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Abstract
Background Breast cancer continues to be the second most diagnosed cancer overall and the most diagnosed 
cancer for women in Australia. While mortality rates overall have declined in recent years, Indigenous women 
continue to be diagnosed at more marginal rates (0.9 times) and are more likely to die (1.2 times). The literature 
provides a myriad of reasons for this; however, the voices of Indigenous women are largely absent. This study sets 
out to understand what is happening from the perspectives of Australian Indigenous women with a view to charting 
culturally safer pathways that improve participation in screening and treatment by Indigenous women.

Methods This co-design study was conducted using semi-structured, in-depth interviews and focus group 
discussions. Recruitment of study participants was via snowball sampling. Participants were subsequently consented 
into the study through the Aboriginal Health Service and the research team. Interviews were audio recorded and 
transcribed verbatim, and data coded in NVivo12 using inductive thematic analysis.

Results A total of 21 Indigenous women and 14 health service providers were interviewed predominantly from 
the same regional/rural area in NSW, with a small proportion from other states in Australia. Six major themes were 
identified: Access, Awareness, Community and Family, Lack of control, Negative feelings and associations and Role of 
services.

Conclusion To improve access and participation of Indigenous women and ultimately improve mortality rates, 
breast cancer services must explicitly address cultural and community needs.
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Introduction
Breast cancer continues to be the second most commonly 
diagnosed cancer and the most commonly diagnosed 
cancer for women in Australia [1]. While mortality rates 
overall have declined in recent years, this is not the case 
for Indigenous women who continue to be diagnosed at 
more marginal rates (0.9 times) but are more likely to die 
(1.2 times) than non-Indigenous women [2]. For Indig-
enous women, the five-year relative survival is lowest 
between the ages of 25–44 and increases thereafter. For 
non-Indigenous women, the five-year relative survival is 
similar between the ages of 25–64 and decreases at the 
ages of 65 or older [2]. Overall the five year survival rate 
was the lowest for Indigenous women; 81% compared 
to 92% for non-Indigenous women [3]. While the dis-
ease remains the same, it affects Indigenous women very 
differently.

The decline in mortality rates across the board is 
attributed primarily to improved rates of early detec-
tion following the introduction of a national popula-
tion-based mammography screening program [4]. Rates 
have decreased from 74 to 40 per 100,000 women aged 
50–74 between 1991 and 2014 [5]. In contrast, between 
the years of 1998–2013 Indigenous women did not expe-
rience a decline in mortality rates [2]. There are several 
influential factors to explain this. Indigenous women 
screen at a lower rate than non-Indigenous women [6], 
are more likely to be younger at diagnosis [7] and the 
breast cancer is more likely to be further advanced when 
compared to the non-Indigenous population [2, 3]. While 
age remains the greatest risk factor for breast cancer, 
Indigenous women are not only younger at the time of 
diagnosis, they also more likely to receive more invasive 
surgical treatment compared with non-Indigenous Aus-
tralians; likely exacerbating the barriers to regular and 
timely follow-up monitoring and care [8].

The need for improved screening, diagnostic and care 
pathways for Indigenous women in Australia is well 
established in the literature [9–12]. The research over 
the past 20 plus years recognises a variety of barriers and 
enablers in accordance with more effective breast can-
cer screening and care for Indigenous women [12–20]. 
Overwhelmingly, the barriers correlate with cultural 
safety [12, 14–16, 19, 20]. Health services and programs 
that are focused on a community led and culturally safe 
approach also have increased participation rates of Indig-
enous women in Australia [12, 14–16]. In particular, the 
integrated involvement of the local Aboriginal commu-
nity controlled health organisation has shown an increase 
in screening rates [20]. As increased screening rates 
have been proven to be the most effective way of lower-
ing mortality rates, it is at this stage that efforts should 
be most concentrated, with the acknowledgement that 
much needs to change within diagnosis, treatment and 

follow up services contemporaneously for Indigenous 
women who require further assessment and treatment.

The voices of Indigenous women has been largely 
absent in the literature [10]. While there has been 
research into the breast cancer care system and why the 
statistics are not changing, the authors identified only 
two other studies about the perspectives of Indigenous 
women regarding breast cancer screening and treat-
ment in Australia [15, 19]. In order to address the gap in 
breast cancer outcomes, it is very important to deepen 
our understanding about the experiences of Indigenous 
women, and to enable culturally safe and timely screen-
ing and improvement of the diagnostic and treatment 
pathways. This study may also provide guidance for 
improving outcomes for Indigenous women in other 
high-income countries.

Methods
Patient and public involvement
Indigenous community organisations, health service pro-
viders and members were involved in all stages of the 
research: conception, design, implementation, evalua-
tion, writing and dissemination.

Design
This co-design study adhered to Australia’s National 
Health and Medical Research Council’s Ethical Guide-
lines for research with Aboriginal and Torres Strait 
Islander people [21], a strengths-based approach whereby 
the Indigenous research team members advice and opin-
ions were privileged.

Semi-structured, in-depth interviews and focus group 
discussions were conducted over a 1.5 year period (from 
March 2021- October 2022). Some interviews were via 
phone (n = 13) (due to Covid restrictions) and the rest 
were conducted in person (n = 22). The interviews were 
semi-structured based on questionnaires that had been 
approved by the Aboriginal Health and Medical Research 
Council.

Target population and recruitment
The target population for this study was Indigenous 
women recruited via snowball sampling from the Aborig-
inal Health Service (AHS) and other local service provid-
ers in a regional/rural area of the Hunter New England 
region of NSW, Australia. According to ARIA geographi-
cal classification scales, the locations are defined as 
accessible-moderately accessible, having a direct bear-
ing on how many times the BreastScreen mobile van will 
visit the area (and for how long) and what service deliv-
ery takes place onsite, versus the need to travel for ser-
vices. For example, the largest “accessible” town within 
the catchment area of this research has an oncology unit 
but no radiology unit. The area is situated in the Central 
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North of New South Wales and 7.8% of the local popula-
tion identify as Aboriginal and/or Torres Strait Islander 
(ABS 2021 census data) which is more than double the 
national population proportion of Indigenous people 
(3.8%). The five study sites were selected based on pre-
existing relationship with the AHS which services the 
region. The communities expressed interest in working 
with the AHS in this capacity. The study included partici-
pants who were Indigenous women > 18 years of age, and 
other local service providers working with Indigenous 
women.

All participants were invited to participate by one of 
the Indigenous co-investigators (DG, JP, GS) who, along 
with the lead investigator, obtained informed consent via 
Participant Information Statements and consent forms. 
The interviewer was not known to the participants prior 
to the study and the participants were assured their con-
tributions would be deidentified. The majority of service 
providers were recruited from this area/AHS, and addi-
tionally via the McGrath Foundation, which provides 
Breast Cancer Nurses across Australia. One author (VC) 
approached the McGrath Foundation with a request for 
input and was offered an online focus group with nurses 
working in areas of high Indigenous population from 
around Australia. All participants were offered a voucher 
(valued at AUD$50 or AUD$25) as honorarium for their 
time in participating on the study.

Data collection and analysis
The interviews and focus group discussions were audio-
recorded, transcribed verbatim and uploaded into NVivo 
12. The data were then inductively analysed and coded 
into overarching themes by one author (VC). Two inves-
tigators (VC and KG) discussed each of the themes and 
sub-themes until they reached consensus and a third 
Indigenous investigator (DG) verified the themes. The 
Summary of themes table (Table 1) was provided to com-
munity members to verify it. An Indigenous investigator 
(DG) facilitated the verification process, going through 
Summary of themes and subsequently filling in a short 
survey with the community members. In total, fifteen 
participants responded in agreement with the themes.

Results
A total of twenty-one Indigenous women (of whom, two 
were survivors) and nine health service providers (seven 
of whom identified as Indigenous) were interviewed from 
the same regional area, plus an additional five service 
providers from various locations in Australia, includ-
ing remote Western Australia and far north Queensland. 
Data was collected separately from the women and 
the service providers but on analysis, the same themes 
emerged. It was for this reason that the authors decided 
to report as one study.

The data revealed six key themes: Access; Awareness; 
Community and family; Lack of control; Negative feel-
ings and associations; and the Role of services and service 
provision. The themes and key concepts are summarised 
in Table 1 with accompanying quotes from the commu-
nity members and the service providers.

Further findings and discussion
The themes identified generally aligned with the pre-
existing literature [12, 14, 20], and more specifically with 
the limited literature regarding the perceptions of Indig-
enous women [15, 19]. Overwhelmingly, the data showed 
that the presence of other Aboriginal people, whether it 
be as peers, community, support workers, family, health 
professionals have the biggest influence - “And, they see 
that black face… They’re – they’re really pleased. And, you 
know, they can get the help and support they need.” One 
community member specified the role of the Aboriginal 
Health Workers: “(They) are going to get you in the door… 
They’re the ones that’s going to be there to support the cli-
ent, the culture side of it, but also break down those, we’ve 
got a different tongue when we talk about health. You’ve 
got to talk the medical terminology, where we’ve got to 
have Aboriginal health workers. We’ve got to break that 
down for our mob.” One non-Indigenous service provider 
said “(The AHW) teaches me how to do it better… as in I’m 
guided by their beliefs…I find that I learn from them and 
by involving them, I’m more acceptable to that patient as 
well”.

The first theme, Access, covered enablers and barriers 
from the perspectives of Indigenous women and con-
tained both physical and attitudinal aspects. Whilst some 
issues of transport are more straightforward to overcome 
- it is common practice amongst ACCHS to have a fleet 
of vehicles to provide transport to those in need [22]- in 
more remote locations, it can be exacerbated by distance 
and the association of leaving country, with one service 
provider stating “when (the women) come to town…. we’ve 
taken them from country…They’re feeling lousy… but they 
come to town knowing they need some treatment,…we 
make them sicker”. A more obstructive barrier might be 
the lack of cultural safety as it is complex and requires 
a multi-faceted approach to overcome. As one com-
munity member put it “if Aboriginal people do not feel 
safe in a service or feel that it’s culturally respectful and 
sensitive, they won’t use it.” Cultural safety can be expe-
rienced via physical surrounds, Indigenous support and 
staffing, being in a group of Indigenous women only or 
being treated by someone with whom you have devel-
oped trust over a period of time. There is a growing body 
of literature about the ways health services can build and 
sustain cultural safety including through explicit signs of 
welcome like Aboriginal and Torres Strait Islander flags 
in the foyer; zero tolerance of racism; cultural safety 
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training for all staff; employment of Indigenous staff at 
all levels of the organisation; and engagement with local 
Elders for advice and trust building [10, 20]. One non-
Indigenous service provider talked of “the most enor-
mous, beautiful Indigenous artwork about women coming 
together, supporting each other. It’s really big and it’s the 
only artwork in the foyer of the breast screen service, but… 
people all comment on it. It’s more than a painting on 
the wall”. These concrete strategies could be adopted by 
breast cancer services and would likely improve access 
for Indigenous women.

The concept of Awareness emerged very strongly from 
the data and covered knowledge of services available, 
knowledge of what will take place in those services and 
how it might feel, knowledge of breast cancer and how 
it affects you, and knowledge of how different treatments 
might be played out. Many of the women felt that holding 
information/awareness sessions within the AHS would 
be the easiest and most effective way to deal with this 
lack of knowledge, as it is a location that the majority felt 
comfortable with. There was also discussion of what it is 
that leads to this lack of awareness, encompassing tradi-
tional attitudes towards disease and a lack accessible or 
understandable information; as one woman said “No one 
understands doctor jargon”. This aligns with the pre-exist-
ing literature [12].

Community and family are at the centre of Indigenous 
culture. As one woman put it: “99 per cent of this commu-
nity is related by blood… And, regardless if they’re related 
to us or not, if they need help and support, we give it to 
them.” While all women agreed that family and commu-
nity were predominantly the greatest support, it was also 
clear that the women had differing experiences within 
their own families and that “family’s always important, 
first and foremost, over our own health.” So, while fam-
ily is the backbone, it also plays the role of distracting 
from disease and caring for one’s family can take priority 
over caring for oneself. It was clear that the more tradi-
tional aspect of the culture and the reticence to discuss 
sensitive health issues both engenders and exacerbates 
the younger generation feeling powerless in the face of 
disease- “I feel like a lot of that too… comes with a lot of 
the older generations. Like, a lot of the older women, they 
didn’t really talk about this stuff. They also didn’t have 
access to, like medical help and all those things. And, so 
there wasn’t much that they could do to pass on much 
knowledge about what their daughters should do. Or, 
what their daughters’ daughters should do. So, it’s just like 
– I think that’s also a learned behaviour as well.”. By the 
same token, having a supportive family and community 
was central to a better outcome. One non-Indigenous 
service provider said, family “are almost like the inter-
preter… in my consults… And, that’s also my link…when 
we’re trying to get them to town etc,…that other person 

that came with them, who is some sort of relative to them, 
is the one that’s often the key person to success”. This pro-
vides important insights about engagement of not only 
prospective patients, but also the wider community in 
health literacy about breast cancer and the importance of 
screening and timely treatment. There were several refer-
ences to local Elders and the potential impact they had 
in encouraging women to attend screening and support-
ing women in breast cancer care, with specific mention 
of one late Elder “Aunty (name of elder) … (who) always 
used to encourage us to go and have a breast screen – in 
that van. And, like, all the time, you know, she had (breast 
cancer) too, and … she was sharing some stuff … about it 
… and she kept encouraging me to go and all that. And, 
she said, “It’s going to be all right, Sister …”, “You know, she 
was there.”. This expression of gratitude and respect for 
Elders indicates the strength of their leadership within 
the community. There was a clear sense from the women 
that they were part of a bigger picture (the community), 
and it was suggested that without this connection, they 
would feel unmoored. Engagement with local Elders is 
an important strategy for service providers because they 
provide assurance for other Indigenous women about the 
safety of services.

The feeling and associations with breast cancer and 
ill health more generally were overwhelmingly nega-
tive. While part of this is due to the traditional attitudes 
mentioned in the previous paragraph, it is also attrib-
uted to fear, shame, embarrassment, anger, frustration 
and trauma. One service provider explained that clients 
are “not used to western type medicine..., so they feel a 
bit late to be in the system in the first place” and a com-
munity member clarified that “(women are) quite scared, 
fearful of knowing… not just with breast cancer, with a lot 
of conditions. People will choose to just ignore and if they 
don’t know about it that’s okay”. Another service provider 
emphasised past experiences as an obstacle, “the older 
(women)… know…if you’ve got cancer, you don’t come back 
because they remember that’s what happened to an aunty 
or another family member”.

This becomes even more acute as breast cancer affects 
a private part of the body and is a condition that falls 
under “women’s business”. In fact, one non-Indigenous 
service provider mentioned that their local Aboriginal 
Liaison Officer was male “so we do find that some of our 
ladies don’t want to engage because it’s (the) breast”. There 
is a feeling that breast cancer healthcare is intimidating; 
there are no assurances of who the specialist will be or 
what travel might be required or what to expect when 
there. The historic and ongoing experiences of Indig-
enous people with services (“don’t call it, like, Services 
NSW because every black fellow’s going to straight away 
think, Centrelink” was one community member’s com-
ment) such as healthcare weighs heavily on Indigenous 
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people today and services have a responsibility to explic-
itly address the barriers.

The lack of control appears to be linked with concepts 
of self-determination. Multiple women referred to hav-
ing control over one’s health journey being imperative 
to improving the status of Indigenous health both within 
breast cancer and more widely in disease. For example, “if 
(white people) want to make decisions about our mob- - - 
through Closing the Gap. Come on. Get out into the com-
munities and at the grass roots with people… ‘Cause, you 
don’t know what’s best for our mob. Only us mob know 
what’s best for our mob.”

While there was much discussion about the challenges 
of the current healthcare system, there was conversely a 
clear sense of the potential role of services within com-
munity. Mainstream health services were cited as hav-
ing “resources, but they can’t get out into the community 
because it doesn’t allow them to do that”. While the 
women spoke of a lack of services or ineffectual health 
promotion -“for a town as big as this, I’m very, very 
alarmed that the lack of support services”- they also spoke 
in glowing terms of their experience with the local AHS 
and their gratitude to the Indigenous leaders within the 
community. In fact, it was a common suggestion that the 
screening take place on the AHS premises, allowing for 
opportunistic and culturally welcoming service delivery. 
The women recognised the imperative role of Aboriginal 
Health Workers to locally coordinate and with the vari-
ous health care providers, including Breast Screen, doc-
tors and specialists and the women agreed “Everyone 
needs a Deb”. This referred to the local Aboriginal Health 
Worker who corresponded with BreastScreen, con-
tacted the women directly via phone to encourage them 
to attend screening, contacted women who were suffer-
ing to see if they needed anything, organised vehicles to 
pick people up, stopped people in the supermarket to 
encourage them to attend screening, organised informa-
tion sessions for the women and assisted women through 
the system to ensure feelings of comfort and control. The 
success of any programs to improve breast cancer care for 
Indigenous women appear heavily reliant on this ‘cham-
pion’ and there has recently been extensive discussion 
of the role of Indigenous patient navigator in countries 
other than Australia [23–25], with the recommendation 
to promote the role within Australia given its success.

Conclusion
Knowing the major concerns and what are considered 
the greatest barriers and enablers for Indigenous women 
to participate in breast cancer diagnosis and treatment 
services gives us clear direction as to how Australia’s 
approach must change. Engaging Indigenous women in 
breast cancer diagnosis and treatment cannot remain 
simply an intention, it will require a new approach. 

Indigenous women are saying that culture, accessible 
information, and Indigenous ways of knowing, being and 
doing are the key to increasing engagement and enabling 
access.

While this information is not new [15, 19], the con-
tinuing lack of improvement in outcomes for Indigenous 
women is evidence that the information has not yet been 
effectively incorporated into policy or practice.

The data clearly indicates that there are multiple ways 
in which services could be improved to better suit the 
needs of Indigenous women. We learn this directly from 
the perspectives of Australian Indigenous women and 
service providers in breast cancer care. We can apply this 
generously shared knowledge to effect change, remem-
bering that if we want to reduce mortality and achieve 
parity for Indigenous women, services must explicitly 
address communities’ cultural needs.
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