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ABSTRACT
Purpose: Aboriginal and Torres Strait Islander People with a disability continue to experience barriers
to service engagement such as mistrust of government services, lack of culturally appropriate support,

marginalisation and disempowerment. This meta-synthesis reviews current literature regarding these
experiences to explain why services are underutilised.

Methods: The meta-synthesis was conducted using a meta-ethnographic approach to synthesise
existing studies into new interpretive knowledge. The approach was supported by a search using
the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA).

Results: Ten original research papers utilising a qualitative methodology were extracted. Synthesis
of the articles revealed four concepts that were developed into a conceptual model. These include:1)
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History Matters; 2) Cultural Understanding of Disability Care; 3) Limitations to Current Service Provision;
and 4) Delivery of Effective Services.

Conclusions: Disability services do not adequately consider the cultural needs of Aboriginal and
Torres Strait Islander People or communicate in a culturally appropriate manner. There are expectations
that Aboriginal and Torres Strait Islander People acknowledge their disability in alignment with
western definitions of disability in order to access services. More work is needed to align disability
services with culturally appropriate support to provide better health outcomes.

client experience

> IMPLICATIONS FOR REHABILITATION

« Aboriginal and Torres Strait Islander people with a disability continue to experience barriers to
service engagement which must be addressed.

« An essential gap that must be filled in providing disability services to Aboriginal and Torres Strait
Islander people is the acknowledgment of culture as a resolute influence on all client interactions
with providers.

« A cultural model of disability may better align with the experiences of Aboriginal and Torres Strait
Islander people than current medical and social models used in healthcare.

Disability services need to align better with culturally appropriate support to provide better health

outcomes for Aboriginal and Torres Strait Islander people.

approximately twice the rate of disability of non-Indigenous
Australians [2,3].

There are numerous theoretical models used in the disability
sector to define disability. Two of the most widely referenced
models include the medical model, which positions disability as
a limitation to be corrected or adapted to fit the normative soci-

Introduction

We respectfully acknowledge the distinct culture and history of
Aboriginal and Torres Strait Islander People and congruently
affirm them as Australia’s First Peoples. Historically, Aboriginal
and Torres Strait Islander People have experienced social and

economic alienation following colonisation, directly resulting in
higher rates of disability, chronic illness, and disadvantage Gilroy,
Dew [1]. This has resulted in a perpetual distancing from health
and community support services and a pervasive mistrust of
government policies, with many Aboriginal and Torres Strait
Islander People apprehensive about seeking support from dis-
ability services [1]. Aboriginal and Torres Strait Islander People
represent approximately 3% of the Australian population, and it
is estimated that they experience significant disadvantages and

etal understanding of ability [4], and the social model, which
attributes deficit of ability with societal structures and inequitable
opportunity [5]. The medical model of disability has been widely
criticised for not acknowledging the effect of psychosocial factors
on the experience of disability, and for perpetuating negative bias
towards people with a disability [4]. Green, Abbott [6] also identify
that the medical model does not consider culture or recognise
the perspective of Aboriginal and Torres Strait Islander People
that disability is part of a continuum of health and does not
equate to inability. The social model, conversely, enables providers
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to acknowledge the social structures underpinning racism and
colonisation experienced by Aboriginal and Torres Strait Island
People with a disability [7]. However, attributing lack of engage-
ment with services to the ongoing effects of colonisation places
the responsibility of engagement on clients and disregards the
fact that Aboriginal and Torres Strait Island People with a disability
do not engage with support services because support services
are not meeting their needs [8].

In a major reform to the Australian disability services sector,
the Australian Government created the National Disability
Insurance Scheme (NDIS) in 2013 to address the need for quality
services for people with disabilities [9]. The NDIS provides funding
for people with disabilities to access individualised support ser-
vices that meet a person’s unique needs [10]. In addition, the
Australian Government released an initiative called “Closing the
Gap,” which is a strategy to work in partnership with Aboriginal
and Torres Strait Islander People to improve health, education,
housing, and employment. It also aims to provide NDIS support
to a targeted 90% of eligible Aboriginal and Torres Strait Islander
People with a disability [1].

Both the medical and the social model of disability are reflected
in the NDIS service provider model of care, with a discourse away
from the former toward the latter in light of criticism for the
medical model’s limitations [11]. However, both academic and
Aboriginal and Torres Strait Islander organisations have expressed
concern that the administrative approach of the NDIS model is
unable to engage Aboriginal and Torres Strait Islander People with
a disability, because it attempts to categorise severity based on
a western understanding of disability [12-14]. Further barriers to
service engagement include lack of culturally appropriate support,
mistrust of government services, poverty, homelessness, margin-
alisation and lack of empowerment, and differing cultural per-
spectives of disability [10, -15]. Many parents are also apprehensive
to seek support on behalf of their children who have a disability
for fear of stigma, shame, and fear of them being removed into
custodial care [16—, 17]. A systematic review by Trounson, Gibbs
[18] identified that some of the many barriers faced by Aboriginal
and Torres Strait Island People when engaging with disability
services include accessibility, engagement, and lack of support.
However, intersectional disadvantage is exclusively experienced
by those who both have a disability and identify as Aboriginal
and Torres Strait Islander.

Disability service providers are often the first point of contact
for Aboriginal and Torres Strait Islander People who engage with
support services, which offers the opportunity to build trust and
foster prolonged engagement. To achieve the targeted 90%
engagement of eligible Aboriginal and Torres Strait Islander People
with a disability, the NDIS needs to understand the barriers that
inhibit Aboriginal and Torres Strait Islander People from accessing
disability support services. However, there is a lack of research
pertaining specifically to the experiences of Aboriginal and Torres
Strait Island People who engage with disability support ser-
vices [18].

This meta-synthesis will bridge this gap in knowledge by
expanding on the research conducted by Trounson, Gibbs [18].
Trounson, Gibbs [18] identified factors that may facilitate or
impede engagement with disability support services through a
review of academic and industry literature, while this review will
consider engagement from the specific perspective of clients,
carers and service providers who are most immediately impacted
by the quality of service provision.

Thus, the aim of this meta-synthesis is to review the current
literature regarding the experiences of Aboriginal and Torres Strait
Islander People who engage with disability support services to
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explain why services are being underutilised. It is intended that
this review may identify and inform future workforce and training
strategies for service providers to improve the experience of
Aboriginal and Torres Strait Islander People seeking assistance
and increase engagement of Aboriginal and Torres Strait Islander
People with the NDIS support scheme.

Method

The methodology of the meta-synthesis aimed to identify and
summarise research pertaining to the use of disability support
services by Aboriginal and Torres Strait Islander People. The
meta-synthesis was conducted using Noblit and Hare's [19]
meta-ethnographic approach which is widely used to synthesise
existing studies into new interpretive knowledge. The
meta-ethnographic approach was supported by a search of the
literature conducted using the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) method to ensure
the process was transparent and accurately reported (Figure 1).

The seven phases of Noblit and Hare’s [19] meta-ethnographic
approach were utilised to conduct the meta-synthesis. This
included: 1) getting started — choose a topic for the study; 2)
decide what is relevant to the initial interest; 3) read the studies
repeatedly; 4) determine how the studies are related, listing key
metaphors, phrases, ideas and/or concepts; 5) translate the studies
into one another; 6) synthesise the translations into a second
level of synthesis by comparing the translations to one another;
and 7) express the synthesis in written form.

Eligibility criteria

To conduct the literature search the following eligibility criteria
were applied: 1) the study must discuss the client experience or
utilisation of disability support services by Aboriginal and Torres
Strait Islander People, 2) the support services must be located in
Australia, 3) the study was published as an original research article
in a peer-reviewed journal, written in English, 4) the study was
published between 2012 and 2022, and 5) the study used a qual-
itative data analysis method.

Client experiences from the perspective of the client, parent,
carer, or service provider were accepted to provide a broad per-
ception of client interaction with disability support services.
Studies were excluded if they did not comply with the aforemen-
tioned inclusion criteria or did not aptly relate to the research topic.

Search strategy

The search was conducted in August 2022 using Informit, EBSCO,
and Wiley databases. Search terms are displayed in Table 1, which
includes their variations and truncated terms. The search was
directed by a Boolean search strategy whereby search terms were
separated by “and”/“or.”

Study selection

Study selection was performed using the PRISMA flow chart (see
Figure 1). Search results were sequentially assessed by title and
abstract and articles not relevant to the review were excluded.
This assessment process was conducted by six authors. The
remaining papers were then screened full-text and cross-checked
by three reviewers to ensure consensus. Duplicates and papers
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Figure 1. PRISMA flowchart of search strategy.

which failed the eligibility criteria were removed. This included
articles that were not specific to Aboriginal or Torres Strait Islander
Peoples, not specific to people with a disability, did not discuss
the client experience, focused specifically on dementia or phys-
iotherapy services, were not original research, not published in a
peer-reviewed journal, quantitative studies, or did not satisfactorily
assess the research topic. The reference list of remaining articles
was then examined to ensure all relevant papers had been
identified.

Quality Appraisal

Selected articles were critically examined to ensure scientific rigor,
credibility, and relevance using the Critical Appraisal Skills
Programme (CASP) checklist for qualitative research [20]. Articles
were rated as a percentage of compliance and scores less than
70% were excluded from the analysis. All final articles were
assessed by all authors.

Analysis

The study selection identified 11 papers for review. The Matrix
method was then used to assist in the extraction, critique, and
summarisation of selected studies (Goldman & Schmalz, 2004).
The author(s), year, country, aim, data collection method, support
service, participants, key findings, and CASP score are presented
in Table 2. Subsequently, the seven stages of meta-ethnography
were utilised to conduct the meta-synthesis [19].

Y

Reports excluded:
Failed the inclusion criteria (n = 31)
Client experience not discussed (n = 10)
Does not address research topic (n = 9)
Failed CASP appraisal (n = 1)

The first phase of Noblit and Hare's [19] meta-ethnographic
approach - getting started - was initiated when a gap in the
literature regarding the experiences of Aboriginal and Torres Strait
Islander People engaging with disability support services was iden-
tified. It was identified that only qualitative studies are relevant
to this topic of interest as the gap in the literature relates to
understanding clients’ experiences. Following study selection, the
authors met to discuss the papers at length and read the material
repeatedly to determine how the studies were related. Key meta-
phors, phrases, ideas, and/or concepts of each article were listed,
before translating the studies into concepts and third-order con-
structs to create a new whole of multiple parts. Following the
terminology of meta-ethnography [19], first-order constructs are
defined as participants’ quotes, second-order constructs are the
researcher’s interpretations, third-order constructs are themes that
emerge, and fourth-order constructs describe the development of
new concepts. All authors collaborated to generate the third- and
fourth-order constructs and prepare the final article.

Results

The final data set consisted of ten original research papers utilising
a qualitative methodology. The studies encompassed a wide range
of disability support services, including Government and
non-government-funded disability, health, and social services,
Aboriginal community-controlled organisations, an Indigenous
Respite Centre, a paediatric clinic, and a child development clinic.
The studies explored the lived experience of people who engage
with disability support services including Aboriginal and Torres
Strait Islander People with a disability as well as parents, carers



Table 1. Search terms used in the literature search.

Search Term Variations

Aboriginal and Torres Strait Islander  Aborigin®

People Torres Strait Island*
First nations
Indigenous
Indigenous Australia®
Disability Physical disability

Intellectual disability
Special needs
National Disability Insurance Scheme
NDIS

Community service
Health service
Welfare service
Government service
Engagement
Incident

Encounter
Appointment

Support service

Experience

and service providers. Clients included both children and adults
who engage with disability support services. A summary of
included literature is presented in Table 2.

Synthesis of the selected articles revealed four concepts: 1)
History Matters; 2) Cultural Understanding of Disability Care; 3)
Limitations to Current Service Provision; and 4) Delivery of
Effective Services. Several elements formed each concept, as
displayed in Table 3. The meta-ethnographic approach revealed
an interconnected relationship between the experiences of ser-
vice providers and service clients, and an overarching theme of
culture that permeated all concepts ensuing from the analysis
(Figure 2).

Theme 1: History matters

History of colonisation and the social implications of acculturation
are deeply embedded in the Australian Indigenous history.
Multiple strategies have been implemented to improve relation-
ships between Aboriginal and Torres Strait Islander People and
governments, however, a pervasive sense of suspicion and uncer-
tainty remains that was embedded throughout the reviewed
articles.

A history of mistrust

The history and generational experiences of Aboriginal and Torres
Strait Islander People are remembered acutely and influence
interactions with service providers. The reviewed literature
reflects a common element of mistrust present in client/practi-
tioner interactions, the NDIS and of support organisations in
general.

“It’s easy to think of it as a historical event that happened and we've moved
on but it really wasn't that long ago, and it is something that’s still alive
in the minds of people who are alive today ... | can understand where
they’re maybe reluctant to trust in a system that’s been imposed on them.”

(8]

Disability and NDIS service providers have a critical role to
play in developing trust with their clients where a history of
mistrust is present. It is essential that the time be taken to build
trust between Aboriginal and Torres Strait Islander clients and
disability service providers, and that all interactions encompass
respect and open communication.

INDIGENOUS EXPERIENCES OF DISABILITY SUPPORT . 1441

“It's hard as to a new situation when it comes to Aboriginals ... but [the
health care provider] might have had a bad day, and something [the health
care provider] said and they [Aboriginal carer] just walk out and they’ll
never come back, and that child goes without because of that happening.”
[15]

Within Aboriginal and Torres Strait Islander Communities,
there is a strong fear of government intervention and regula-
tion. Mandatory reporting laws requiring specified organisations
to report suspected child abuse and neglect to government
child protection services of child abuse and neglect is designed
to provide a point of intervention and protect vulnerable cli-
ents. However, some providers identified that mandatory report-
ing erodes trust with clients and prevents open communication
for fear of initiating the involvement of child protection
services.

“I'd say that a lot of the difficulties we've had with Aboriginal children too
is around perhaps child protection ... that child protection may get involved
and then there’s a whole new aspect of the service provision.” [8]

Finally, some support services have been transitory with no
continuous or long-term staff to build respectful and trusting
relationships within Aboriginal and Torres Strait Islander
Communities. Some Aboriginal and Torres Strait Islander People
were suspicious about the intention of support staff indicated by
this support worker’s reflection:

“I think initially | was just seen as, ‘This will be another blow-in [short term
worker]. When you gone?’ So, there isn't a trust factor that [workers] are
committed. The damage that we can potentially do to Indigenous commu-
nities thinking we're here to do the right thing but in turn it's very disem-
powering..."” [21].

Acknowledgement of harms and wrongdoings

Acknowledging the maltreatment of Aboriginal and Torres Strait
Islander People is crucial to bridge the gap of trust between
Aboriginal and Torres Strait Islander People and non-Indigenous
Australians and the history which defines interactions and rela-
tionships. The fear and distrust that many Aboriginal and Torres
Strait Islander People have for government and service providers
is not easily waylaid by providers with good intentions:

“trans-generational trauma has left a blot on the psyche of every Aboriginal
Australian person.” [7]

Added to the mistrust, is the experience of disability itself.
Many indigenous people hold colonisation and current societal
practices to account for changes to their health and lifestyle that
have contributed to a classification of disability.

“.. Auntie Lily thought this was because of what had happened when white
men came. They brought alcohol and changed diets so they moved away
from the traditional bush food and had more sugar and flour. She thinks
this is why so many Indigenous People are overweight and why there is so
much diabetes. She also wondered if this was why cancer was becoming
more common in the Indigenous community.” [22]

Theme 2: Cultural understanding of disability care

Connection to family and country is central to Aboriginal and
Torres Strait Islander Peoples identity and sense of self. Cultural
connection, connection to land, and kinship are essential for good
health and living. These factors often influence their experience
and perception of disability.
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Cultural needs

To engage families in service provision, it's important to under-
stand the cultural complexities that influence their experience
and adjust service provision accordingly. Some clients prefer to
have access to an Indigenous service provider. This is often
important because of lack of trust and because of concerns that
non-Indigenous providers won't know how to respond to indi-
vidual needs.

“She can't get minded by a lot of people because they don’t know what to
do with her.” [23]

Conversely, some clients prefer to see a non-Aboriginal worker
due to the structure and closeness of Aboriginal communities
and complex kinship which can cause the client concern for
confidentiality. For these reasons, it is essential to consult with
Aboriginal and Torres Strait Islander People to develop culturally
appropriate services tailored to each individual. For example,
many Aboriginal and Torres Strait Islander parents share the
responsibility of caring for children within their extended family,
making it difficult to access services when the child is being cared
for by somebody other than a parent and the arrangement is
casual or informal. For carers of family members or children with
a disability, it is often difficult to navigate the complexities of
the NDIS.

“Carers have to do the hard yards to get support..." [17]

Some Aboriginal and Torres Strait Islander People are disin-
clined to seek help from mainstream disability services because
there is a preference for seeking help from within their own
community or fear that assistance will be accompanied by judge-
ment. A carer of an Aboriginal and Torres Strait Islander child
with a disability explained that:

“Black fellas are very sceptical of getting outside help. They'd rather go to
their own people and feel like they’re not judged...” [15]

Here, the key factor is that clients are empowered and
supported to choose their own service journey in a way that
aligns with their culture and values and which s
non- judgemental.

Perception of disability

With colonisation came a definition of disability which had pre-
viously been absent from Aboriginal culture. To have a disability
is to experience the absence of ability, yet this cannot be assumed
for all Aboriginal and Torres Strait Islander People. Within
Aboriginal communities, disability does not equate to a loss of
ability because it does not equal loss of kin or community. Being
Aboriginal is central to identity, rather than any loss or lack of
ability being dominant. In the author’s own words, King, Brough
[22] explain that “Losing a leg through diabetes is a physical hin-
drance, but if interaction with family, kin and community continues
there is no ‘disability”. Being Aboriginal often becomes an advan-
tage when considering disability because kin and culture share
the responsibility of caring.

“...there was an older guy...he would have been 25, 30 with an acquired
brain injury and it was just accepted in the community that he did certain
things. You know, that he cruised around, stayed at different places and
had little systems set up around the town for getting what he needed
through the day...” [21]
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Table 3. Summary of emerging concepts.

Third-order
constructs

Fourth-order constructs

Second-order constructs (original
themes)

Description of first- and second-order constructs

Source

History Matters

Acknowledgement of
harms and
wrongdoings

Cultural Understanding  Cultural

of Disability Care

Perception of

disability

Limitations to Current
Service Provision

Compromising

culture

Delivery of Effective
Services

Communication

matters

A history of mistrust

considerations

Access barriers

Linking services

History of colonisation

View of providers is a product of
prior experience
Historical inconsistency of services

Long-term effects of trauma

Changed diet and lifestyle
Recognising culture
Cultural competency

Need for non-judgemental care

Importance of kin and community

Western understanding of disability

Biomedical model

Connection to country

Intersection of identity and disability

Interorganisational communication

Cost of services

Pity and superiority of providers

Racism, stigma and prejudice

Conforming to Western definition of
disability

Time is perceived differently

Funding and policy requirements

Recounting my story

Information has not been passed on

A confusing system to navigate

Consultation is essential

The words you use, matter Lack of
respect
Clear communication

Sorry business

Culturally appropriate services
Need to listen to clients concerns
Rigid diagnostic criteria

Experiences of colonisation, the stolen
generation, and generational trauma still
influence client interactions with providers.
One negative experience can prevent future

engagement with service providers.

Services can be seen as tokenistic when only

short-term care is provided.

Providers need to understand the historical
influences on their clients perception of

services.

Colonisation coincided with changes to lifestyle

which contributed to disability.

Some Aboriginal and Torres Strait Islander people
do not trust others to care for their children.
Care of children is seen as the responsibility of

kin and family.

Carers have to navigate a complicated system to

access services.

Concern for confidentiality in small communities.
Some clients prefer to seek help from within

their own community.

Identity of being Aboriginal is foremost, being

disabled is secondary.

Indigenous concept of disability differs to

Western definition.

Community acts as protective factor to negative

experience of disability.

Connection to country supersedes disability.
Lack of communication between organisations

can hinder engagement.

Secondary costs to service engagement include

transport, childcare and respite.

Clients report that racism is recurring and
systemic rather than an isolated occurrence.

Despite efforts to educate providers, clients still
report experiences of stigma and stereotyped

prejudice.

Dissonance between the advice of medical

practitioners and Elders.

Providers need to be aware of cultural differences
and how they can accommodate these within

the parameters of existing policy and
regulations.

Continuous turnover of staff inhibits rapport with

clients.

Lack of consistent providers requires clients to
repeat their personal information multiple

times.

Clients report complex and difficult service

pathways

There is opportunity for services to be improved
by provision of a caseworker. Non-Aboriginal

providers would benefit from cultural
mentoring and training

Communication needs to be a two-way street.

Communication needs to be clear and culturally

appropriate.

There is dissonance between provider

expectations and client cultural needs.

Clients do not feel heard or listened to.
The language used by providers does not align
with Aboriginal cultural understanding of

disability.
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Figure 2. Conceptual framework for the provision of disability support services for indigenous Australians.

King, Brough [22] describe their interactions with Aboriginal
and Torres Strait Islanders with a disability, explaining that many
statements were reflective of “Indigenous first, disabled second".
One participant described how the experience of losing their
mobility was accompanied by a feeling of relief when they realised
they “could still go to Elders meetings because they [Elders] would
pick her up” [22]

The perception of disability as being different to that of west-
ern cultures is exemplified by reports that many Aboriginal and
Torres Strait Islander People do not identify themselves as having
a disability:

“we started travelling to remote and isolated Indigenous communities...
and they would say, ‘Oh look, we don’t have anyone here with a disability.
We would travel to that community anyway... over the course of a couple
of days, from a community that said it had no people with disabilities, we
saw about nine to ten people with various forms of disability in their homes."
[22]

However, if disability prevents a person from engaging with
kin and community, this loss is felt keenly and impacts on quality
of life.

“If people don’t have access [to the Lands], and if that's an access lost
because of physical disability, if it's a loss because you're tied to that dialysis
machine three times a week, if it's because you've got this big heart problem
and the clinic says you're too unstable to be back out on country, then it'’s
the loss of all that is significant for being Anangu.” [21]

This perception of disability creates a discourse between
Aboriginal and Torres Strait Islander clients and service providers
because to receive help requires the acknowledgement of a diag-
nosis and label that may not align to the clients’ cultural views.

Without a clinical diagnosis, providers may find it difficult to
deliver services within the biomedical model of care that is the
norm in Australia. This may be seen as another form of disem-
powerment that has impacted Aboriginal and Torres Strait Islander
People since colonisation and contributes to a reluctance to
engage with service providers.

Theme 3: Limitations to current service provision

Culture and perceptions of disability often create a barrier that
prevents Aboriginal and Torres Strait Islander People from seeking
help or accepting help offered by service providers. Or, where
help is accepted, Aboriginal and Torres Strait Islander People may
be required to compromise culture to conform to a medical model
of treatment that does not align with their values.

Access barriers

The complexities of modern care models can act as a barrier to
service access. Often, multiple organisations serve a similar pur-
pose with the overlapping scope of clients. This makes it difficult
for clients to know who to go to and when, and how to traverse
multiple service providers concurrently, particularly within the
NDIS model where clients are responsible for choosing the services
to suit their needs. Similarly, there is inadequate communication
between services that prevent a streamlined approach to the
client accessing appropriate services in a timely manner. If pro-
viders don’t have a detailed understanding of other services avail-
able in the area, it is unrealistic to expect clients to know this
information.
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“..if you're [a carer] in a very stressful situation and trying to find a service
and you've rung five and they've all said, “well, not us, do you want to try
them?” | mean you're going to give up.” [8]

It is commendable that within the reviewed studies, many ser-
vices available through the NDIS for clients with a disability do
not incur any costs for service access. However, it is the secondary
costs associated with accessing services that can act as a barrier.
For example, transport costs, childcare, and respite can become
so expensive that accessing care becomes unattainable.

“So yep, it doesn't help a lot of the families that have the younger kids and
that’s why - and I've always said that that’s why they don't get seen to the
right people because of the financial cost of that.” [6]

Despite ongoing efforts to educate providers and deliver clear,
culturally appropriate policies, some Aboriginal and Torres Strait
Islander clients experience stigma and stereotyped prejudice.

“Because I'm Aboriginal, like, it’s harder to get things done because half
the time ... doctors, hospitals, like, they look down on me, like because of
my color, yeah, the color of my skin and, like, they talk to me like | don't
know nothing ...” [15]

Stigma also extended to generalised negative attitudes includ-
ing reports of pity and superiority from providers, making clients
even more apprehensive about seeking ongoing support: “They
make you feel like they are doing you a favour by giving you
respite” [17]

The influence of negative past experience can erode trust and
make it difficult for providers to engage clients in future.
DiGiacomo, Delaney [17] report that some mothers express fear
of being held accountable for their child’s disability if they seek
help, preventing engagement with services and delaying treat-
ment. This is in the absence of high-risk behaviour such as drink-
ing alcohol, smoking, or illicit drug use:

“They [organisation staff] make you feel like you caused it [the disability]....
You could be an angel and they would still criticise you.” [17]

Conversely, clients report that there are insufficient services
and programs available, and some with extended wait periods.
The inconsistency among services causes further confusion and
contributes to a reputation of services being unreliable.

Compromising culture

Aboriginal and Torres Strait Islander People have a strong culture
of belonging to Community and connecting to Country. This is
exemplified by the perception of disability only having negative
connotations if it prevents engaging with Community. The hier-
archy of traditional Aboriginal communities gives great respect
to Elders who are looked to for guidance in many aspects of life.
However, this guidance does not always align with medical advice
nor does it always encourage engagement with disability services.
When a dissonance occurs between the advice of medical prac-
titioners and that coming from Elders, many parents or carers can
find themselves in a difficult position of choosing between culture
and care which can delay seeking diagnosis and treatment:

“Yeah, you let things slide. You just — it's not that you don’t want to put
the effort into it and go and sit around and take them out of school or
anything like that, it’s just you've got your elder saying to you, “No, they're
right. They're right. Don’t worry about it. They'll pick up in their own time,”
and sometimes they don't” [6]

It is important for providers to understand and recognise the
cultural compromise required by some Aboriginal and Torres Strait

Islander People in order to access services. It can be difficult to
align the needs of Aboriginal and Torres Strait Islander People
with government regulations and policy, however, providers
should endeavour to deliver a service that is culturally appropriate
where possible:

“We've got an environment that we're trying to deliver a service [within]
these parameters of “first world” doctrine. So, funding requirements, policy
requirements, legislative requirements etcetera but we’re working in an
environment where this community isn't mainstream... there’s a whole set
of other traditional and cultural parameters and structure to this commu-
nity.” [21]

For example, small acknowledgements in pursuit of delivering
culturally appropriate services can have great ramifications for
building trust and demonstrating respect:

“My culture is more time sensitive whereas [for] Indigenous [people], com-
munities and families [are] more important. The event is more important
than what time. | know ['ve offended Indigenous People because | only had
an hour that | delegated to be with them.” [21]

Theme 4: Delivery of effective services

A major factor affecting ongoing engagement of Aboriginal and
Torres Strait Islander People with disabilities with services is the
complexity of service structures and services received. If it is
difficult to identify and access the correct service, or if the expe-
rience is not constructive, then clients are less likely to continue
engaging with providers.

Linking services

The transitory nature of some provider positions causes a dis-
jointed experience for clients where they are continuously being
seen by new staff and where complex conditions are not being
managed effectively:

“One man [worker] has already written down my entire history... and
because of that | had the understanding that there would be some help
and things would improve, and | felt optimistic for a while. But nothing
happened.... | am always recounting my story to piranpa (whitefellas) who
come and ask me questions, asking if | need any help. But it never comes.”
[21]

This is reflected by service providers where high staff turnover
impedes communication with other organisations and with the
clients themselves. One service provider explains:

“When you go for meetings and there’s constantly new people, there is
those gaps, because information has not been passed on and you feel
you're just repeating yourself...” [24]

Providers similarly express frustration at a lack of communica-
tion and transparency between and within the service sector,
which leads to delays in diagnosis and treatment. One provider
expressed, “It shouldn't be this hard” [17] when referring to the
complexity of treatment pathways.

The ability of service providers to offer continuity of care is
essential to delivering an effective service, particularly for complex
cases. In some circumstances, this is an appropriate role for a
caseworker who can liaise with the client and assist them to
navigate the support service system.

“If they had someone that was there, a consistent go-to person that knew
their health journey, knew as they moved through the system, they
wouldn’t be starting each time they presented somewhere to reestablish
trust”. [8]



Consultation with Aboriginal communities and access to service
providers who are members of the Aboriginal community can
also help to overcome reluctance to engage with services. This
also provides non-Aboriginal providers with a cultural mentor to
improve their understanding of cultural considerations and cli-
ent needs.

Communication matters

Communication was identified multiple times as key to establish-
ing a relationship with Aboriginal and Torres Strait Islander clients
that would support engagement with services. Similarly, it was a
recurring factor for why clients became disengaged or were dis-
satisfied with a service. In some cases, this was simply due to
providers having a limited or inadequate understanding of culture
and client needs. Other times, it was unsuitable for the client due
to cultural factors that had not been considered or were incom-
patible with the suggested treatment model or the services
offered to Aboriginal and Torres Strait Islander clients were often
seen as tokenistic and unhelpful, described as “treat them and
street them kind of attitude where it’s like get them in, tick the boxes,
get them out” [7].

“Bureaucracy, and the confidentiality, and the lack of understanding of the
cultures here is a massive hurdle. [We need] more culturally appropriate
services, more understanding about what the demands are. [Workers] don't
know anything. [Workers] are like, “Why did you miss your dialysis?”
[Anangu] need to be [in their community] for that sorry [business] (funeral).
So, they’re going to miss two dialysis [sessions], but then they go to the
hospital, and they're just berated by nurses, “You're cheeky. You're naughty.
You missed.” [21]

Clients with a disability reported feeling like their concerns
were dismissed or no time was taken to explain the situation to
them. One client explained:

“.. it feels like everyone just keeps kicking, kicking, kicking, kicking! It's like,
Just let me try [to] get back up and try to get back on my feet; and it’s
hard ... | feel like no one listens to me when | go there to see them.” [25].

Clients also reported the affect miscommunication had
on them:

“l was confused that time. They just popped out of nowhere. | didn't know
they were coming. | was surprised and a little bit frightened ... When they
come | want a straight story from them that | can understand ... The missed
me with their words they were using. | rang up J...... and asked her who
they were. We didn’t know.” [26]

This was also reported by carers and parents of children with
a disability, as well as the fact that the duration of appointments
prescribed by the NDIS did not allow time for parents to ask ques-
tions or clarify their concerns. “They don't listen, they tell us.” [17].
Additionally, parents felt that practitioners rarely considered the
sociocultural context of the child’s disability and were more focused
on rigid diagnostic criteria. The language used by doctors did not
align with the parents cultural understanding of disability and so
the assessment was oftentimes misunderstood or unappreciated.

“It was months after she was diagnosed that | found out how
serious this was.” [17].

Conversely, an ongoing and consistent relationship with service
providers enables clients to build trust and confidence in the
services they receive. One carer talked about her mother needing
someone:

“.. who is really kind to her and will take her out...that’s when ... she
starts trusting that person. That’s when it builds up and she will say, ‘Hey,
you are a good person! | like you! | want to go out with you!” [21]
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Aboriginal and Torres Strait Islander clients were appreciative
when providers allowed time for questions and context, and those
who speak in a kind and respectful manner. Treatment plans also
need to acknowledge the impact of connection to Community
and prioritise this as an important management factor.

“We want kind people to come.... Friendly. Not just coming here and giving
a talk and then go. Useless. That's useless. No good.” [21]

Kind, respectful and informed communication was identified
as key to building trust and improving engagement with Aboriginal
and Torres Strait Islander clients.

Discussion

A consistent finding within each of the articles reviewed was that
disability services do not adequately consider the cultural needs
of Aboriginal and Torres Strait Islander People or communicate
in a culturally appropriate and considerate manner. This is con-
tributed to, in part, by an expectation that Aboriginal and Torres
Strait Islander People acknowledge their disability in alignment
with the western definition of disability in order to access ser-
vices [18].

Both the medical and the social model of disability are reflected
in Australian service provider models of care [11]. However, neither
theoretical model recognises specifically the unique experience
of Aboriginal and Torres Strait Islander People with a disability.
As an alternative to the traditional medical and social models of
disability, the cultural model affords an opportunity for definitions
of disability to acknowledge the importance of culture in influ-
encing client interactions with providers. While a precise descrip-
tion of the cultural model of disability has not yet been widely
adopted [27], it is broadly understood as the lived experience of
disability that both effects and is effected by the culture in which
it occurs [28].

An essential gap that must be filled in providing disability
services to Aboriginal and Torres Strait Islander People is the
acknowledgment of culture as a resolute influence on all client
interactions with providers. In relation specifically to Aboriginal
and Torres Strait Islander People, Avery [14] describes the cultural
model of disability as focusing on individual wellbeing via con-
nection with kin and community, rather than emphasising impair-
ment or debility.

The cultural model provides a template for acknowledging the
experiences of Aboriginal and Torres Strait Islander People who
engage with disability service providers as identified in this review,
including the history of colonisation [7,8,15,22], the importance
of connection to Land, kin and Community [17,21,23], having to
conform to a western definition of disability [22,25], and the role
of culturally appropriate communication in building trust and
rapport [24-26].

Research on the use of culturally guided models of care is
extremely limited, however early studies have found that carers
report more positive experiences with providers, more holistic
inclusion of family, and better quality of care for children with a
disability [15]. The National Aboriginal Community Controlled
Health Organisation (NACCHO) has been established in Australia
to promote and provide a holistic model of care within in the
primary healthcare system. However, caution is required in that
categorisation by culture can lead to the unintentional conse-
quence of stereotyping and bias, where providers focus exclusively
on the clients identification as Aboriginal and Torres Strait Islander
and overlook the experience of having a disability [15]. Further,
conflict exists between the consideration of culture and the
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staff-client model of support as it now stands. King, Brough [22]
acknowledge that to make accommodations for cultural ways of
interacting may compromise the structure of service provision in
a way that is difficult to reconcile with the Australian Government’s
principles of governance. A compromise must be found that allows
service providers to adopt a cultural model of care while main-
taining Australian standards and policy.

Applying this concept to the NDIS, the system is designed to
be customised to each individual’s needs which allows them to
seek appropriate care and assistance for their own requirements.
However, it can be difficult to have support initially approved due
to the complexity of the system and the labour-intensive process
of individual assessment. Research has categorically demonstrated
the disconnect in the engagement of Aboriginal and Torres Strait
Islander People with disability services, and a cultural model of
understanding disability could help to increase utilisation of ser-
vices. However, the theoretical framework for the cultural model
of care is significantly underdeveloped and merits further research.

Review limitations

This review reported on giving and receiving the provision of
services for people with disability from the perspective of multiple
shareholders, including clients, carers, parents and service provid-
ers. However, only a limited number of articles provided insight
directly from clients with a disability, compared to those who
interviewed parents, carers, and service providers. This may result
in a biased perspective that is not reflective of the direct client
experience. Furthermore, this review did not consider the expe-
riences of Aboriginal and Torres Strait Island People who experi-
ence disability but are not acknowledged as such, such as those
who experience communication barriers, complex mental health,
or brain injury excluded from NDIS eligibility.

Similarly, the articles reviewed were more heavily weighted
towards services provided for children compared to adults with
a disability. Further critique of literature regarding the provision
of services to Aboriginal and Torres Strait Island People who have
a disability should be conducted to distinguish between services
for children and services for adults. Expanding the search terms
of the review could include acquired disabilities, communication
disabilities, and brain injuries all of which access disability support
services. Similarly expanding the search to include grey literature
may uncover a wider variety of articles. This would provide valu-
able insight into how the needs and provisions required for chil-
dren differ from those required by adults and assist service
providers to consider the added complexity of coordinating with
parents and/or carers.

Conclusion

To sum up these reflections, the theoretical framework presented
here demands attention to the nature of building respectful rela-
tionships between Aboriginal and Torres Strait Islander clients
living with a disability to access support service providers. This
attention involves cultural understanding and lived experiences
of Aboriginal and Torres Strait Islander Peoples living with a dis-
ability and their carers’ cultural backgrounds and conscientiousness
of service providers that is arduous and intricate to engage and
navigate accessing such services. Much remains to be done in
constructing a comprehensive theoretical framework and identi-
fying the inherent complexities in engaging and navigating service
provision of Aboriginal and Torres Strait Islander People living

with a disability. Once we have established the extent to which
questions generated by interviewees have already been addressed
this theoretical framework could potentially be used to provide
more engaging service provision. We are hopeful that the current
findings and ongoing related work will have a real impact on
people living with a disability who is in need of improved and
effective service provisions.
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