and 
CW conducted a check of a 10% sample of results for consistency. 
The two screeners reached consensus over the sample and these 
decisions informed further screening by SP. Full- text screening was 
also performed by SP and reviewed by CW. Screeners reached a 
consensus over all full- text inclusion decisions.

2.5  |  Charting of data

We extracted the following variables from included sources: re-
search question, study design, reported in grey literature/peer- 
reviewed, methods, site, participant group, types of social care 
provided, Indigenous peoples' involvement in model design, gov-
ernance structure, Indigenous peoples' involvement in governance, 
workforce strategies, other reported components of service delivery 
model, Indigenous peoples' involvement in the research/evaluation. 
Our variables and analysis were informed by our earlier systematic 
review of conceptualisations and experiences of disability among 
First Nations peoples of Australia and the implications for disability 
services (Puszka et al., 2022). However, we have not used this review 
to inform our understanding of Indigenous peoples' conceptualisa-
tions and experiences of disability internationally, as findings may 
not be transferable.

We synthesised the characteristics of models of care reported in 
included studies using thematic analysis techniques. Initially, a de-
ductive approach was used, in which we synthesised the character-
istics and range of practice across the models within each variable. 
Subsequently, an inductive approach was used to identify additional 
service delivery and design features of Indigenous models. The ini-
tial structure of themes and sub- themes was developed by SP and 
then adjusted following review by co- authors.F I G U R E  1  Search terms used in PubMed.



|  e3721PUSZKA et al.

2.6  |  Assessing promising practice

We anticipated that many models of social care for Indigenous peo-
ple would not have been evaluated, and therefore there was likely in-
sufficient evidence to assess outcomes and impact. Accordingly, we 
conducted an analysis of promising practice, assessing emerging evi-
dence on the involvement of Indigenous peoples in the governance 
and operation of services and on the extent to which models of care 
addressed the social care needs of Indigenous peoples, as described 
in the included literature. We conceptualise promising practice as 
programs, services, strategies, activities, approaches, models and 
interventions in which limited data suggest that they are having a 
positive impact (Canadian Homelessness Research Network, 2013).

2.7  |  Appraisal of indigenous peoples' involvement 
in research

We conducted an appraisal of the extent to which Indigenous 
people and their perspectives were part of the research process 
in literature included in this review. Our criteria were informed by 
the Consolidated Criteria for Strengthening Reporting of Health 
Research Involving Indigenous Peoples (the CONSIDER Statement) 
(Huria et al., 2019) and the Aboriginal and Torres Strait Islander 
Quality Appraisal Tool (Harfield et al., 2020), and were developed by 
the research team (Table 2).

3  |  RESULTS

3.1  |  Search results

Our search strategy yielded a total of 1618 results and we identified 
19 additional sources (Figure 2). During title and abstract screening, 
disagreement arose between reviewers in 11 titles, and was resolved 
through consensus- based discussion. In total, 25 sources describing 
10 models of care met inclusion criteria and were extracted for anal-
ysis (Appendices S1 and S2). The main reasons for exclusion were as 
follows: sources did not report on social care services; and sources 
did not report on or describe a model of care. The 10 included mod-
els of care were developed to meet the needs of Indigenous people 
in Australia (n = 6), Canada (n = 2), Aotearoa New Zealand (n = 1) and 
the United States (n = 1). Included models of care were designed to 
meet the needs of Indigenous people in urban (n = 2), regional (n = 5) 
and remote areas (n = 9), with some models providing services in a 
range of location types.

3.2  |  Appraisal of indigenous peoples' involvement 
in included research and evaluations

The appraisal process we developed for assessing Indigenous peo-
ples' involvement in research does not provide a means of assessing TA
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other forms of literature, such as policy documents and guidelines. 
Accordingly, we excluded literature that did not contain primary 
data from the appraisal process. Five literature sources in our re-
view were excluded from this appraisal process. Additionally, when 
appraising program evaluations, we adapted the first criterion, on 
the involvement of Indigenous people in setting research priorities 
and agendas. We considered whether metrics of success used in 
the evaluation incorporated Indigenous peoples' and communities' 
perspectives. Generally, the involvement of Indigenous peoples and 
organisations in included research was poorly reported in the litera-
ture (Table 3). Where involvement was reported, studies generally 
performed well across all three criteria, however these results may 
reflect reporting bias.

3.3  |  Characteristics of included models of 
social care

There is substantial heterogeneity in included models of social care, 
and the models encompassed funding schemes and organisational 
models. Our synthesis identified two over- arching themes: fund-
ing and governance arrangements; and service delivery design and 
approaches. These two over- arching themes encompass nine key 
characteristics of the included models. The funding and governance 
arrangements of included models are characterised by: dedicated 

funding streams, the presence of community- controlled organisa-
tions, development of models by Indigenous peoples and flexible 
and streamlined funding arrangements. Service delivery design and 
approach characteristics are as follows: place- based activities inte-
grated with everyday life, respect for social norms of personal care, 
support for families, inclusive and integrative approaches and work-
force strategies to support relationships between staff and par-
ticipants (Table 4). These characteristics underpin the governance, 
design and approaches of many of the services provided.

3.3.1  |  Funding and governance

Dedicated funding streams and adaptation of mainstream funding 
schemes
Three models included in this review are funding schemes designed 
to meet the specific needs of Indigenous peoples. For example, two 
Canadian programs, the Assisted Living Program and the First Nations 
and Inuit Home and Community Care Program, are schemes that pro-
vide funds to a range of governance bodies, Indigenous organisa-
tions and NGOs to administer the program (Indigenous Services 
Canada, 2019a, 2019b). Within both programs, Band and Tribal 
Councils and territorial governments have a degree of autonomy 
over how funds are allocated and which services are provided within 
their jurisdiction. Meanwhile, Services Our Way was an Australian 

F I G U R E  2  PRISMA flow diagram of search and screening process.
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funding scheme for individual care packages, in which funds were 
provided to individual participants to spend on specific services 
and equipment from providers of their choice (Raven et al., 2014). 
Additionally, two models of care comprised mainstream funding 
schemes with components adapted to meet the specific needs of 
Indigenous peoples (Paulin et al., 2015; PriceWaterhouseCoopers 
Indigenous Consulting, 2018).

Indigenous community- controlled organisations
Five models of social care included in the review are organisational 
models with mechanisms for local Indigenous communities to 
participate in their governance (Massey et al., 2018; Ngaanyatjarra 
Pitjantjatjara Yankunytjatjara Women's Council Aboriginal 
Corporation, 2018; Rivalland, 2006). For example, the Walykumunu 
Nyinaratjaku (to live a good life) and Purple House models of 
care developed in Australia are administered by registered 
Aboriginal Corporations and are governed by boards comprising 
representatives from the communities they serve. The Lungurra 
Ngoora model, meanwhile, was governed by a steering committee 
comprising community representatives, service providers and 
funders (LoGiudice et al., 2012).

Models developed by or in collaboration with indigenous people, 
communities and organisations
Models of care included in the review vary in the extent to 
which Indigenous people, communities and organisations were 
involved in their development. Three models were developed or 
initiated by Indigenous people and families (Massey et al., 2018; 
Tjungurrayi, 2015; Woods et al., 2000). Four further models were 
developed through consultation processes and/or qualitative 
research exploring the needs of Indigenous people with disability in 
the local area (Litmus, 2012; PriceWaterhouseCoopers Indigenous 
Consulting, 2018; Ryser et al., 2014; Smith et al., 2011). In the case 
of Lungurra Ngoora, a model developed by external researchers and 
non- Indigenous service providers through extensive consultation 
did not successfully transition to a community- controlled service; 
and an evaluation found that local community members did not 
perceive themselves to be responsible for the model (LoGiudice 
et al., 2012; Yarmintali Consultancy, 2010).

Flexible and streamlined funding arrangements
In the two included Canadian funding schemes, local adaptation 
and place- based initiatives by administering organisations such as 

TA B L E  3  Results of indigenous peoples' involvement in research appraisal

Record

Setting the 
research priorities/
agenda

Representation within research team 
and research governance processes

Incorporation of indigenous ways of 
knowing, being, seeing, doing in theory, 
methodology, methods

Biddle et al. (2014) Not reported Not reported Not reported

Dew et al. (2019) To a large extent To a large extent To a large extent

Elsum et al. (2020) To a large extent Somewhat Somewhat

Health Canada and the Public 
Health Agency of Canada 
(2013)

Not reported Not reported Not reported

Hirji- Khalfan (2009) Not reported Not reported Not reported

Indigenous Services 
Canada (2019b)

Not reported Not reported Not reported

Litmus (2012) Not reported Not reported Not reported

LoGiudice et al. (2012) To a large extent To a large extent Not reported

NPY Women's Council (2018) To a large extent To a large extent To a large extent

Paulin et al. (2015) Not at all Not reported Not reported

PriceWaterhouseCoopers 
Indigenous Consulting (2018)

Not reported Not reported To a large extent

Purple House (2019b) To a large extent To a large extent To a large extent

Raven et al. (2014) Not reported To a large extent Somewhat

Rivalland (2006)a Not reported Not reported Not reported

Ryser et al. (2014) To a large extent Not reported Not reported

Smith et al. (2011) To a large extent To a large extent To a large extent

The Canadian Home Care 
Association (2010)

Not reported Not reported Not reported

Tjungurrayi (2015) To a large extent To a large extent To a large extent

Woods et al. (2000) Not reported Not reported To a large extent

Yarmintali Consultancy (2010) To a large extent To a large extent Not reported

aMethods are discussed in an unpublished appendix to the report which we were unable to access.
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Tribal and Band Councils and territorial governments are expected 
and encouraged (The Canadian Home Care Association, 2010). 
In the First Nations and Inuit Home and Community Care Program, 
funds from two government departments are pooled within the 
scheme (Biddle et al., 2014). In contrast, in Australia, a study of the 
Walykumunu Nyinaratjaku (to live a good life) model found that main-
stream government funding streams did not have the flexibility to 
recognise the specific needs of Indigenous peoples or to support the 
consistent delivery of services in remote areas (Dew et al., 2019). 
The Lungurra Ngoora model, a place- based initiative developed in re-
mote Australia, meanwhile, was funded by a complex mix of govern-
ment funding and funding from three other service providers which 
previously provided direct services to the community (LoGiudice 
et al., 2012). An independent evaluation found that this funding 
model made administering the service extremely complex and led 
to conflicts among stakeholders (Yarmintali Consultancy, 2010). The 
abandonment of the model, despite positive responses from partici-
pants, was partially attributed to the service's unworkable funding 
structure (LoGiudice et al., 2012).

Two Australian organisational models of care reported drawing 
on a range of government and non- government funding sources 
such as philanthropic funds, corporate donations, mining royalties 
and Indigenous art sales. The literature published on both models 
of care suggests that non- government funding sources offered the 
organisations considerable flexibility to develop models which re-
sponded to the specific needs of participants (Massey et al., 2018; 
Purple House, 2019b; Rivalland, 2006).

3.3.2  |  Service delivery design and approaches

Place- based social activities integrated with activities of everyday 
life
Social activities offered within these models of care attempted to 
facilitate meaningful forms of participation for Indigenous peo-
ples through a variety of place- based initiatives. Social activities 
included visiting country, fishing, painting and preparing cus-
tomary medicines (LoGiudice et al., 2012; Purple House, 2019a; 
Yarmintali Consultancy, 2010). In the Machado- Joseph Disease 
(MJD) Foundation model, the organisation's exercise program, 
based on international research evidence adapted to local cir-
cumstances, integrates social, physical, mental and emotional 
health objectives through everyday activities such as collecting 
firewood, hunting and gathering, cooking and carrying groceries 
(Massey et al., 2018). Activities are often carried out in gender- 
specific groups of family members rather than groups of individual 
participants with MJD.

Respect for social norms associated with personal care and support 
for families
Several social care services included in this review have measures 
to respect Indigenous social norms associated with caregiving. The 
Lungurra Ngoora model included measures to ensure participants 

received personal care from a staff member of the same gen-
der and in an appropriate kinship relationship to them (Yarmintali 
Consultancy, 2010). Three models included measures to support 
family carers, as an alternative to the provision of personal care by 
professional carers, in order to respect social roles in families associ-
ated with caregiving (Massey et al., 2018; Ngaanyatjarra Pitjantjatjara 
Yankunytjatjara Women's Council Aboriginal Corporation, 2018; 
Ryser et al., 2014). Support provided to carers in these models in-
cludes material assistance such as provision of bedding and fuel 
subsidies, cleaning services and respite. A qualitative study of the 
Walykumunu Nyinaratjaku (to live a good life) model reported that 
support for carers was well received by participating Indigenous 
families; however, financial support for carers was impeded by the 
guidelines of government funding schemes that restrict the ex-
penditure of program funds on living expenses (Dew et al., 2019). 
The Aotearoa New Zealand Funded Family Care scheme, meanwhile, 
provides remuneration to family carers including Maori whaṉau (ex-
tended family) carers (Litmus, 2012). An evaluation of the scheme 
found it reduced household financial stress and provided carers with 
valued recognition of their roles (Paulin et al., 2015).

Inclusive and integrative approaches
All models of care included in the review avoid using the term ‘dis-
ability’. Five of the 10 models integrate social care for people with 
disability with other related services including medical services (four 
models), aged care (two services) and mental health support (one 
service). Four models have adopted inclusive terms from Indigenous 
languages to name their programs (see Table 4) (LoGiudice 
et al., 2012; Rivalland, 2006; Woods et al., 2000).

Workforce strategies to support relationships between staff and 
participants
While several models of care aimed to support family carers, nine 
of the models reviewed also adopted a range of specific strategies 
to employ Indigenous people from the communities in which they 
operate. Three models sought to employ Indigenous people from 
their communities of operation with lived experience of disabil-
ity (Massey et al., 2018; Purple House, 2019b; Raven et al., 2014). 
Three models of care employed local Indigenous staff on the basis 
of their social roles in families and communities. A further two 
models drew local Indigenous staff from employment programs 
associated with social security systems (LoGiudice et al., 2012; 
PriceWaterhouseCoopers Indigenous Consulting, 2018). An in-
dependent evaluation of the Lungurra Ngoora model, which at-
tempted to integrate the social roles of Indigenous staff into 
work roles in personal care services and engaged staff from an 
employment program, reported that this approach succeeded in 
employing local Indigenous people, ensured that personal care 
was provided to participants by the staff of an appropriate gender 
and kinship relationship to them, and led staff to express pride 
in their roles (Yarmintali Consultancy, 2010). The evaluation also 
found that staff were subject to two forms of accountability, to 
their employer and their own families.
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Three models adopted strategies for developing collaborative 
relationships between Indigenous and non- Indigenous personnel, 
and between non- Indigenous personnel and participants. Both the 
Walykumunu Nyinaratjaku (to live a good life) ‘malparara way’ and the 
MJD Foundation ‘two ways’ approaches paired local Indigenous staff 
with non- Indigenous colleagues in a co- mentoring process (Massey 
et al., 2018; Woods et al., 2000). Paired colleagues worked in an 
equal partnership that drew on the skills and knowledge of both staff 
members. The West Cascade Mountain Ranges model included cul-
tural competency training for both Indigenous and non- Indigenous 
staff in each other's cultures (Ryser et al., 2014).

4  |  DISCUSSION

Understanding promising practice in models of community- 
based social care for Indigenous people with disability can assist 
governments, funding bodies, service providers and Indigenous 
communities to develop culturally safe services. We have 
synthesised the key characteristics of published models of social 
care for Indigenous peoples in Australia, Aotearoa New Zealand, 
Canada and the United States. We have identified 10 models of care. 
Across these 10 models, we have described nine key characteristics 
within two over- arching themes (funding and governance; and 
service delivery design and approaches) (Table 4). The integral 
nature of the involvement of Indigenous tribes, nations and 
communities in governance approaches, the facilitation of cultural 
safety and in building the workforce is a thread that ties together all 
characteristics.

Indigenous approaches to social care contrast with dominant 
models of social care in high- income states with dominant White 
populations (Table 1). Indigenous models of care foreground 
Indigenous identity and need as a basis for providing services while 
de- emphasising disability, whereas Western approaches foreground 
disability. In Anglo- Saxon model, furthermore, eligibility is also often 
based on economic deprivation. While family caregiving is central 
to many Indigenous models, as with the family care/Mediterranean 
model, several Indigenous models integrate family care within dis-
ability services through various forms of support to caregivers, 
rather than imposing distinctions between formal and informal, non- 
remunerated caregiving. However, the Indigenous models we have 
described are operationalised within the governance structures of 
Anglo- Saxon models of care and are largely funded by centralised 
government funding sources. This may impact on the ability of 
Indigenous tribes, nations and communities to exercise autonomy in 
the development of their own models of care, as we will discuss fur-
ther below. Our findings add further weight to the calls of Indigenous 
disability peak bodies and other advocacy organisations for the need 
to support Indigenous communities to develop their own models of 
care (First Peoples Disability Network, 2020; National Council on 
Disability, 2003).

In this section, we describe the evidence for promising prac-
tice in community- based social care for Indigenous people with 

disabilities and discuss the implications. However, our analysis is 
limited by the heterogeneity and quality of the studies included in 
our review. As noted above, included models vary considerably in 
structure, governance arrangements and in their location in service 
systems, and some components of individual models of care are not 
well documented in the included sources. Of the 10 included models 
of care, two have not yet been pilot tested or implemented, and only 
five have been fully independently evaluated, using a range of meth-
odologies (Appendix S1).1 A further two models of care have been 
subject to other studies exploring service participants' perspectives 
and experiences (Appendix S1).

For these reasons, in the following we have adopted a holistic ap-
proach to analysing promising practice within the two over- arching 
themes of funding and governance and service delivery design and 
approaches. We have conceptualised each included model of care as 
an individual case study, with the interaction of various characteris-
tics of each model and local contextual factors understood as con-
tributing to reported outcomes. We have analysed included models 
by centring the responses of Indigenous communities in which mod-
els operate, where documented.

4.1  |  Funding and governance

We have shown that the broader funding and governance structures 
of social care services, as well as specific mechanisms within ser-
vices for participatory governance, can shape the possibilities for 
Indigenous participation. While perhaps unsurprising, this is also 
supported by the literature on Indigenous models of healthcare. 
Harfield et al. (2015), in their scoping review of Indigenous primary 
healthcare models, report that Indigenous ownership and govern-
ance, opportunities for community engagement and involvement of 
elders are all critical to Indigenous models.

Our analysis suggests that disability services administered 
through individual care packages may provide participants with au-
tonomy over the services they access, within the scope of program 
guidelines and the availability of services, but may limit the involve-
ment of families and communities in governance and funding allo-
cations. For example, the Services Our Way model was designed to 
meet the specific needs of Indigenous people with disability through 
individual care packages, however the program appeared to lack op-
portunities for participatory governance, and the role of Indigenous 
organisations appears to have been limited to program administra-
tion (NSW Family & Community Services 2012). The adaptation of 
the National Disability Insurance Scheme in Australia's Northern 
Territory, meanwhile, would enable participants in a given commu-
nity to pool their care packages and collectively determine the ser-
vices to be provided to their community, representing a shift away 
from an individual care package approach (PriceWaterhouseCoopers 
Indigenous Consulting, 2018). This proposed reform has not been 
taken up by Australia's National Disability Insurance Agency to 
date, however. It has also been reported elsewhere that individ-
ual care packages may not reflect Indigenous norms of collective 
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decision- making as they contain few opportunities for local decision- 
making by Indigenous tribes, nations and communities (Amery 
et al., 2020: 506; Gilroy et al., 2020).

The capacity for individual participants to determine how and 
which services they access may be supported in other approaches 
through flexible funding and organisational models, which also en-
able participation in governance. This is demonstrated by the First 
Nations and Inuit Home and Community Care Program that provides 
funding to Indigenous organisations, governments and other ser-
vice providers through a range of funding agreement types, and en-
courages innovation, heterogeneity and place- based initiatives (The 
Canadian Home Care Association, 2010). It is also demonstrated 
by three Australian services that were responsive to the specific 
needs of participants and their changing needs over time through 
place- based services (LoGiudice et al., 2012; Massey et al., 2018; 
Rivalland, 2006). The Lungurra Ngoora model, meanwhile, demon-
strated that insufficient and siloed government funding streams 
could ultimately lead to the failure of Indigenous models of care.

Two models were partially funded by Indigenous communities 
and corporate and philanthropic donations due to the inflexibility 
and insufficiency of government funding sources in Australia. These 
models, while notable, reveal the difficulties likely experienced by 
organisations without access to non- government funding sources 
in attempting develop culturally safe services. They also raise ques-
tions over whether Indigenous communities, which often have 
limited resources, should be required to fund their own models of 
culturally safe care, when equivalent services are funded by gov-
ernments for other populations as part of citizenship entitlements.

These outcomes suggest that dedicated funding streams for 
disability services for Indigenous people are required in order to 
develop services that reflect Indigenous values and norms. The 
development of culturally safe care requires appropriate funding 
sources and funding programs that reflect an appropriate program 
logic, in addition to organisational structures among funders and 
service providers that enable participatory governance. These find-
ings are consistent with literature on the conceptualisations and 
experiences of disability among Indigenous peoples, which shows 
that developing culturally safe services requires addressing the way 
that services are governed and funded; and that cultural safety does 
not only pertain to practice- level considerations (King et al., 2014; 
Varvarezou, 2020).

There is some evidence that Indigenous governance of social care 
services can be conceptualised not only as pertaining to governance 
structures, but also as encompassing a sense among members of an 
Indigenous community of ‘ownership’ of a service, or responsibility 
for its operation. While few of the evaluations and studies included 
in our review assessed local perceptions of ‘ownership’, the evalua-
tion of the Lungurra Ngoora model suggests that this sense of ‘own-
ership’ may relate to the manner in which models are developed, as 
well as formal governance structures. This has implications for the 
future development of Indigenous community- controlled services, 
particularly in Australia, where there have been growing calls to ex-
pand this sector (First Peoples Disabiilty Network Australia, 2018).

4.2  |  Service delivery design and approaches

Several of the included models of care discussed in this review disas-
sociate themselves from Western constructs of disability and care. 
Through the integration of social care for people with disability 
with other services, and through the organisation of social activities 
through family groups, some models avoid casting participants as 
‘disabled’. Indigenous models also avoid the term ‘disability’, adopt 
Indigenous terms in program names and position social care in ways 
that resonate with Indigenous participants. These approaches re-
spond to the widely reported lack of resonance of Western concepts 
of ‘disability’ among Indigenous populations; and stigmatising expe-
riences of diagnostic labels among Indigenous people (Avery, 2018; 
Bevan- Brown, 2013; Juutilainen et al., 2019).

The models of care examined in this review demonstrate attempts 
to recognise and support Indigenous practices and values associated 
with caregiving. Support for family caregiving reflects the interna-
tional literature on Indigenous practices of care, in which caregiving 
is described as a valued contribution to family life and an important 
social role in many Indigenous societies, particularly, but not exclu-
sively, for women (Brannelly et al., 2013; Jolliffe & Worland, 2018; 
Pearce, 2000; Pollak, 2017). Some models supported families by re-
lieving the physical, emotional and financial burden of family carers 
rather than offering personal care provided by professional carers. 
Although none of these models have been evaluated, a qualitative 
study reporting on the Walykumunu Nyinaratjaku (to live a good life) 
model discussed above illustrates that support for caregivers can be 
desirable to families but impeded by government funding guidelines, 
further emphasising the need for funding schemes to reflect the social 
care needs and expectations of Indigenous families and communities.

While financial relief for carers and people with disability may 
also be addressed through social security systems in some states, 
the experience in Australia suggests that social security payments 
may not adequately support the basic needs of Indigenous people 
with disability and their carers, and that eligibility criteria may not 
reflect Indigenous practices of collective caregiving (Soldatic, 2018). 
The Aotearoa New Zealand Funded Family Care program, in contrast, 
provides remuneration to family carers through a disability stream 
rather than through social security, and enables the recognition of 
family caregiving as legitimate work (Paulin et al., 2015). Although 
social security payments are beyond the scope of this review, our 
findings suggest that providing personal care to Indigenous people 
with disability through support for family carers may require funders 
to conceptualise and support family caregiving in different ways to 
caregiving in the general population. This may be difficult to achieve 
through social security systems, which generally adopt a universal 
approach to financial support.

In some of the included models, workforce strategies are con-
nected to strategies to support family carers, inclusive approaches 
and attempts to develop appropriate social activities and personal 
care services. We identified four distinct workforce strategies: re-
cruiting Indigenous staff with disabilities in peer support roles; in-
tegrating the work roles of Indigenous staff with their social roles in 
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families and communities; recruiting Indigenous staff from employ-
ment programs; and specific strategies to develop relationships be-
tween non- Indigenous staff and other staff and participants. There 
is some convergence between these findings and a narrative review 
undertaken by Gilroy et al. (2017) on workforce strategies for deliv-
ering disability services to First Nations people living in Australian 
rural and remote communities. The three key workforce strategies 
identified by Gilroy and colleagues, of community- based models of 
care, cultural competency training for non- Indigenous staff and de-
veloping a local Indigenous workforce, further illustrate the inter-
connectedness of workforce strategies with the overall design and 
approach of models of care.

There is limited evidence of the outcomes of the recruitment 
strategies we identified in this review. However, an independent 
evaluation of the Lungurra Ngoora model suggests positive out-
comes for staff and service participants as a result of the integration 
of the social roles of Indigenous staff into work roles in personal 
care services (Yarmintali Consultancy, 2010). Integrative workforce 
strategies have the potential to support family and service provider 
imperatives in mutually reinforcing ways; however, such strategies 
may need to provide safeguards to protect the work rights of staff, 
for example, regarding unpaid overtime. The literature on the em-
ployment of Indigenous health workers in Indigenous healthcare 
services also suggests that workforce strategies in Indigenous ser-
vices must attend to developing clear work roles and addressing 
issues of staff over- burden (Human Capital Alliance, 2009; Topp 
et al., 2018). Integrative workforce strategies, in particular, require 
local Indigenous people to be involved in developing, governing and 
managing models of care. The employment of staff in social care ser-
vices through social security employment programs, also a charac-
teristic of the Lungurra Ngoora model, may not guarantee that staff 
and participants are always in an appropriate gender and kinship re-
lation, and raises issues of appropriate remuneration.

Some included models developed extensive strategies for de-
veloping respectful, culturally appropriate relationships between 
non- Indigenous and Indigenous staff; and non- Indigenous staff and 
participants. Cultural competency training was identified as a key 
workforce strategy by Gilroy et al. (2017), but was only described in 
one model included in our review. This may reflect research evidence 
showing that cultural competency training alone does not result in 
improved cultural competence in health services for Indigenous 
people (Bainbridge et al., 2015). The approach of mutual knowledge 
sharing and support between Indigenous and non- Indigenous staff 
described in two models reported in this review goes beyond tradi-
tional approaches to cultural competency and attempts to embed in-
tercultural ways of working in practice. Such approaches are worthy 
of further research and evaluation.

4.3  |  Limitations

A lack of documentation and research on social care for Indigenous 
peoples limits our synthesis. Our search strategy only yielded 25 

sources, reporting on 10 models of care (Figure 2; Appendices S1 
and S2). There may be further innovative, culturally safe models 
of social care that have not yet been documented, published and 
included in research or policy databases. This lack of documenta-
tion may be influenced by the low- resource environments that our 
results suggest characterise disability services in some states. The 
small size of the research field limits our capacity to assess whether 
the included models and their specific components are widespread.

An appraisal of methodological rigour and evidence- based prac-
tice is not typically performed in a systematic scoping review, in 
which the intent is to report on the range of current practice and to 
provide a descriptive synthesis in a specific field, and in which emerg-
ing practice is often a focus (Peters et al., 2015; Tricco et al., 2018). 
While we assessed promising practice, further research is needed 
to assess the outcomes of the specific social care service character-
istics we have identified. However, future systematic reviews and 
evidence syntheses may need to await improvements in the quantity 
and quality of studies and evaluations.

5  |  CONCLUSION

Models of care for Indigenous people with disability have emerged 
in response to the inappropriateness of mainstream models and low 
levels of access by Indigenous populations. However, little is known 
about the characteristics of Indigenous models, or their appropriate-
ness and effectiveness. We have documented 10 community- based 
models designed to meet the social care needs of Indigenous peo-
ple with disability in Australia, Aotearoa New Zealand, Canada and 
the United States. Although these models are diverse, our synthesis 
has described nine key, interconnected characteristics across the 
10 models that underpin their funding arrangements, governance 
structures and services. We have discussed the weak evidence of 
the effectiveness and impact of the nine characteristics due to a lack 
of research and evaluation and methodological issues, while also 
identifying areas of promising practice.

Our findings suggest that specific elements of the governance 
structures and funding arrangements for social care services 
may enable services to address Indigenous participants' needs 
and values. These elements include dedicated, flexible funding 
streams for disability services for Indigenous peoples, mecha-
nisms for Indigenous communities to have substantial involvement 
in governance at a local or regional level, and the development of 
Indigenous- led or co- designed approaches. We have also described 
promising practice in social care services that offer contextually 
relevant place- based social activity programs, support and remu-
nerate family carers and have mechanisms for integrating of kin-
ship relationships and social roles into workforce strategies. These 
characteristics may reflect values and practices associated with 
social participation and caregiving in many Indigenous societies. 
Our synthesis shows a need for future inquiry into the structural, 
organisational and practice- based factors that support Indigenous 
involvement in social care services, and for robust evaluations of 
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community- based approaches to social care for Indigenous people. 
Nevertheless, disability funding bodies and service systems that 
facilitate the areas of promising practice we have identified may 
improve the accessibility of social care for Indigenous peoples.
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ENDNOTE
 1 However, Elsum and colleagues, who conducted a non- independent 

evaluation of aspects of the MJD Foundation model, argue that in-
dependent evaluation may not be an appropriate methodology for 
assessing services for Indigenous people (Elsum et al., 2020). They 
argue that matters of bias need to be balanced with consideration of 
the quality and validity of data, which are enhanced by relationships 
between researchers and research participants. This does not neces-
sarily mean that models need not be evaluated, but rather that the 
evaluation framework and process also need to be culturally informed 
and meaningful to Indigenous peoples.
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