A ‘Wellbeing Framework’ for Aboriginal and Torres Strait Islander peoples
living with chronic disease
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Background
Chronic diseases disproportionately affect Aboriginal and Torres Strait Islander peoples in comparison
to non-Indigenous Australians, and are responsible for up to 80% of the life expectancy gap between
1,2
these two populations. While accessible, affordable and acceptable comprehensive primary
healthcare is vital for preventing and managing chronic diseases, Aboriginal and Torres Strait Islander
3,4
people’s access to appropriate care is often limited.
This study sought to improve the accessibility and acceptability of primary healthcare services by
developing a framework for delivering care in a way that reflects Aboriginal and Torres Strait Islander
people’s needs, values and priorities – including the important roles of family, community, culture,
spirituality and connections to Country. As chronic diseases are so pervasive and often affect multiple
generations within many Aboriginal and Torres Strait Islander communities, this approach to primary
healthcare also seeks to support people’s wellbeing and quality of life rather than only focusing on
mechanisms for treating or managing illness.

Developing the Wellbeing Framework—unique insights and both-way learning
The Wellbeing Study was undertaken between June 2013 and December 2014. The research team
initially consisted of three Aboriginal and three non-Indigenous researchers, but by the end of the
study became a collaborative team of 19, with the addition of 13 Aboriginal and Torres Strait Islander
Research Fellows during Stage Three. Focusing on the activities involved in Stage Three, this paper
provides unique insights into how the Wellbeing Framework was developed and reflects on the value
of both-way learning within collaborative research projects. It seeks to provide practical examples and
recommendations regarding effective research with Aboriginal and Torres Strait Islander collaborators
and participants.
‘Both-way’ (or ‘two-way’) learning is a pedagogical concept that recognises all participants as both
5
teachers and learners. While usually referring to educational settings at the cultural interface
6
between dominant and marginalised groups , within our study we use the term both-way learning to
refer to mutual learning opportunities not just between the ‘core researchers’ and ‘Aboriginal
Research Fellows’, but also between each individual member of the team. Aboriginal and Torres Strait
Islander cultures are very diverse and never homogeneous, so all contributions were unique, of equal
value and recognised as opportunities for all team members to learn. In a similar way, by recognising
the research participants as experts, opportunities for both-way learning also arose during the
fieldwork for this study.

Stages One and Two—reviewing and synthesising previous information
The Wellbeing Study involved three integrated stages (Figure 1). While the first two stages will be
described briefly, the majority of this paper focuses on Stage Three consultation with community
members and healthcare providers.
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Figure 1

Three Stages of the Wellbeing Study

Guided by a National Reference Group

Leading to Future
Work including:
• Developing
Resources
• Constructing
Evaluation Tools
• Further
Consultation
• Localising the
Model
• Piloting the
Model

The Wellbeing Study was guided by a National Reference Group, made up of Aboriginal and Torres
Strait Islander community members and Elders, as well as representatives from Commonwealth and
State/Territory governments, non-government organisations, Commonwealth- and State/Territorybased Aboriginal Community Controlled Health Services and peak bodies and, importantly,
representatives from a number of healthcare services. These healthcare service representatives were
particularly important for the development of the collaborative research team in Stage Three.
Briefly, Stage One involved learning from the past by reviewing published academic and ‘grey’
literature in order to capture both formal and informal knowledge regarding the ways that primary
healthcare services might support the wellbeing of Aboriginal and Torres Strait Islander peoples.
Stage Two involved synthesising the information collected during Stage One to identify possible
‘principles’ that could be included in a Wellbeing Framework. The initial synthesis was reviewed by the
National Reference Group prior to undertaking Stage Three consultations, but the synthesised
material was actively reshaped by the collaborative team during the first workshop of Stage Three,
which is described below.

Stage Three—consultation with healthcare providers and community members
The purpose of Stage Three was to review the emerging principles and organise them into a
framework of essential components that could guide primary healthcare services to support the
wellbeing of Aboriginal and Torres Strait Islander peoples living with chronic disease. This
consultation phase was designed to be primarily facilitated by selected frontline healthcare staff within
participating Aboriginal Community Controlled Health Services – who were brought onto the study as
Research Fellows – with the support of core research staff. All of the Research Fellows had
experience providing care to Aboriginal and Torres Strait Islander people with chronic diseases.
It was envisioned that the Research Fellows would recruit healthcare providers and community
members from within their services to participate in the study, then co-facilitate interviews and focus
groups with these research participants. While many studies have utilised staff to broker relationships
and recruit participants, our study was designed to develop the research skills of the Research
Fellows so that they could lead not only the data collection (interviews and focus groups), but also be
actively involved in the analysis and interpretation of the resulting data and the shaping of the final
Wellbeing Framework. In this way, our study was developed by and for Aboriginal and Torres Strait
Islander people, ensuring its relevance and appropriateness for diverse groups and communities.
Stage Three will be described in five aspects, with recommendations from each.
1. Recruiting Research Fellows
Core research staff visited a number of healthcare services between June and August 2014 to
present the methods and objectives for Stage Three of the Wellbeing Study and to discuss the
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expectations of and implications for healthcare services and Research Fellows should they agree to
participate. In total, seven Aboriginal Community Controlled Health Services from South Australia,
Western Australia, Northern Territory, Queensland, New South Wales, and Australian Capital Territory
agreed to be involved. Each of these services nominated one or two healthcare staff members to take
up a Research Fellow position.
Most often the study design was presented to Boards of Management or Senior Managers, but
several services encouraged potential Research Fellows to attend as well. It was noted upon
reflection that Research Fellows who were invited to the initial presentations by the core research
team had clearer expectations and understanding of the study than those who were nominated by
their organisations without this more detailed exposure. The latter occurred for any number of valid
reasons, but our study recommends presenting research studies to potential Research Fellows
and their direct line managers prior to engaging healthcare services whenever possible.
2. Workshop One – Qualitative Research Skills & Refining the Consultation Question
The purpose of Workshop One, which was held in late August 2014, was to familiarise the Research
Fellows with the study, to refine the proposed principles into a manageable format for consultation
(see Appendix 1), and to build practical research skills to ensure the Research Fellows felt
comfortable to lead the facilitation of data collection within their healthcare services.
Two examples from Workshop One illustrate how the group quickly began to form into a truly
collaborative research team, a strong basis for both-way learning: (1) consistently non-hierarchical
interactions within the group of Research Fellows, despite diverse roles and expertise, and (2)
utilisation of Aboriginal-only space to recalibrate the pace and focus of the workshop.
First, given the diversity of the roles and expertise within the research team, it was perhaps surprising
that all of the Research Fellows met as equals, and that opportunities for both-way learning
manifested very early on. This was in part because, as well as being accommodated in the same
hotel, the group met at a social gathering the evening before the workshop began. This allowed all of
the team to acquaint informally, and also gave the Research Fellows a chance to learn about each
other’s professional and personal roles within their communities. These informal discussions not only
clarified each person’s role within their health service and community, but also highlighted the value of
the unique and varied perspectives within the group. Thus, even before the workshop began, the
Research Fellows recognised the potential for the group to learn from each other’s experiences and
that each participant had things that they could teach one another.
Figure 2

Workshop One – Qualitative Research Skills
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Second, the team found that providing opportunities for Aboriginal-only space allowed the group time
and space to discuss different understandings and interpretations of what the workshop was about
and to check in on how each other was feeling about how the workshop was progressing. In this way,
a collective voice was established, which allowed any issues to be raised as a group without
individuals feeling isolated or singled out. As a result, the team as a whole became a safe space in
which all participants were able to guide the direction and pace of the study.
Our study recommends facilitating respectful, non-hierarchical interactions within
collaborative research teams, and utilising Aboriginal-only space whenever necessary.
3. Data Collection – Community Members & Healthcare Providers
Data collection involved face-to-face, semi-structured interviews with Aboriginal and Torres Strait
Islander community members and healthcare providers, either one-on-one or within small groups.
Participants were invited to consider the draft principles (see Appendix 1), and to suggest ways in
which these could be improved. The interviews were primarily facilitated by Research Fellows, with
on-site support from members of the core research team as required. In most cases the interviews
were audio recorded and professionally transcribed. In settings where recording did not take place –
most often due to background noise, with only one participant choosing not to be audio recorded –
extensive notes were taken and summaries of these notes were later analysed. A total of 72 people
from seven healthcare services participated in the Stage Three consultation (see Table 1).
Table 1

Description of Stage Three Research Participants

State or Territory in which
service was based

Geographical area in which
service was based

New South Wales

Urban

Number of Community
Participants

Number of Healthcare
Provider Participants

5

4

Australian Capital Territory

Urban

3

5

Northern Territory

Urban

1

8

South Australia

Urban

9

5

Queensland

Regional

5

5

New South Wales

Regional

6

4

Western Australia

Regional

0

12

29

43

Two key examples illustrated the value of both-way learning during the data collection phase: (1) the
empowerment of healthcare staff as researchers, and (2) the empowerment of research participants
as experts in their experience. First, as frontline healthcare staff, the Research Fellows were in a
unique position to recruit research participants – whether from their collegial pool or from their client
base. Importantly, the Research Fellows, whose professional roles involved working on the frontline of
care provision, were empowered through the research process to engage with colleagues in a new
way – that is, as researchers interviewing research participants, who sometimes included senior
managers or Chief Executive Officers.
Second, within our study all research participants – whether community members or healthcare
providers – were recognised as experts, with valuable insights and experiences that could add unique
information to the emerging findings from the published literature. In this sense the consultation phase
sought the input of those who were living the experiences that the study was hoping to improve in
order to ensure that the framework being developed was in fact relevant and appropriate for those it
was designed to assist.
While the team was initially surprised at the overwhelming willingness of participants to be audio
recorded, the researchers later reflected on examples from the fieldwork that suggested this
demonstrated participants’ desire to be heard in their own voice and their trust in the research
process. Another indication that research participants felt comfortable and empowered by the
research process was the request by some participants for further interviews with other individuals or
groups in their community. For example, after one group interview with community members, a
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participant commented, “If I’d known it would be like this, I would have brought my brother along
today”.
Our study recommends diligently following qualitative research best practice by recognising
research participants as experts in their own experience, offering opportunities for
participants to be audio recorded so the data captures their own words, and presenting
research findings to participants in a respectful and timely manner.
4. Workshop Two – Data Analysis & Interpretation
Following the eight weeks of data collection, the team once again met for a week in Adelaide in order
to analyse and interpret the findings together, and to shape the draft Wellbeing Framework. The
qualitative analysis began with manual coding of the transcripts using highlighters to identify concepts
or examples that were not already captured within the draft principles upon which the consultation
was based (Appendix 1). In the first instance, individuals coded transcripts from their own interviews,
then coded transcripts from other sites where necessary. The former allowed for an awareness of rich
contextual information, while the latter provided opportunities for discussion between individuals to
clarify contextual meanings and emphasis.
The second step within the analysis was for each individual to paraphrase the highlighted text from
their transcripts onto different coloured post-it notes (e.g. orange for new concepts, blue for changes
in emphasis, yellow for practical examples of how a principle could be implemented), then to place
these next to the principle to which it might pertain (see Figure 3). Once the notes were assembled,
each post-it note was discussed in detail by the whole group until consensus was reached regarding
whether it was a new principle, a potential implementation strategy for an existing principle, a
recommendation for alternative wording, or a concept that required further thought.
Figure 3

Workshop Two – Data Analysis and Interpretation

Both-way learning manifested within Workshop Two in two key ways: (1) the coding of others’
transcripts and (2) the identification of core values. First, the opportunity to code transcripts from other
sites allowed team members to gain broader understandings of some of the similar and differing
barriers to and facilitators of wellbeing within different community settings. For example, the
importance of family in maintaining wellbeing and health was raised by research participants in almost
every setting, with one participant asserting that “Family is medicine”. In contrast, while bush foods
and bush medicines were also discussed in a number of settings, the details of these varied by
language group and traditional Country, geography and resources. Coding others’ transcripts also
provided greater insight into the different dynamics and demographic makeup of communities and
health services – for example, the differing degrees of remoteness, levels of transience or variations
in language within the different sites. Both-way learning arose as Research Fellows from the different
sites shared contextual knowledge to further illustrate the experiences relayed by research
participants.
Second, one of the surprising results of the analysis of the interview transcripts was the identification
of a number of key themes that did not easily fit within the initial conceptualisation of the framework
because they were seen as so fundamental to all of the elements and principles that they were
difficult to locate. These came to be seen as overarching themes or core values for the framework as
a whole. What is noteworthy about these is the extent to which both-way learning took place
throughout Workshop Two through the process of identifying the right concepts and words to
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communicate these values for diverse settings. For example, after much discussion and debate, the
group agreed upon the term ‘cultural safety’ – a concept which extends beyond simply being aware of
or sensitive to cultural differences to include deeper levels of interaction and thoughtful practice to
ensure safe services as defined by those who receive services.
Our study recommends ensuring that those with contextual knowledge are actively involved in
the analysis and interpretation of qualitative data.
5. Consensus Workshop
The final consensus workshop for the study brought the National Reference Group members and all
members of the collaborative team together to discuss, finalise and endorse the findings of the study.
Discussions during this consensus workshop allowed the team to observe the extent to which we truly
had become a collaborative team: (1) the sense of ownership we each felt, having invested so much
‘self’ into the study, and (2) the validation of having senior policy makers excited by the work and
already prepared to incorporate the research findings, including principles from the Wellbeing
Framework, into their planning activities. Examples of the latter include: State, Territory and
Commonwealth policy-makers utilising the framework for planning activities; Aboriginal Community
Controlled Health Services using it for self-audit and evaluation; and some mainstream services using
the framework document as a resource to improve client engagement.
Our study recommends involving collaborative research teams in finalising draft study
findings.

Wellbeing Framework
The Wellbeing Framework (Figure 4), which is the primary outcome from this study, consists of two
core values that are fundamental to the provision of care for Aboriginal and Torres Strait Islander
peoples and four essential elements that can assist primary healthcare services to support the
wellbeing of Aboriginal and Torres Strait Islander peoples living with chronic disease. Each element is
supported by four principles.
It is hoped that primary healthcare services, in consultation with the communities they serve, will use
the values, elements and principles included within the Wellbeing Framework to shape their own
Wellbeing Models to address the particular, local needs of their communities. Therefore, the images in
Figure 5 illustrate how the collaborative research team experimented with adapting the framework into
visual models for a range of target audiences – for example, one group designed a model for
community members, one for service providers and one for policy makers.
The group who designed a visual model for community members (Figure 6) illustrated the key points
of the Wellbeing Framework by incorporating words and illustrations within the image of a swimming
turtle. Using both English words and traditional illustration techniques, this example model shows the
relationships between the essential components of the Wellbeing Framework in multiple ways.
The three dimensional sculptural model portrayed in Figure 7 was designed to communicate the
Wellbeing Framework to healthcare providers. Within this example model, the core values and
essential elements have also been repositioned to show the relationships between them.
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Figure 4

Wellbeing Framework

CORE VALUE 1: Wellbeing is supported by upholding peoples’ identities in connection to
culture, spirituality, families, communities and Country.
CORE VALUE 2: Wellbeing is supported by culturally safe primary healthcare services.

(The full Wellbeing Framework document is available at: http://www.kvc.org.au/wpcontent/uploads/2015/02/Wellbeing-Framework-printable-20150213-v1.pdf)
Figure 5

Adapting the Wellbeing Framework into Diverse Visual Models
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Figure 6

Example Model – Community Members

Figure 7

Example Model – Healthcare Providers

In the healthcare provider model above:
•

The figure in the centre is the focus of the model – an individual striving for wellbeing, which
includes balance and connection with family, community, culture, spirituality and Country.

•

The central circle surrounding the individual represents the Core Values, the vital components to
consider when working with an Aboriginal or Torres Strait Islander person to achieve wellbeing –
culture, spirituality, family, community, Country and cultural safety.

•

The middle circle represents Element 4, “Wellbeing is supported by best practice care that
addresses the particular needs of a community.”

•

The outer circle represents Element 1, “Wellbeing is supported by locally defined, culturally safe
healthcare services.”

•

The ‘spokes’ between the outer circle and inner circles represent Element 3, “Wellbeing is
supported by holistic care throughout the lifespan.”

13th National Rural Health Conference

8

•

The nodes that hold the links together represent Element 2, “Wellbeing is supported by an
appropriately skilled and culturally competent healthcare team.”

•

The coloured tags around each circle name the essence of each of the 16 Principles (i.e. 1a –
4d within Figure 4), further illustrating how all of the values, elements and principles are linked
and related to one another.

This example model seeks to illustrate how the components of the Wellbeing Framework are
connected and interrelated, as all things are in Aboriginal and Torres Strait Islander cultures and ways
of life. The model also has a cyclical aspect – much like Aboriginal beliefs and world views, in which it
can be difficult to establish a clear beginning and a clear ending. The example model was designed to
assist heathcare providers to understand these connections, and to guide how they might
communicate and apply the values, elements, principles and applications within the Wellbeing
Framework in a way that makes sense to Aboriginal people.

Post-study experience
Since completing the study in December 2014, the research team has committed to maintaining the
relationships that were developed during the study. To this end, the team has organised regular
teleconferences to provide updates, seek input and provide opportunities for support with any
research activities that might emerge within the team. In addition, the team remains in frequent email
contact, with draft papers and articles being circulated for feedback and comment. This is especially
important given that all members of the team will be included as authors on all published reports,
papers and presentations. The team constantly seeks opportunities for Research Fellows to present
the study in local and national settings, including this National Rural Health Conference.
Our study recommends maintaining communication, relationships and facilitating
opportunities with collaborative research partners – especially because these relationships
may provide further opportunities for both-way learning.
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Appendix 1. Initial Draft Principles for Stage Three Consultation

13th National Rural Health Conference

11

