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ABSTRACT ARTICLE HISTORY
While there is a well-developed body of literature in the health field Received 7 August 2022
that describes processes to implement research, there is a dearth of Accepted 22 January 2023
similar literature in the disability field of research involving complex
conditions. Moreover, the development of meaningful and Disability:
. S isability; knowledge
sustainable knowledge translation is now a_stand‘:ard component translation; Indigenous;
of the research process. Knowledge users, including community traumatic brain injury; family
members, service providers, and policy makers now call for violence
evidence-led meaningful activities to occur rapidly. In response,
this article presents a case study that explores the needs and
priorities of Aboriginal and Torres Strait Islander women in
Australia who have experienced a traumatic brain injury due to
family violence. Drawing on the work of Indigenous disability
scholars such as Gilroy, Avery and others, this article describes
the practical and conceptual methods used to transform research
to respond to the realities of community concerns and priorities,
cultural considerations and complex safety factors. This article
offers a unique perspective on how to increase research
relevance to knowledge users and enhance the quality of data
collection while also overcoming prolonged delays of knowledge
translation that can result from the research-production process.

KEYWORDS

Introduction

Compared with other Australians, Aboriginal and Torres Strait Islander peoples experi-
ence disproportionately higher rates of disability (Australian Bureau of Statistics, 2019).
A leading cause of disability for Aboriginal and Torres Strait Islander peoples is traumatic
brain injury (TBI) (Jamieson et al., 2008; Katzenellenbogen et al., 2018). Aboriginal and
Torres Strait Islander peoples with acquired TBI are in greater contact with the court and
prison systems and experience exponential barriers to safe, appropriate, and supportive
healthcare (Gilroy et al., 2016; Lakhani et al., 2017; Toccalino et al., 2022). The lived
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experiences of TBI for Indigenous peoples in settler colonial countries globally suggests
that the intersectionality of Indigeneity and TBI significantly compounds enduring layers
of discrimination (Gilroy et al., 2021). Aboriginal and Torres Strait Islander women are a
high-risk population for head injuries, mostly because of violence. For example, the rate
of head injury due to assault (1999-2005) among Aboriginal and Torres Strait Islander
women was 69 times compared with other Australian women (Jamieson et al., 2008).
It is therefore imperative that any research conducted in this area has a direct translation
impact to address the levels of violence experienced alongside service responsiveness and
safety for Aboriginal and Torres Strait Islander women (Fitts, Bird, et al., 2019). The
translation of research into practice in this area requires a rigorous body of knowledge
around cultural, methodological, and practical approaches that are both meaningful to
and respectful of Aboriginal and Torres Strait Islander women with a TBIL.

In this article, we present the collaborative procedure we followed when designing and
implementing a three-year multisite project focused on listening to and learning from the
experiences of Aboriginal and Torres Strait Islander women who have experienced a
head injury and/or are now diagnosed TBI because of family violence (Fitts et al.,
2023). Given the critical need for cultural responsiveness and safe service provision,
service providers and hospital staff who are responsible for providing care and support
services of relevance are also included. This article reflects on the research processes,
adaptations, and practices that were specifically required to incorporate an integrated,
community co- designed knowledge translation approach early in the research project.
The research partners and team decided to implement an educational knowledge-trans-
lation program as part of the initial data collection process. This strategy aimed to
increase participation of the intended research audience by improving local understand-
ings of the impact of TBI on Aboriginal and Torres Strait Islander women’s daily lives.

The invisibility of Indigenous women with disability: the necessity of
embedded knowledge-translation practices

As this article is drawing on the case example of women who experience TBI through
violence, we have incorporated the work of feminist disability scholars such as Salmon
(2011) as well as Stienstra and colleagues (2018) who have worked explicitly with Indi-
genous women in Canada on issues of violence and the (re)production of impairment as
an outcome. Salmon as well as Stienstra and colleagues begun by thinking through the
question, ‘What makes Indigenous women and girls with disabilities largely invisible
in Northern Canada and how do we, as researchers, work with them to amplify their
voices and share their stories and experiences’? This question is central to our research
project undertaken in Australia, given that disability arising from family violence is
rarely, if at all, recognised as a critical concern within family violence research. In fact,
as demonstrated in the existing data, acquired disability of all types — including TBI -
through gender-based violence remains invisible across frontline service and hospital
domains (Fitts et al., 2022).

In the broader context of this research, success in the knowledge-translation process
comes down to researcher capacity to practice deep and respectful listening to under-
stand the types and formats of content required for an embedded knowledge-translation
action plan that is meaningful for the participants. As Stienstra and colleagues (2018)
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suggested, when a group of people with specific needs are rendered invisible, their civic
entitlements remain unseen and unaddressed. But this question of invisibility can also
affect the relevance of research to its intended beneficiaries, making dialogue with par-
ticipants critical to the process of understanding what they want from the research
and what they want it to do. Listening is a crucial element in making the experiences
of research populations visible and translatable. Listening helps researchers to think
more carefully about the language they use to describe the issue that affects the popu-
lation involved in the research. It also provides control to the research population of
the research aims and direction so they can recast it in their own ways to achieve
greater impact and take up overall.

Listening is also critical to the work of culturally responsive research with culturally
and racially marginalised people. As Indigenous disability scholar Avery (2018)
argued, Western disability research is often subject to critique by Aboriginal and
Torres Strait Islander peoples for its tendency towards medicalisation in positioning
dis ability as defective and in need of Western therapeutic interventions, medicines,
and rehabilitation (Berghs et al., 2016; Rivas Velarde, 2018). As is now well established
within the Indigenous disability scholarship, there is no equivalent word in Aboriginal
and Torres Strait Islander languages for ‘disability’, and many Aboriginal and Torres
Strait Islander people living with disabilities also do not self-identify as having a ‘disabil-
ity’ (see Ariotti, 1999; Grant et al., 2014). For Aboriginal and Torres Strait Islander people
experiencing disability, the language of ‘disability’ can create significant barriers to their
research participation and engagement (Stienstra et al., 2018). First, Western notions of
disability carry significant stigma (Gilroy, Lincoln, et al., 2018). Many Aboriginal and
Torres Strait Islander peoples therefore avoid disability diagnoses and labels. For Abori-
ginal women, the concept of disability is also associated with the colonial practice of the
state removal of children deemed to have a disability or impairment from mothers and
families, which has resulted in loss of family, Country, law, and ceremonies (Ariotti,
1999).

A further failure of health research has been the reproduction of colonial ways of
doing knowledge translation (Estey et al., 2010; Smylie et al., 2014). The field of knowl-
edge translation is concerned with how to bridge the research/research-user divide
(Straus et al., 2009) and has been defined as the ‘exchange, synthesis and ethically-
sound application of knowledge — within a complex system of interactions among
researchers and users — to accelerate the capture of the benefits of research’ (Graham
et al., 2006). Historically, the act of research using a Western knowledge system is a
linear and objective process where the research team focuses their energies on knowl-
edge-translation activities as the final stage of the research journey once data collection
and analysis are completed. Indigenous scholars such as Smylie and colleagues (2004)
suggested Indigenous knowledge systems are at odds with a Western approach, as the
former are ecologic, holistic, and relational. As Indigenous scholar-practitioner
Dowling (2022) outlined, the knowledge translation-research nexus can disrupt the con-
tinuity of past injustices in present-day policymaking. It can also actively facilitate Indi-
genous rights in policymaking processes and outcomes with research take-up.

A variety of research models and frameworks have emerged in Australia and similar
settler colonial nations such as Canada to reorient the ways research and knowledge
translation are conducted (Dew & Boydell, 2017; Vargas et al., 2022). Similarities
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among the approaches include recognition of the time necessary to build sustainable and
trusting partnerships between researchers and the community research partners from the
outset; a focus on the co-creation, co-design, and co-production of essential research
components and processes, rather than merely labelling research activities for each
stage; centring collaborative research orientations from the point of research conceptu-
alisation as the core ethical value of practice to inform the overall design; and adapting
and adjusting the research parameters, particularly when in the field, including allowing
for additional time and financial investment required to complete the work in line with
community partner expectations (Nguyen et al., 2020).

Indigenous disability scholars such as Gilroy and McEntyre, as well as community-
controlled organisations, have outlined the decolonising methodological approaches
they have used to strengthen cultural sensitivity, legitimacy, and responsiveness within
their work (Gilroy, Lincoln, et al, 2018; McEntyre et al., 2019). Some examples
include flexibility in data collection (e.g., continuing data collection until all members
of a community who wish to participate have been interviewed, rather than stopping
at data saturation, as well as the employment of local Aboriginal community members
who can act as interlocutors or brokers for participant recruitment and feedback on
the conduct of the research project as well as draft versions of resources and research
findings. In other examples, local art and resources have been commissioned to increase
connection and relevancy of the project to communities and as tools to elevate the voices
of Aboriginal and Torres Strait Islander peoples living with disability (Bohanna et al.,
2019; Gilroy, Dew, et al., 2018). As discussed in the following sections, we map the
knowledge translation practices co-designed early with our partners to ensure that
Aboriginal and Torres Strait Islander women were actively engaging through learning
about the lived implications of TBI from the outset of the fieldwork

A case study on acquired disability through TBI as an outcome of violence

In Western medicine, TBI is defined as damage to, or alteration of brain function due to a
blow or force to the head (Menon et al., 2010). As a subset of acquired brain injury, TBI
can consist of various short- and long-term cognitive impacts as well as psychological
and physical consequences. Disabilities resulting from a TBI depend on the severity
and location of the injury. Some common changes can include memory loss, difficulty
with motivation, limited insight, sensory and perceptual problems, fatigue and sleep
difficulties, as well as mood changes and anxiety (Baxter & Hellewell, 2019).

To explore the topic in-depth, the following participant cohorts were invited to par-
ticipate in the project: (1) Aboriginal and Torres Strait Islander women (aged 18+) with
lived experience of head injuries or diagnosed TBI as an outcome of family violence; (2)
family members and carers of women with head injuries or diagnosed TBI as an outcome
of family violence; (3) hospital staff; and (4) service providers including family violence,
health, housing and crisis accommodation, social, disability, mental health, and legal
sectors, as well as local community groups. Meeting and field-trip notes and interview
data were used to map the changes to the study design to respond to feedback from
the knowledge holders, including community Elders and leaders, community group
members (including women’s groups), and the service-provider workforce.
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The project team consisted of three Aboriginal and three non-Indigenous research
team members. Aboriginal team members had a background in advocacy and research
roles as well as legal and family violence service provision. One Aboriginal team
member was a traditional owner in one project location. In the other project location,
one Aboriginal team member had extended family relationships. Non-Indigenous
team members had a background in health and disability research as well as health-
service provision. Some members of the team also had lived experience of family vio-
lence. Four members of the research team had previously collaborated on TBI and dis-
ability research projects with Aboriginal and Torres Strait Islander peoples across
Northern Australia (Fitts, Bird, et al., 2019; Fitts, Condon, et al., 2019; Soldatic & Fitts,
2020; Townsend et al., 2019), which included one project location within the current
project (Fitts et al., 2023). The project was also guided by an advisory group that con-
sisted mainly of Aboriginal women from service providers and advocacy services.

To achieve a broader understanding of the diversity of lived experience, the project
targeted three different locations (urban, regional, and remote) across the Australian jur-
isdictions of Queensland, Northern Territory, and New South Wales. One project team
member is based at a national brain injury organisation (referred to as ‘the partner organ-
isation’). The partner organisation is Australia’s peak organisation for the advocacy of
people with brain injury. The partner organisation provides specialist support services
for people living with brain injury, delivers community and service provider TBI edu-
cation and training, and participates in targeted research activities.

As presented in the next section, our implementation and data-collection activities
add compelling evidence of how two-way learning and knowledge feedback loops
created a dynamic environment tailored to the needs of the Aboriginal and Torres
Strait Islander communities the research was meant to serve. Our collaborative knowl-
edge-translation approach generated critical dialogue with research participants about
the complex and sensitive issue of living with impairment and disability, as well as the
research process itself and its educational purpose.

Redistribution of the power dynamics between knowledge holders and
researchers

Over six months, the research team met with community Elders and members of com-
munity groups, service providers, and hospital staft to collect feedback about the research
objectives and methodology. The project originally included a longitudinal study to
connect the research team with Aboriginal and Torres Strait Islander women, aged 18
to 45 years, who presented to hospital with a TBI through family violence (stream 1,
Figure 1). It also included a community-based recruitment approach with women in
the community who have attended hospital following violence and were diagnosed
TBI within the last 12 months (stream 2, Figure 1). The initial recruitment pathways
had to be rethought considering the six barriers identified by community members
and service providers that impact women’s access to healthcare services (see amendments
1-3, Figure 1). First, health professionals at a hospital might not inform women who
present to the hospital that they have experienced a TBI. Second, the treating medical
team might not order the tests required to diagnose TBI. Third, these presentations
might be entered into patient information and record systems as ‘domestic violence’,
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Original participant eligibility criteria for hospital study

Project aim:
To understand
how women
negotiate the
Jjourney from
hospital back
to community

‘Stream 1. Hospital setting: Aboriginal ecruitment: A patient would be identified as meeting the project criteria by*l)*ml collection: Participants
and/or Torres Strait Islander women an allied health staff member. A project team member would then liaise with would take part in a longitudinal
presenting to hospital following a traumatic [ the hospital staff member to nominate a time to visit the patient. Together study. Participants would

head injury (TBI); aged 18 and 45; with with an Indigenous Hospital Liaison Officer, a project team member complete an interview at the time
either i) a loss of conscious (any duration), || approaches the patient to explain the study. The patient consents or declines of discharge and at 3 months and
or, ii) post traumatic amnesia for >24 {o participate in the project. 6 months post-hospital discharge.

and home
after Stream 2. Community setting: Aboriginal and/or Recruitment: A notification would be received by a project team member Data collection:
hospitalisation || Torres Strait Islander women, aged 18 - 45, who from a service provider that there is a client that meets all the eligibility Community-based
due to have attended hospital following violence within criteria and has consented to meet with the project team member. The participants will take part in
traumatic the last 12 months and are now living with a project team member would organise a time to meet with the client. The an interview or focus group
brain injury diagnosed traumatic head injury. client consents or declines to participate in the project. discussion at one timepoint.
Changes to the eligibility criteria and recruitment process
Amendment 1
Amendment 3 Amendment 5
Amendment 2 . Amendment 4
‘Women may not attend " " TBLcaiication
hospital following a head Patients are navigating hospital ge Thngs clange Hospital processes and resources are
injury environment and safety risks «  Stories and barriers to identifying women *  While service provider
. i s g experiences of . staff had completed a
(::;gmal lcmznza in " N }Nomez recruneq thrhougt_x stream women aged 45+ are WOEen mh(:l prelsem lo:osdp!!a.l may range of training and
streams 1 and 2 wou may be managing housing, equally important to not be told they have a head injury. education, none had
not collect stories from family and safety worries and collect The tests required to diagnose traumatic completed TBI
wt':)r:;ndv;‘ho hizz;'le nrol may not ha;e iapacny t(:i pm}\"lde o Itis culturally 'l]y;am injury may also nol';Je co:]\piie{ed. education
2 el he ospital o consent and take part under these appropriate to have hese presentations may be entered into ||+ Community members
4 e;l ca;e. i circumstances Slderonten shate pal‘ljnl lnfgma.xtlfn anvd rgc}?rd systen)s said there was little
mendments: mendments: i experienioas asf i m;gspc viol fnce 3 \:{n bnq mention awareiess aboitRarms
ing . i first. Younger Olheac in)ury or:trafmatic: biain yury violence can cause the
Removal of attending Recruit women from et creating challenges to identify women brain
hospital following a head community-based settings only womenmaythen; who fit the criteria of traumatic brain
injury for stream 2 (stream 2) have the opportunity ini Amendment:
criteria + Remove the 12-month timef to provide their Ht
SINOVEiile J==MON HineTamme: . *  Hospital resources to support consent Education outreach
Women who self-report for when women sustained their g(lzenences process with women may not be Seipas Witk vides
ienci ini s i6 bia @ ler women ma; s h . °
experiencing head injury head injury or traumatic brain omen may available in the regional and remote resources were
due to violence and are injury now be living free hospitals, delivered to
currently engaged witha || + A flexible timeframe may fwdm ¥lclente Amendment: community members,
service provider (e.g support the recruitment of Amendment; and groups and service
Ic;gna:)edr;:?;:g ::alth) g :vhol_are - ]]lvmg] + Womenaged 18+ . ﬂoslp\:;l staff and e providers prior to data
be recru } violent-free lives and have less can particiate inhe (including womens groups) added as elostion
participate in the project risks participating in this project project participant cohorts

Figure 1. Original design of the study and amendments.

with no reference to head injury or TBI - this can hinder participant recruitment in iden-
tifying women who fit the criteria of TBI. Fourth, the hospital might not have the
resources to ensure that women experiencing family violence indicate informed
consent to participate in the research. Fifth, women who present to hospital following
family violence contend with a range of urgent needs requiring support, including the
need for safe housing for themselves and their children (Cripps & Adams, 2014).
Sixth, women might not present to hospitals for healthcare following violence as they
face several dilemmas accessing healthcare or reporting violence to police. If women
report violence, this can put them at high-risk of experiencing further violence. The
work of Aboriginal scholars such as Langton and colleagues (2020) as well as Cripps
and Adams (2014) also showed that Aboriginal and Torres Strait Islander women
decide not to access healthcare following violence due to a fear of greater contact with
police and potential child removal. This feedback from service providers shifted the
research focus beyond hospitals, with the recognition that women do not follow a
linear process of accessing hospital care, getting a diagnostic assessment, and moving
onto recovery and rehabilitation. The project design was therefore amended to include
additional target participants sourced from community groups (including women’s
groups) and hospital staff (see amendment 4, Figure 1).

The age range targeted in the original project design for women presenting to hospital
with a TBI following violence reflected the high rates of family violence and head injuries
experienced by women in that age category. The reshaping of the project to adopt a
broader age inclusion (aged 18+) came from knowledge holders’ comments that the
project might benefit from older women (aged 40+) who were no longer in but had pre-
viously experienced violent relationships. Some older women were in a safer position to
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participate in the project and could provide valuable information about their experiences.
Older people have intersecting central roles, responsibilities, and occupation in the com-
munity, including as mentors and caretakers of cultural knowledge.

Reframing the narrative of Aboriginal and Torres Strait Islander women
who experience violence

The project commissioned artwork at each project location to reflect and celebrate the
powerful presence and influence of Aboriginal and Torres Strait Islander women in
families and communities (see Figure 2). The intention of these artworks was to
improve relatability through the storytelling of local Aboriginal and Torres Strait Islander
women to symbolise the strength and resilience of women and the importance of healing.
The artworks are layered and textured, speaking to the rich diversity of culture, heritage,
and histories.

Importantly, the work of the women artists symbolised the purpose and intent of
the research in a manner that demonstrated cultural respect and understanding. By
commissioning local women artists, the research team sought to articulate to local
potential Aboriginal and Torres Strait Islander women participants that they had
given an extensive commitment - of both time and resources - to learn about local
women’s experiences and include, from the outset, the narratives of local women
who had experienced, either directly or indirectly, the impact of family violence on
their communities. Importantly, it enabled the research team to demonstrate to poten-
tial Aboriginal and Torres Strait Islander women participants that their stories of
family violence, TBI, and where possible, recovery, were considered important to

\9}3; ;
-2

o~
[

Figure 2. Michelle Tyhuis, 2022. Strong Women, Strong Culture, Strong Families.
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build broader responsive service systems for future generations of Aboriginal and
Torres Strait Islander women.

Research feedback loops - increasing validity and legibility of the project

Within the implementation meetings, the research team received consistent comments
from community leaders and community members about low levels of knowledge and
recognition of the long-term injuries and damage to the brain from family violence.
As one community group member commented, ‘We didn’t know about this brain
injury’. To increase knowledge access, education outreach sessions were held with com-
munity organisations and service providers without formalised data collection to
respond to community leaders’ recommendation about wider delivery of the education:
‘(It’s] important for [the] community to know - have awareness about it — brain damage
and DV [domestic violence]’ (community group member).

Low levels of knowledge and training regarding TBI was also across government and
community-controlled service sectors in combination with community leaders. While
service providers had invested in their workforce, completing a range of training and
education, none of the service providers involved with the project had completed TBI
education

We have training about a lot of different things, but training around how to help people with
an acquired or a traumatic brain injury is not something I've come across in this space, in
this case management space, [in contrast to] trauma-informed care person, [and] client-
centred practice, that sort of training. We get ADD [attention-deficit disorder] workshops,
we get domestic and family violence workshops, disability support workshops, but nothing
around brain injury (community-based service provider).

As described in Figure 1 (amendment 2), the research team adapted the recruitment
pathway for women with lived experience of TBI acquired through violence. In response
to feedback collected during project implementation, community-based service provi-
ders became the primary pathways to identify women who met the project criteria, con-
necting them with the research team. Education outreach was critical to support a
selection of service providers with this new role. Service-provider professionals viewed
the outreach sessions as a method for building staff confidence on the topic and provid-
ing staff with the language required to explain the project to their clients who fit the
project criteria:

This training would be helpful because we aren’t a health service. We have information
about women who have been to hospital and diagnosed with a brain injury, but we aren’t
medically trained, we’re lawyers. So, this will help us identify women who fit the criteria
and have these conversations with them, to explain the project and why it’s happening
(community-based service provider).

Disrupting the linear process of knowledge translation: implementing
knowledge translation into research design

Education outreach sessions were delivered by two Aboriginal and Torres Strait Islander
educators. The education was an existing resource the partner organisation had
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devel- oped for Aboriginal and Torres Strait communities and services providers
working in regional and remote locations. Among the topics covered were the psycho-
logical, behavioural, and cognitive challenges that can occur with acquired brain injury
and how other health conditions can display similar symptoms (e.g., mental health con-
ditions). The facilitators drew on real case examples from work the partner organis-
ation had done with Aboriginal and Torres Strait Islander peoples with acquired
brain injuries in communities as well as in the court and prison systems. The education
sessions appeared to provide community members with greater confidence to share
information and stories of women they knew who had experienced head injuries
through family violence:

[The education outreach session] was raising awareness. We see women who had this
happen to them. They don’t recognise who you are, are forgetting things. They get
moody and upset with noises (elder and community-based service provider).

Another community-group member commented that information from the sessions
would be circulated more widely to family members: ‘We can take this information
home and share it with other people about the signs to look out for, if someone has
had a brain injury’ (community group member). Community members also provided
recommendations to advance this work. One was a greater focus on prevention of TBI
through educating young people about the lasting harm caused to the brain from
family violence: “The education sessions should be developed for the schools, teaching
young people about healthy relationships and the lifelong injury you can cause
someone’ (community group member).

The contextual relevance of the content was critical to community groups and service
providers to gain the benefits of the education and translate the knowledge into practice:

I think it’s always difficult finding training that’s contextually relevant as well, because some
of these trainings like I said before, we might be working in line with best practice, but if best
practice is to take someone to ED [emergency department] immediately, what does that look
like in a remote community? So sometimes it’s a bit hard finding, I guess adapting those
trainings to our context (community-based service provider).

There were critical moments of acknowledgement by workforce staff of what their clients
have experienced with a brain injury. Community-based service providers recognised the
need for greater upskilling and training related to TBI to have a more in-depth under-
standing of how their clients experience and live with TBI:

This really is an area that, I think, there’s just maturity and skills to be built for us and to be
able to believe, just for us to recognise what’s happening for them. Because, I think, everyone
that works here believes [it is] happening and it’s very real for some women, where to go in
terms of the support that we can provide. I think, it’s really good to do this type of training.
Because also with the barriers, that in itself is a barrier for women, right, because they’re not,
the service providers aren’t fully understanding what’s happening to them (community-
based service provider).

Within this knowledge-translation process, service providers identified gaps in their own
service provision, requesting further information on initial screening questions to collect
information about TBI in a safe and respectful manner as well as on appropriate referral
pathways:
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[It would be good] if we could have a few key questions, with how we broach the conversa-
tion with our clients in a way that is appropriate, because we screen for violence but we don’t
screen for brain injury (community-based member).

The connection of the research project with these services also enabled the partner organ-
isation to share with them other strategies and initiatives they were working on in the
community and in the justice system.

Experts through experience: the power of digital stories

Augmenting the education outreach sessions were digital storytelling resources of people
sharing their personal journeys of TBI. The video was a part of a suite of resources
(including patient and carer booklets) developed under a previous research project on
the experiences of Aboriginal and Torres Strait Islander peoples transitioning from hos-
pital to home (Bohanna et al., 2019). The primary video presented in the education out-
reach sessions was inspired by the experiences of an Aboriginal woman (the ‘storyteller’)
who has sustained a violence-related TBI. Still images selected from the storyteller’s per-
sonal collection were used in combination with filmed footage in a location selected by
the storyteller.

Education outreach where stories were shared created ‘teachability’ opportunities
(Stenhouse & Tait, 2014), allowing information and knowledge to be shared across
time and space. These opportunities offered the individuals who attended a deeper
understanding of the experience of TBI and how someone navigates the challenges
and opportunities of rebuilding their identity

‘Twas a go getter’. And she still is, how awesome is that. Wow ... she had to learn to walk and
talk again. She is such a strong woman, resilient to have worked so hard to get control back
in her life. You wouldn’t think that when you see her (community-based service provider).

Service providers spoke further about the assumptions made about their clients’ beha-
viours. They noted that signs and symptoms of a TBI could be misattributed by staff
to a mental health condition or long-term alcohol misuse:

As a service provider, you think, why did I not think about this earlier? Now that we are
having this conversation, I can think of a few clients, one in particular who we thought
had mental health issues and also had a long history of AOD [alcohol and other drugs],
but it is likely that she was experiencing a brain injury after the years of violence she had
suffered. But we didn’t pick that up when we were working with her (community-based
service provider).

The digital storytelling also enhanced the quality of the data by giving service providers
and community group members the language to talk about TBI. Community group
members and service providers were able to share their experiences of living with TBI
or caring for someone with the injury as either a family member, carer, or clinician,
by drawing on the terminology and concepts from the stories shared in the video. The
digital storytelling led to greater depth and quality of their responses. Community
group members and service providers spoke of the common cognitive changes their
clients with long-term and repeated head-injury histories had, including memory
difficulties and retention of new information:
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As she said on the video, you forget your appointments. When we think about women
missing their appointments, it can be seen that they don’t care about their health or attend-
ing appointments for their kids. It is because they can’t retain the information (community-
based service provider).

The research team shared the links to all the videos after the education outreach. This
disseminated knowledges that could be self-guided, incorporated into training and pro-
grams, viewed multiple times, and shared more widely with clients and the general
community.

Concluding discussion

This article has presented an overview of the implementation of a project designed to
understand the needs and priorities of Aboriginal and Torres Strait Islander women
with head injuries (or diagnosed TBI) as an outcome of family violence in one regional
and one remote location in Australia. Drawing on the principles of co-creation in the
design of the essential research components (Nguyen et al., 2020; Vargas et al., 2022),
the processes followed in this case study highlight how two-way knowledge-sharing
can flatten power differences and integrate decolonising social-care approaches into rig-
orous research praxis (Gilroy, Lincoln, et al., 2018). Indigenous scholars, such as Gilroy,
describe the importance of decolonising disability research to lead to meaningful out-
comes for knowledge users and their communities, starting with dissolving of the privi-
leged position of colonial power and control (Gilroy, Dew, et al., 2018). The dynamic use
of community knowledge feedback loops within the participation criteria and recruit-
ment environment provided a means of autonomous self-representation for Aboriginal
and Torres Strait Islander women who had experienced TBI following family violence.
These community knowledge feedback loops transformed the research process at
every stage of its design. The feedback loops responded to the realities of community pri-
orities and concerns, cultural considerations and complex safety factors that were par-
ticularly racialised for Aboriginal and Torres Strait Islander women, children and their
communities with present settler colonial governance (Ariotti, 1999; Avery, 2018).

The ‘blending’ of the conceptual elements in knowledge translation, together with the
practical steps described within collaborative approaches to research (Dew & Boydell,
2017; Nguyen et al., 2020; Vargas et al., 2022) achieved a rigorous and engaged two-
way exchange. Both knowledge holders and research knowers were viewed as possessing
relevant and complementary expertise in the subject matter. These non-linear activities
responded to feedback from knowledge users (community members, community groups,
and service providers) while ensuring participants had a baseline understanding of TBI.
The education outreach and video resources together with data collection ultimately
improved research relevance to knowledge users and led to rich insights for all those
involved with the research. Such an approach overcame the limitations of research out-
comes where knowledge users find themselves challenged to apply research findings in
their day-to-day lives. This approach also circumvented the lengthy delays typically
associated with research that seeks to transform policies, public awareness and service
provision. Bringing education directly to service providers removed some of geographi-
cal distance and resource pressures that are well-described barriers for restricting access
to continuing professional development for regional and remote health professionals.
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Outside the relationships between the knowledge holders (community and service
providers) and the research team, the established relationships within the project team
were equally critical to the dynamic nature of the project. Established relationships of
trust between a diverse range of project partners (academics, service providers, and advo-
cates) leveraged the project’s capacity to collect feedback from multiple field sites (hos-
pital, community, and service providers) on the methodology as initially conceptualised
and to respond rapidly to that feedback through making adjustments (McEntyre et al.,
2019). The project team drew on their experiences in co-creating resources with Abori-
ginal and Torres Strait Islander peoples and communities living with TBI as well as
acquired brain injury more broadly (Bohanna et al., 2019).

Returning to the work of Stenhouse and Tait (2014), education through the retelling
of the recovery journey provided an opportunity for service providers to look beyond
the changes that can occur cognitively, psychologically, and behaviourally with TBI.
The storytelling component in the education outreach workshops and the video
resources supported the dismantling of the biomedical model or impairment-based
view of the injury, which has persisted in disability research for decades with Aborigi-
nal and Torres Strait Islander peoples (Avery, 2018). Moving away from that model
where TBI is thought of as a deficit that requires ‘fixing’, sharing stories moved the
audience to consider individuals’ hopes and desires alongside the complex emotions
of grief and loss in their narratives of self-discovery. The rebuilding of a new life in
language and terminology that is familiar to the audience - rather than, say, the dispas-
sionate and alienating technical language typically used in medicine - is what enables
the making of meaning for the realisation of rights in real-world policy making and
everyday practices.

Finally, disability within Aboriginal and Torres Strait Islander communities is a con-
tentious issue for data collection. This is chiefly because this terminology often has
different cultural interpretations contingent on local Aboriginal and Torres Strait
Islander knowledge systems. In the Australian context, the construct of ‘disability’ —
with its emphasis on deficit and dysfunction — does not resonate with, nor is accepted
within some Aboriginal and Torres Strait Islander communities (Ariotti, 1999; Grant
et al., 2014). Aboriginal and Torres Strait Islander womens’ differential and embodied
cultural knowledges of injury and chronic conditions can create opportunities to open
out and expand practices of disability rights realisation in ways that consolidate Indigen-
ous rights as enshrined within the United Nations Declaration on the Rights of Indigen-
ous Peoples (2007). The incorporation of disability rights, such as the right to respect
home and the family (United Nations Convention on the Rights of Persons with Disabil-
ities, 2006), as enshrined in international law, can strengthen Indigenous peoples’ claims
for social justice. Indigenous peoples’ ongoing claims for rights — such as the right to
economic security and self-determination and the right to sustained social programming
that realises improvements in everyday living conditions and overall quality of life - are
grounded in Indigenous relationships of family, home, and kin. Through comprehensive
knowledge translation, this research project gave meaning to the individual experience of
family violence and TBI for Aboriginal and Torres Strait Islander women and, more
importantly, critically informed essential service workers who ultimately have the
power either to reinforce or actively remove Aboriginal and Torres Strait Islander
women’s rights to family and home for the years ahead post TBI.
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