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Abstract

Objective: Knowledge is growing about cancer care and financial costs for Aboriginal and Torres Strait Islander people. However, much

remains unknown about the true costs of cancer care, encompassing financial, emotional, and spiritual aspects. We aimed to explore and

explain how non-financial costs affect the health-seeking behaviours of these clients.

Methods: Following Indigenous research protocols, this research was led by Aboriginal and Torres Strait Islander researchers and guided by
Indigenous Hospital Liaison Officers. In-depth interviews and focus groups were conducted with 29 participants (Aboriginal and Torres Strait

Islander cancer clients, their carers, and cancer-care professionals) at two Queensland public hospitals.

Results: Four interwoven themes encompass non-financial costs of healthcare: leaving home and family; loss of control during cancer

treatment; health of the spirit; social costs. The Aboriginal relational concept of ‘being held’ is useful in considering client, family, and carer as

central to care with the Indigenous Hospital Liaison Officer two-way interpreting between the care and client team.

Implications for Public Health: Framing the reasons that clients and carers have difficulty in engaging in treatment as ‘costs’ enables a focus

on how the health system itself is implicated in the disengagement of Aboriginal and Torres Strait Islander clients from treatment.
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Introduction

Clear and increasing disparities exist in the burden of cancer, between

Aboriginal and Torres Strait Islander Australians and non-Indigenous
Australians.1 Aboriginal and Torres Strait Islander Australians have

higher overall cancer incidence, mortality rates, and poorer survival

than that of non-Indigenous Australians.2 Efforts to reduce the

disparity in cancer outcomes have largely focused on addressing

lower cancer screening rates, lower treatment uptake, poorer access

to health services and understanding Aboriginal and Torres Strait

Islander clients’ experiences of care.3 Aboriginal and Torres Strait
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Islander peoples’ engagement with cancer services and treatment

occur within a broader historical, socio-political, and economic

context.4,5 The social determinants of health (e.g., poverty and lack of

a culturally responsive health system) contribute to the cancer burden

faced by Aboriginal and Torres Strait Islander peoples.6

Understanding Aboriginal and Torres Strait Islander peoples’

engagement with health services and cancer care must also consider

the contexts in which health care is delivered. The Australian health
system is based on a biomedical and pathology-based approach to

health and is devoid of Aboriginal and Torres Strait Islander concepts
.
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of health and wellness that extend beyond the disease and the

physical wellbeing of an individual.7 In Australia’s state-based health

services, disparities in cancer outcomes amongst Aboriginal and

Torres Strait Islander Australians reflect decisions about service design

that inhibit both initial access and long-term engagement, for
example, the physical location of specialist services in larger cities,

and the increasing move towards more centralised models of service

delivery. Experiential (deidenitified name of first author and name of

traditional ownership groups and lead researcher) and empirical

evidence8 show that some Indigenous people who live remote from

major hospitals do not present to hospitals until seriously ill.

For Aboriginal and Torres Strait Islander peoples, health is a holistic

concept that applies to both individual and community; recognises

the social, emotional, cultural, colonial, spiritual, ecological as well as
biophysical determinants; emphasises the connectedness amongst all

these factors.9 Research spanning the past decade has continually

documented how tensions between this holistic understanding of

health on the one hand, and the biomedical culture of public or

‘mainstream’ health services on the other, result in barriers to cancer

treatment for Indigenous Australians across physical, logistical,

psychosocial, and cultural dimensions.10–14

Client experience is recognised as a major aspect of healthcare quality

and safety and understanding those experiences is increasingly
promoted as central to improving service and health outcomes.15

Evidence on the care experiences of Aboriginal and Torres Strait

Islander cancer clients has grown over the years and reflects a system

fraught with many challenges. For example, there is a scarcity of

Indigenous care providers and staff in cancer services; many

Indigenous clients face challenges associated with language, and

practical needs such as accommodation, transport, and financial

support; being dislocated from home; as well as experience disjointed
and fraught relationships with care providers which may result in

delayed commencement of treatment.16,17 Interwoven with systemic

racism throughout the mainstream state health system,18 it is the

persistence of the deficit model of Aboriginal and Torres Strait

Islander Australians’ health. Furthermore, the inability to recognise the

knowledge and the centrality of relationships and culture for

Aboriginal and Torres Strait Islander people that are impediments in

accessing care.19

While the cost of treatment is a well-recognised dimension of

treatment access, it has typically been examined using quantitative
methods that make assumptions regarding how those costs impact

patient experience and also which costs actually matter the most.20

Studies of the cost of cancer care have almost exclusively focused on

out-of-pocket financial costs. One recent study conducted in

Queensland on the out-of-pocket costs for cancer care highlighted

that although Indigenous Australians with cancer had lower out-of-

pocket expenditure than non-Indigenous Australians, they also

accessed fewer Medicare services including specialist attendances,
pathology tests, and diagnostic imaging.21

Given the growing understanding of the multi-dimensional impacts of

service design on treatment access and engagement, there is need for

greater reflection around the holistic understanding of health for

Aboriginal and Torres Strait Islander Australians22 that takes into

account all the costs of cancer treatment that go far beyond the

financial.
Nested within a broader program of work seeking to quantify and

understand cancer care costs, this multi-site qualitative study sought

to gain an in-depth understanding of the non-financial costs incurred

by Aboriginal and Torres Strait Islanders accessing cancer care

consistent with their holistic understanding of health. This research
aimed to explore how the non-financial costs associated with cancer

affect the health-seeking decisions and behaviours of Aboriginal and

Torres Strait Islander cancer clients and their families. In recognition of

Aboriginal and Torres Strait Islander Australians communities’ holistic

understandings of health, the study takes a broad definition of ‘cost’,

as understood by the participants and consciously incorporates non-

financial costs, such as social, psychological and spiritual costs of

cancer. From a public health perspective, hearing the voices of
Aboriginal and Torres Strait Islander people who have experienced

cancer may assist in addressing, in practice and policy cancer

inequities.

Methods

This project was underpinned by the core principles of leadership of

Aboriginal and Torres Strait Islander researchers and privileging and

prioritising the voices of Aboriginal and Torres Strait Islander

researchers, stakeholders, clients, and Indigenous Hospital Liaison

Officers (IHLOs) throughout the study.23,24 The engagement of and

role of the Indigenous Women's Cancer Coordinators at the study

sites were crucial for data collection and analysis.

Ethical approval was received from the [Local ethical review details

blinded for peer review] Human Research Ethics Committee and site-

specific approval from [deidentified hospital and health service] and

[deidentified hospital and health service].
Sampling and Recruitment

The study was conducted at two large tertiary hospitals in

Queensland, Australia, one in a metropolitan area and the other in a

regional area. We sought interviews with three groups of key

informants: (i) Aboriginal and Torres Strait Islanders currently
receiving outpatient cancer treatment (clients); (ii) primary carers of

Aboriginal and Torres Strait Islanders receiving cancer treatment; (iii)

clinical and allied health professionals or employees of non-

government organisations involved in cancer service delivery to

Aboriginal and Torres Strait Islanders. Sampling of clients, health

workers and community sector representatives was purposive and

opportunistic.

Participant (clients and primary caregivers) recruitment was

conducted similarly at the two sites by Aboriginal and Torres Strait

Islander Research Officers (deidentified initials of first and eight

author). They worked with the IHLOs and cancer staff at each

participating cancer centre. Participant recruitment would have been

enhanced by an improved information flow and support for the study
at all levels within the hospitals. In addition, identifying Aboriginal or

Torres Strait Islander cancer clients was challenging because client

information did not always identify whether people were Aboriginal

or Torres Strait Islander.

Recruitment of clinical and allied health professionals or employees of

non-government organisations occurred through pre-arranged site

visits and email communication by members of the investigator team.
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Data Collection

Interviews or focus group discussions with clients and their carers

were conducted by Aboriginal and Torres Strait Islander researchers

(deidentified initials of first and eight author) and interviews with

service providers were undertaken by either an Aboriginal or Torres

Strait Islander (deidentified initials of first and eight author) or non-

Indigenous (deidentified initials of second and fourth author)

researchers.

Interviewing Aboriginal or Torres Strait Islander clients demanded

trusting relationships between the interviewers and the participant

that took time to build and often interviews were obtained because of
existing relationship networks. Different approaches were necessary

for interviewing participants of different genders. Interviews were

conducted at a time and location convenient to the participant,

usually in their home.

A study information sheet was reviewed by the participant and

written consent was obtained prior to commencement of the

interview. The semi-structured interviews were guided by open ended

questions whilst enabling emergent themes to be probed and

explored by the investigators (Supplementary Material 1 interview
guides). Interview guides were developed and piloted with potential

participants prior to use. All interactions were audio-recorded with the

participants’ consent or notes taken. The interviews varied in length

from 20 minutes to one hour and the audio recordings were

transcribed verbatim.

Data Analysis

Data was analysed following an Aboriginal and Torres Strait Islander

approach led by (deidentified initials of first author) [24].All qualitative

data were stored electronically in password-protected computers.
Interview transcripts were read and re-read by three authors

(deidentified initials of first, second, and fourth author) and codes

were developed inductively as we learnt about the story being told.

All data, using these codes, were entered into NVivo 12 Plus (QSR

International 2018) (deidentified initials of fourth author) and data

allocation to codes checked by [deidentified initials second author]

and [deidentified initials first author] and discussed where there were

discrepancies. Coded data were re-examined, and inductive analysis
was led by [deidentified initials first author] to group material with

similar meanings into themes that were consistent with an Aboriginal

and Torres Strait Islander perspective. These themes were further

examined, led by [deidentified initials first author], to provide a

nuanced cultural interpretation of participants’ meanings and

expanded by [deidentifed initials first author] from her experience. In

the Discussion section, these interpretations are noted by using her

name (deidentified initials first author).

Results

In-depth interviews or focus groups were conducted with 29

participants; eight Aboriginal or Torres Strait Islander cancer clients,

four carers of these clients, and 17 cancer care professionals, including

six IHLOs, at two large public hospitals in Queensland, Australia. The

cancer care professionals included IHLOs, social workers, oncologists,

radiologists, oncology nursing staff, and support service workers

(accommodation and transport services) from both non-government
organisations and state government departments. Thematic analysis

of the data revealed four key themes regarding the non-financial
costs of the cancer care experience: (1) anxiety about leaving home

and missing family; (2) loss of control during cancer treatment; (3)

health of the spirit; (4) social costs. What was considered important by

researchers in this study was to promote the recognition of

knowledge that Aboriginal and Torres Strait cancer clients have about
their health from a cultural perspective. These themes have been

identified as ‘costs’ for Aboriginal and Torres Strait Islander peoples as

they are not only ‘out of pocket’ or non-financial costs but also

spiritual, cultural, and emotional costs. These were deemed more

significant than economic costs.

Anxiety about leaving home and missing family

Participants described how, for those who are away from their home

community whilst accessing treatment, the impact is daunting and

traumatic.

Yeah, and loneliness being here and away from family. That is a big
impact – and sometimes it depends on how long they are here for
treatment. They could be here 12 months like [name] and they want
to go home. (IHLO)

Such experiences have substantial implications not only for clients’

social and emotional wellbeing but also for their treatment. Being away
from support of family and friends is difficult and often impinges on

treatment. When asked about the importance of family support, an

IHLO with an extensive experience in the field explained:

Definitely. [family support affects treatment] It sure does, that is a
big thing you know – If they don’t have family support you know it
impacts on their treatment whether they want to go through with it
unless they have family or someone a supporting person you know
they may not go ahead with treatment. They will not go ahead
unless they have that family or cultural support. (IHLO)

Some clients also experienced anxiety about coming to a large urban

area to access care. Their fears, relayed to cancer care professionals,
included worry about personal safety, worry about being taken

advantage of by taxi drivers and anxiety about getting lost.

…you can definitely be taken advantage of, and that is what a lot
of people are scared of from communities as well, they hear about
[the city]. They see things happening on the news and that as well
can scare them away from coming down for treatment. (Cancer
Care Professional)

Some participants also expressed fear of hospital and the belief that
the hospital is the place people go to die. This fear then gets

confirmed if treatment/diagnosis is late and the cancer has

progressed beyond treatment.

Something else that I’ve heard as well, people say, probably not on
the financial but it’s like they’re scared to come down to the hospital
as well because they think it’s where people go to die. (Cancer Care
Professional)

Agency and control during cancer treatment

There is little acknowledgement in the health system of the agency

that Aboriginal and Torres Strait Islander people may bring to their

own healing. Rather there is a series of complex chains of service

delivery to negotiate and there is a presumption that health care

providers’ recommendations and priorities are paramount in the lives
of those living with cancer. Participants highlighted, while health

professionals might see it this way, the reality is that sometimes

people cannot comply for good reasons.
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The hospital make it a rule so when I go in for my operation I got to
be there and then the person got to come there and pick me up and
bring me home and then the person has to stay there the night to
make sure that I am comfortable. Nine times out of ten there is no
one here and then I got to ring up and so cancel it for another time
because it is very hard to get transport and people to pick you up
and take you there. (Client)

As described above, the hospital rules for quality care meant that it

was difficult for the patient to decide themselves when they had

treatment. Within the current models of service delivery in health and

social wellbeing Aboriginal and Torres Strait Islander people have

considerable experience at negotiation of complex issues. During this

negotiation, some participants refused to be defined by the

experience of living with cancer. While describing the difficulty of

achieving a sense of control despite a cancer diagnosis several
participants emphasised how they refused to be defined by the

experience of living with cancer.

That’s when my GP said to me “Well you want the good news or the
bad news” but when she told me I had cancer I just laughed in her
face for a reason. I didn’t want to be sad. I didn’t want to be put
down, stressed out over cancer […] you got cancer the quicker it
takes over your body. If you control your cancer in a way that I
controlled it and I got on the best ways I can. (Client)

Another woman was unwilling to let her experience of cancer change

her life as she had been very active in the past with her children and

grandchildren.

Yeah and I still am [active]. It doesn’t worry me since I had it out
[cancer]- I don’t think that there is any change- it hasn’t stopped me
from doing anything that I want to do. I think that I am just the
same person. (Client)

The health of the spirit

Spiritual health is an essential to the health for many Aboriginal and

Torres Strait Islander people. The two are interwoven — poor spiritual
health can in turn affect physical health. Indigenous Health Liaison

Officers were very aware of the need to facilitate client’s trips to their

home or family and spend a considerable amount of time

enabling this.

There has been lots of time that people have passed [died] within
their family and they have wanted to go back for funerals to say
goodbye. We have tried our hardest to get them back for that and
for some reason – unknown reason – the funeral is brought forward
and you can’t arrange it and also they have to pay their own way to
go back to these funerals which they can’t afford – you know when
you are looking at $1,000 dollars whatever return. (IHLO)

Another example where IHLOs describe both medical and financial

challenges in helping their clients get to funerals is described below.

So, we tried – they had the father’s memorial and we tried to
organise travel for [name] to go home. This was something like
closure, but they [clinicians] refused. I think if the doctors would
have allowed her to have more time at home, they might have
approved it. But medically they couldn’t. (IHLO)

One IHLO relayed the story of a client, a Sundowner (older person),

who was passing away in hospital away from home and who

attempted to have some connection.

And when people come from other areas and if they die here, they
want to face [the direction of country] and that is one of their beliefs
too. I had one patient in oncology, and he was dying, and he said
“can you face me that way” to the sun he wanted to just look out
there and feel he was closer to being out west – he could see home
somehow. (IHLO)

Social costs

A reduction in social connectivity as a result of accessing cancer care

and cancer treatment was another cost identified in this study.

Participants reported the impact on their usual social activities and not

being able to afford to participate in the activities they once enjoyed.

Client: Yeah, it’s been the change in lifestyle more than
anything else.

Carer: Yeah, there’s things we can’t do now. I mean, we used to go
out for dinner and things like that. But that, we don’t do that now
anymore. Can’t afford it.

I used to do a lot with community involvement with lifesaving et
cetera and I can’t do any of that anymore. It’s really impacting on
how I used to live my life as well. (…) You can’t do the stuff you used
to enjoy doing. (Client)

Clients also felt the need to isolate themselves and limit contact with

others, especially if they had a weakened immune system. This

resulted in the experience of social isolation for some clients.

Like a family gathering or something like that, there was a lot of
times we couldn’t go.... But not just that. There was a lot of times
where if somebody was there with a cold, I couldn’t go because of
the infection side of things in the immune system, or if I did go, I
couldn’t stay very long, and I’d have to sit there with a mask which
made me feel like a leper anyway. (Client)

Discussion

This study provided greater understanding of the barriers to

engagement — framed as a ‘cost’ of care — from the perspective of

Aboriginal and Torres Strait Islander clients and carers and health
professionals. The first important point is that personnel working

within the health system are operating within, and influenced by,

models of governance that perpetuate a deficit model of Aboriginal

and Torres Strait Islander health.22 While some individuals may work

tirelessly to change this, and there are policy statements and

initiatives to address it,18 and some new public health initiatives

aspire to focus on holistic approaches these often do not translate

into benefits for practitioners and clients. There is an ingrained system
where priorities for treatment align with the biomedical model and

are posed as gaps between current Aboriginal and Torres Strait

Islander health status and government set targets.25 “We [Aboriginal

and Torres Strait Islander people] know that medical treatments and

interventions are vital for recovery, and we respond in our own way.

We are more than just cancer clients and we have a lot of cultural and

spiritual aspects to bring to our own healing. For example, many

interviewees talked informally about visits from deceased, Murri
[Aboriginal] doctors and how they use bush medicine” (deidentified:

initials first author).

Second, this study provided greater understanding of the reasons,

framed as a ‘costs’ of care, that Aboriginal and Torres Strait Islander

clients and carers experience in accessing cancer services including

treatment. By framing these issues as ‘costs’ a key contribution of the

current paper is to draw attention to the way the health system itself
is implicated in the disengagement of Aboriginal and Torres Strait

Islander clients from treatment.
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Findings from this study expand the common but narrow definition of

cost as simply a financial burden, to explore other types of cost

experienced by Aboriginal and Torres Strait Islander clients receiving

cancer treatment.21 A broader understanding of’costs‘ is necessary to

identify and overcome the reasons why Aboriginal and Torres Strait
Islander clients experience higher rates of cancellations, non-

attendance at clinical appointments and higher rates of hospital

discharge against medical advice.13,26

Experience of treatment in the foreign environs of the hospital which

— with the exception of the IHLOs — lacked basic cultural

protocols was often traumatic. Ensuring a skilled workforce to provide

culturally safe and competent care that is able to address the needs of

Aboriginal and Torres Strait Islander people is an essential component

if we are to improve their cancer outcomes. This includes increasing
the access to Aboriginal and Torres Strait Islander Health Workers,

hospital liaison officers and cancer coordinators (with both clinical

and community knowledge) to actively assist patients, families, and

carers to navigate the system and access services.

Inability to remain connected with family and community and fulfil

social obligations such as ’sorry business‘, incurred both social and

spiritual costs, leaving individuals feeling not just isolated but ‘sick’ in

ways unrelated to their cancer diagnosis and treatment. Although not

always framed in this way, our findings align with previous work that
has identified ‘barriers to accessing’ cancer treatment which include

the overwhelming administrative burden associated with client (and

support person) transport and accommodation systems; the lack of

cultural sensitivity in hospital environment or work culture; lack of

access to interpreters or sufficient IHLOs to enable adequate support
Figure 1: Being Held
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and their travel through this life and into the after-life. Sometimes

people might prioritise these obligations over treatment”.

(deidentified initials first author)

Decision-making around the delivery of healthcare is often based

upon cost-minimisation or cost-effectiveness, which favours the
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costs over non-financial costs results in a bias in what and how

services are delivered.
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from these findings. Most important, is the notion of relationally

‘being held’ during cancer treatment (deidentified initials first author).

This is understood as the Aboriginal or Torres Strait Islander’s spiritual,
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valued, and supported. In other words, being held is a culturally
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provided by IHLOs could then ensure that all systems, including
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clinical care, financial support, and transport might acknowledge and

integrate care for the spiritual, family, cultural, and practical needs.

This relational, wrap around care by the IHLOs is critical.

[Deidentified initials of first author] mentions just one aspect that

must be considered, “We might find that clients need time out from

their medical treatment to undertake cultural responsibilities”. The

client ’being held’ and the role of the IHLO in integrating clients’

cultural, family, and spiritual responsibilities and needs into the cancer
treatment models are demonstrated in Figure 1.

Strengths and Limitations

Strengths of this research included recruitment of participants from a

large urban and a regional hospital. The regional hospital is the

referral hospital for the entirety of North and Far North Queensland

and the Torres Strait, which increased our representation of

Indigenous people from regional, rural, and remote settings.4 A

particular value of this research is the opportunity to learn from

Aboriginal and Torres Strait Islander researchers. Interviews were

conducted and analysis led by an Aboriginal researcher in the
regional setting, and a Torres Strait Islander researcher in the urban

setting, each with deep community connections. This research was of

importance to Indigenous Health Liaison officers who supported us

with the data gathering. Evidence from our data collection was that

the community felt that this research was valuable and that the

community had a story to tell. Still, we note some important

limitations to this work. This study was conducted prior to the COVID-

19 pandemic. The findings are still valuable and relevant but should
be interpreted keeping in mind that there have been some significant

changes to the health system since data collection. Some of these

changes, such as wait times, travel restrictions and visitor restrictions

may have further impacted on Aboriginal or Torres Strait Islander

cancer clients’ non-financial costs.

Our intention was to provide information and opportunity to

participate to all Aboriginal and Torres Strait Islander cancer clients.

Staff turnover in the oncology unit in the regional hospital between

study inception and data collection created challenges. Recruiting

Aboriginal and Torres Strait Islander participants was difficult due to

system issues with the recording of Indigenous status at the time of
booking appointments. In the urban site, participants were recruited

through researcher networks and collaboration with IHLOs who

facilitated access to clients. These challenges reduced our ability to

reach out to and hear the experiences and stories of a larger number

of clients. Furthermore, Aboriginal and Torres Strait Islander peoples

have had a history of being involuntary participants in research

carried out over the last century, even into the late 1960s. Today there

remains distrust and suspicion of studies and surveys for this reason
and a number of potential participants voiced concerns to

[deidentified initials of first author] of how their information will be

used: “Sister I trust you but don’t know what these white people

gonna do.”

Conclusion

We identify, in this paper, the non-financial costs of cancer treatment

for Aboriginal and Torres Strait Islander clients and argue for a clinical

cancer care model based in an Aboriginal relational concept of ‘being

held’. This would involve a conceptual shift from an Aboriginal and

Torres Strait Islander client being an ‘empty vessel’ in need of clinical
care to an individual who may have rich cultural and spiritual

knowledge systems and family supports. This shift would require the

client, family, carer, and IHLO to be the centre of the care system.

Primarily it would be the IHLO interpreting the client’s strengths and

needs to the care team and this requires legitimising and resourcing
this role.

Increasingly, interconnectivity, between the different domains in

which treatment ‘costs’ are incurred, is occurring and health-systems

personnel are working hard to accommodate the needs of

Aboriginal and Torres Strait Islander clients and become patient-

centred. There are, however, difficulties in some systems involving
transport and meeting clients’ needs for connection with family and

community.

The concept of being held might more easily be enacted with more

urgent work towards transforming treatment models — including

through tele-oncology — that allow Aboriginal and Torres Strait

Islander cancer clients to receive care closer to home where they are

better able to share experiences, fulfil their social and cultural
responsibilities, and make active decisions about how, where and

when to engage with treatment.38
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