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Building capacity in those who deliver palliative
care services to Aboriginal and Torres Strait Islander

peoples

Tina Janamian"?, Paresh Dawda®*, Gregory Crawford>®, Angelene True®, Melanie Wentzel', Donald Whaleboat’, Tamieka Fraser®,

Christopher Edwards®

are facing life-limiting non-curable conditions to live

alliative care is holistic care that supports people who
1

as well as possible, and is broader than end-of-life care.
“Good” palliative care requires an integrated approach in a
multidisciplinary team environment involving numerous care
providers across the health system.”* It is a person-centred,
whole-of-person approach and considers the emotional,
psychological, spiritual and social aspects of care, which are
deeply linked to a person’s cultural identity."”°

Most adults in need of palliative care have chronic diseases.”
Australia faces the challenges of a rapidly growing ageing
population that includes Aboriginal and Torres Strait Islander
peoples, 19% of whom self-report their health as poor and
20% of whom will be aged over 50years by 2031.° People in
this population are significantly more likely than other
Australians to experience life-limiting illnesses, including
complex, chronic conditions. For example, 35% of older
Indigenous Australians are living with diabetes or high blood
sugar levels.”’

The role of culture in palliative care for Aboriginal and Torres
Strait Islander peoples builds on over 60000 years of history and
includes practices to support a good “finishing up”. Including
cultural practice is a key challenge for contemporary health care
and a lack of suitable resources is well documented.®”"

Evidence suggests that Aboriginal and Torres Strait Islander
peoples face barriers to these services owing to a lack of
awareness of service availability, difficulty accessing culturally
trained health professionals, and fear influenced by a history of
health service inequality."" Aboriginal and Torres Strait Islander
peoples, clinicians and academics have consistently identified
the need for better and more culturally relevant palliative
care services."? Despite Aboriginal and Torres Strait Islander
health workers and practitioners being well placed to act as a
cultural connection, they remain under-represented in specialist
palliative care settings, and many require further education and
training in end-of-life care."”

The Gwandalan National Palliative Care Project (NPCP), an
initiative of Australian General Practice Accreditation Limited
(AGPAL) and Palliative Care South Australia (funded by the
Australian Government under the Public Health and Chronic
Disease Care Grant, National Palliative Care Projects 2020-
2023) addresses these concerns using value co-creation and
user-centred design. The aim is being achieved by providing
capacity-building education and training to those who deliver
palliative care services to Aboriginal and Torres Strait Islander
peoples in a range of settings (Box 1).

. The role of culture in palliative care for Aboriginal and Torres
Strait Islander peoples builds on over 60 000 years of history and
includes meaningful practices to support a good “finishing up”.

» The Gwandalan National Palliative Care Project aims to build
capacity in those who deliver palliative care to embed culturally
responsive care in all end-of-life settings.

. Community consultation, value co-creation and user-centred
design ensured that diverse Aboriginal and Torres Strait Islander
perspectives informed the Gwandalan curriculum.

. Emerging communities of practice serve as yarning circles where
barriers to and enablers of service delivery can be shared and

addressed collaboratively.
N

Addressing the gaps in palliative care services for
Aboriginal and Torres Strait Islander peoples

A scoping review conducted by AGPAL, including publicly
available resources (grey literature) and peer-reviewed
publications (black literature) published between 2010 and 2021
explored the evidence of gaps in palliative care for Aboriginal
and Torres Strait Islander peoples. Search terms used for the
review are provided online (Supporting Information, table 1)."*

The grey literature search identified 324 educational resources,
toolkits and government reports. Application of robust inclusion
criteria and a review process reduced this to 42 resources for
inclusion (Supporting Information, table 2). The search of
black literature identified 563 publications, of which 24 met
the inclusion criteria and were selected for data extraction and
synthesis (Supporting Information, table 3). After screening for
eligibility, AGPAL further assessed each resource that met the
inclusion criteria to establish an overall theme. Eight key themes
emerged from the literature, and these are shown in Box 2.

Mostof thereviewed literature indicated an overalllack of resources
on Aboriginal peoples’ cultural practices during palliative care and
atthe end of life, such as the dreaming world view, kinship systems,
ceremonial business and responsibilities, the use of bush medicine
and the impact of intergenerational trauma associated with death
and dying. The literature review also identified a lack of resources
about Torres Strait Islander peoples’ beliefs and culture, such as
the importance of water, the creation stories of Tagai and how the
Tagai constellation informs culture and community, and the role
of the Marigeth in the western islands. Of the eight key themes
identified in this review, the most noteworthy were those relating
to barriers and enablers to access (Theme 1), the role of culture
(Theme 2) and communication (Theme 8) (Box 2). The Gwandalan
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Achieving person-centred primary health care

Project aim

Strengthen relationships between
frontline staff and Aboriginal

and Torres Strait Islander peoples
to increase both access to and
the quality of palliative care
service delivery

End users

A network of Indigenous and
non-Indigenous frontline staff
who deliver palliative care to
Aboriginal and Torres Strait

Islander peoples in any setting

Project outcomes

« Improve the quality of palliative care for Aboriginal and Torres
Strait Islander peoples by building capacity in frontline staff
to deliver care that is culturally relevant and safe

Promote access to and uptake of palliative care services by
Aboriginal and Torres Strait Islander peoples through improved
community awareness and understanding of palliative care,
by building capacity in frontline staff to share knowledge
around palliative care services

Key cultural and
communication topics

« Introduction to Aboriginal and
Torres Strait Islander palliative
care and cultural practice

Safe communication
Supporting choices at end of life
Strengthening partnerships

Community engagement

1 Overview of the Gwandalan National Palliative Care Project (NPCP)

Co-created deliverables

Deliverables were co-designed for flexible
use, enabling learners to co-create value in
their own communities and organisations

- Fifteen interactive microlearning
modules

‘Dillybag’ of 150+ digital learning
resources

In-person train-the-trainer workshops
Digital workshops and webinars
‘Yaama' quarterly newsletter

Ongoing engagement platforms, within
and between the Gwandalan NPCP
network of stakeholders and end users

Support more choice during palliative care for
Aboriginal and Torres Strait Islander peoples
through the sharing of knowledge by frontline staff,
to increase uptake of advance care planning

Support the delivery of coordinated, culturally
relevant and safe palliative care for Aboriginal and
Torres Strait Islander peoples across community
and acute care settings

NPCP advisory committee and the content development and
review working groups used the literature review findings to co-
design the Gwandalan curriculum.

Value co-creation and user-centred design to inform a
community engagement strategy

A combination of value co-creation and user-centred design
approaches put the end user at the centre of design processes and
helped engage them from the beginning and throughout the journey
to co-create products and services.” ' These flexible and systematic
approaches brought together trainers, subject matters experts,
stakeholders and end users through iterative facilitated interactions
and processes to co-create and co-deliver fit-for-purpose education
and training,"” Details regarding the different engagement platforms
that were implemented to co-create the Gwandalan NPCF, steps
used to co-create the project’s education and training suite, and
the key and jurisdictional stakeholders identified in the project’s
communication and engagement strategy are provided online
(Supporting Information, table 4, table 5 and table 6, respectively).

Central to the Gwandalan NPCP are the project’s advisory
committee members and its subject matter experts in academic
and clinical fields (including Aboriginal and Torres Strait Islander
health, palliative care and policy development). Committee
members add invaluable knowledge and raise awareness of any
issues that might hamper engagement or communication with
stakeholders, communities or Elders. They also promote the
project among existing networks, suggest appropriate avenues
for promotion, and provide the project team with contacts and

introductions to communities and other contacts. In line with
value co-creation and user-centred design methods, the advisory
committee represents Aboriginal and Torres Strait Islander
peoples, academic and health professionals, palliative care
general practitioners and specialists, peak body organisations,
and AGPAL and Palliative Care South Australia.

The Gwandalan NPCP has a robust communication and
engagement strategy which ensures that culturally safe and
responsive protocols are observed across all engagement
platforms and project deliverables. The strategy guides the
project team in planning and executing effective community
engagement strategies to achieve the project aim and
objectives. Strategy implementation includes -collaborating
with organisations that have existing active engagement in
Indigenous health and palliative care settings to co-create
resources, workshops and community engagement events.

Various principles and considerations are accounted for when co-
designing engagement and communication protocols, including
respect for Aboriginal and Torres Strait Islander cultures, informed
consentforsharing knowledge with Elders and consumers, building
trust and working collaboratively with communities, developing
and delivering feasible engagement and communications, applying
learnings, and ensuring overarching cultural respect.

The project team worked with the Gwandalan NPCP advisory
committee to identify in the communication and engagement
strategy the jurisdictional stakeholders that deliver services
relevant to the Gwandalan NPCP (Supporting Information,
table 6). Identifying key stakeholders means that the project
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2 Description of key themes identified in the Gwandalan National Palliative Care Project literature review

Primary theme

(Number of black literatures found, number of grey literatures found)

Description

Theme 1: Barriers and enablers to high quality
palliative care services (9,3)

Any number of factors may limit or assist access to and
quality of palliative care services for Aboriginal and Torres
Strait Islander peoples. These include: (i) lack of knowledge
and understanding around palliative care, (ii) rural and
remote regions, (iii) cultural barriers, and (iv) delay in
receiving palliative care.

Theme 2: The role of culture in palliative care for
Aboriginal and Torres Strait Islander peoples (6,6)

Culture considers all ideas, customs and social behaviour of
Aboriginal and Torres Strait Islander peoples which may play
a role in end-of-life care.

O0CO0 OO0 O0OCOCO000

Theme 3: Models of care for delivering effective
and culturally appropriate palliative care (5,7)

A model of care broadly describes the method by which a
health service is delivered. In this instance, a model of care
describes an innovative and culturally appropriate way of
delivering palliative care to Aboriginal and Torres Strait
Islander peoples.

Theme 4: The palliative care workforce (4,6) Workforce refers to any aspect of the health and community
workforce that may play a role in delivering palliative care

services to Aboriginal and Torres Strait Islander peoples.

Theme 5: Advance care planning and the Aboriginal
health worker or health practitioner (3,4)

Advance care planning refers to planning for an individual's
future end-of-life care. This theme also emphasises the
significant role of the Aboriginal health worker or health
practitioner in engaging with and promoting services to
Aboriginal and Torres Strait Islander communities.

Theme 6: The knowledge gaps or efforts to increase
knowledge in palliative care for Aboriginal and Torres
Strait Islander peoples (3,7)

A knowledge gap refers to an area within the peer-reviewed
research that has not been explored or is underexplored.
Within grey literature, knowledge refers to sources that aim

to provide the intended audience with information about
palliative care for Aboriginal and Torres Strait Islander peoples.

Theme 7: Children and young people of Aboriginal and/or
Torres Strait Islander descent (1,1)

This theme refers to information that is directly relevant to
the palliative care of children and young people of Aboriginal
and/or Torres Strait Islander descent.

Theme 8: Culturally appropriate communication (0,9) Communication is fundamentally necessary for health
professionals and their patients undergoing care. The
literature about palliative care for Aboriginal and Torres Strait
Islander peoples emphasises: (i) culturally appropriate
communication in healthcare, (ii) appropriate language and
behaviours, (iii) principles for staff to engage with Aboriginal
and Torres Strait Islander peoples, (iv) communication of
choices, and (v) effective and appropriate engagement.
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can reach a national audience, and that it can be effectively and

™\ meaningfully promoted and delivered to Aboriginal and Torres ———nom—— —

S16 ) Strait Islander palliative care audiences for whom ongoing value A series of resources released throughout 2021 and 2022, and ongoing
can be created. engagement platforms, were co-designed to be used in a flexible

Co-created deliverables



manner. They enable learners, and those who would co-create value in
their own communities and organisations by extending the training
forward, to select those topics and training modalities relevant
to their context. One of the main platforms is a set of 15 interactive
microlearning modules on an informative and easy-to-navigate
e-learning platform; the modules are 15 minutes long, they feature
animation, video, images and voiceovers (in English and traditional
language), and they invite learners to respond to stimuli and complete
onscreen activities as they progress through the curriculum. Another
key resource is a digital dillybag of tools and resources to support
implementation; this is a highly useful curation of more than 150
existing and newly developed resources designed for use at the
frontline of Aboriginal and Torres Strait Islander palliative care,
including fact sheets, booklets, conversation starter cards, animations,
advance care planning documents, videos and checklists. Other
deliverables and ongoing engagement platforms include:

in-person train-the-trainer workshops;

digital workshops and webinars;

Yaama — a quarterly newsletter;

delivery networks led by regional champions; and

ongoing engagement platforms within and between the
Gwandalan NPCP network of stakeholders and end users.

Aboriginal and Torres Strait Islander peoples, Aboriginal
Community Controlled Health Organisations, peak bodies and
government departments at all levels) include:

m leverage — leveraging primary health centres and Aboriginal
medical services to distribute promotional and project material;

m relationships — using existing relationships between AGPAL and
Palliative Care South Australia (eg, AGPALs extensive network
of 31 Primary Health Networks, and Palliative Care South
Australia’s links with Aboriginal Community Controlled Health
Organisations and palliative care associations nationally); and

m networks — strategically recruiting training participants and
reaching an expansive network, so that promotional materials
and notifications are sent through appropriate avenues.

Developing networks to ensure adaptable resources
respond to local need

The project team consulted with relevant stakeholders to engage
appropriate local teams of champions, comprising Indigenous
and non-Indigenous members of the health workforce who could

Targeting strategies to reach end users

To maximise the learner audience, and ensure
education and training material can be accessed and
implemented across the geographic and cultural
diversity of Aboriginal and Torres Strait Islander
communities, the Gwandalan NPCP consulted
on, co-designed and implemented reach strategies
addressing known barriers to uptake:

m in-person reach — workshops and community
events in a range of metropolitan, regional, rural
and remote locations;

m digital reach — a user-friendly and free digital e-
learning platform on which all resources are housed;

3 Image from Who's that palliative care mob? — a Gwandalan National
Palliative Care Project training resource
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m physical reach — hard copy resources available
for distribution to services and communities with
limited access to technology; and

m temporal reach— capturing the intangible capacity
built in for end users throughout the project.

Using this model, we expect lessons, knowledge
and practices will be spread throughout respective
communities, supporting an even widerand more diverse
national audience over time — a viral spread of “win
more-win more” value co-creation.”” Ongoing feedback
and evaluation mechanisms continue throughout
the project lifespan, informing continual quality
improvement and ensuring a culturally responsive
approach to project deliverables and implementation.
These include the collection of both qualitative and
quantitative data through formal and informal feedback,
the collation and synthesis of data, action planning for
improvement, and ensuring that improvements are
reflected in the content and delivery of resources and
well communicated to those engaged with the project.

Other engagement, promotional and distribution
strategies captured in the community engagement
strategy (which were informed by individuals and
organisations working in palliative care or with

materials of a sensitive nature and discus:

Coultvral gengiﬁviﬁl waming

Aboriginal and Torres Strait Islander pe:

les should be aware that this resource contains

5 finishing up, Sorry Business and Sad News.

=
>
N
=
()]
=
5]
wv
C
o
S
=

zzozaun(9




~N
™~
o
I
[
C
=
©
=
jal
a
3
)
o
s
©
=
=
<
=

facilitate and deliver Gwandalan workshops and yarning circles
in their region. This localised approach, whereby the Gwandalan
curriculum and resources are adapted to local context,
cultural practice and engagement protocols, is strengthening
partnerships (a key project aim). It is also in line with responsive
community engagement that is respectful of culture and
customs of the local nation. For example, a Bundjalung facilitator
(and their non-Indigenous counterpart) would deliver training
on Bundjalung Country, creating ongoing value and supporting
deep engagement in this region. In addition, diverse visual and
audio representations of Aboriginal and Torres Strait Islander
people and communities were carefully and respectfully
included in the resources. An example is provided in Box 3.

Conclusion

The importance of reducing health inequity for Aboriginal
and Torres Strait Islander peoples, and the complexity of
factors contributing to gaps in service provision, cannot be
overstated. The Gwandalan NPCP places Aboriginal and
Torres Strait Islander peoples, families and communities at
the centre of program design. It actively engages diverse co-
creation champions to collaboratively co-design fit-for-purpose
resources to build capacity in the contemporary Australian
health care workforce, with a view to reducing health inequity
for Aboriginal and Torres Strait Islander peoples.

By co-designing resources that are culturally safe and flexible,
and respond to a diverse and far-reaching audience, the
Gwandalan NPCP co-creates value for all frontline workers
delivering palliative and end-of-life care (and others working
with Aboriginal and Torres Strait Islander peoples in a range
of settings). The Gwandalan NPCP contributes a practical
and engaging curriculum, and resources that will continue to
emerge and evolve as value spreads across the sector when each
new health service, community, academic, clinician, student or
other person engages with, responds to and shares the resources
(freely available at www.gwandalanpalliativecare.com.au).

The project intends that continually emerging communities of
practice between Indigenous and non-Indigenous frontline staff,
within and between care teams and broader organisations, will
serve as yarning circles, where barriers to and enablers of culturally
responsive palliative and end-oflife care will be shared and
addressed collaboratively using a strengths-based approach. The
goal is that Indigenous palliative care patients, their families and
their communities, as well as frontline staff and their own networks,
will all “win more-win more” as relationships are strengthened and
capacity is continually built for sustained and accumulative effect.
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