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What is known about this topic

® Aboriginal Australians have poorer
cancer outcomes than non-Aboriginal
Australians.

® Health literacy has been used widely to
explore and account for disparities in
health outcomes between groups.

® Differing understandings of cancer in
some samples of Aboriginal Australians
have been previously reported.

What this paper adds

® Misunderstandings about cancer,
including that Aboriginal people in this
sample did not expect to experience
cancer in their lifetimes, worked to
silence discussion of cancer in Aborigi-
nal communities, and act as barriers to
screening, treatment and support.

® Promotion of cancer health literacy
requires action at grass-roots commu-
nity levels, as well as with Aboriginal
health workers and health organisa-
tions and for speciality cancer services
in working with Aboriginal people.

® The opportunities and barriers posed by
the structure of the health system are
also an important factor to address,
specifically how workers in Aboriginal
community-controlled health
organisations can develop their own
expertise about cancer and work in part-
nership with speciality cancer services.

© 2013 John Wiley & Sons Ltd

Abstract

Cancer outcomes for Aboriginal Australians are poorer when compared with
cancer outcomes for non-Aboriginal Australians despite overall improve-
ments in cancer outcomes. One concept used to examine inequities in health
outcomes between groups is health literacy. Recent research and advocacy
have pointed to the importance of increasing health literacy as it relates to
cancer among Aboriginal people. This study examined individual, social and
cultural aspects of health literacy relevant to cancer among Aboriginal
patients, carers and their health workers in New South Wales. Qualitative
interviews were conducted with 22 Aboriginal people who had been diag-
nosed with cancer, 18 people who were carers of Aboriginal people with can-
cer and 16 healthcare workers (eight Aboriginal and eight non-Aboriginal
health workers). Awareness, knowledge and experience of cancer were lar-
gely absent from people’s lives and experiences until they were diagnosed,
illustrating the need for cancer awareness raising among Aboriginal people,
communities and services. Some beliefs about cancer (particularly equating
cancer to death) differed from mainstream Western biomedical views of the
body and cancer and this served to silence discussion on cancer. As such,
these beliefs can be used to inform communication and help illuminate how
beliefs can shape responses to cancer. Participants proposed some practical
strategies that could work to fill absences in knowledge and build on beliefs
about cancer. These results were characterised by a silence about cancer, an
absence of discussions of cancer and an acknowledgement of an already full
health agenda for Aboriginal communities. To promote health literacy in
relation to cancer would require a multi-layered programme of work involv-
ing grass-roots community education, workers and Board members of
Aboriginal community-controlled health organisations and speciality cancer
services, with a particular focus on programmes to bridge community-based
primary care and tertiary level cancer services.
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Introduction

Recent evidence indicates that Aboriginal Australians
have poorer cancer outcomes than non-Aboriginal
Australians despite overall improvements in cancer
outcomes (Supramaniam et al. 2006, Australian Insti-
tute of Health & Welfare 2011a). Engagement in can-
cer care for Aboriginal Australians is lower at all
levels including screening, stage of cancer at treat-
ment, continuity of care, compliance with treatment
and 5-year survival rates (Cunningham et al. 2008).
One concept that has been used to examine ineq-
uities in health outcomes between groups is health lit-
eracy. Health literacy is a term generally used to
describe an individual’s ability to seek, understand
and utilise health information (Jordan et al. 2010).
There is a substantial body of literature that links low
health literacy to a wide range of health-related defi-
cits including less knowledge and understanding of
their own health and treatment, lower self-manage-
ment skills and proficiency in participating in preven-
tive care and higher rates of morbidity and mortality
from chronic diseases (Parker 2000, Dewalt et al.
2004, McCray 2005, Canadian Council on Learning
2007). People with limited health literacy have higher
healthcare costs, higher rates of hospitalisation,
engage in tertiary (therapeutic) healthcare services
more frequently and engage in primary (preventive)
healthcare services less frequently (Dewalt et al. 2004,
Institute of Medicine 2004, McCray 2005). Health
literacy and education play a fundamental role in the
overall health of a society’s population, potentially
accounting for disparities within that population
(Canadian Council on Learning 2007), and between
mainstream and minority groups (Osborn et al. 2007).
Despite such strong and consistent findings
regarding health outcomes, health literacy has been
defined and conceptualised in different ways
(Simonds 1974, Hohn 1997, Committee on Health
Literacy for the Council on Scientific Affairs 1999,
Nutbeam & Kickbusch 2000, Rudd 2002, Zarcadoolas
et al. 2005, Nutbeam 2009, Serensen et al. 2012). For
example, the USA Institute of Medicine (2004) argued
for health literacy to be seen as a shared function of
social and individual factors noting the limitations of
a dominant conceptualisation of health literacy as
functions of an individual’s knowledge or skill. Other
authors encourage an even broader view of health lit-
eracy as encompassing activities that occur in the
home, the workplace, the health system, the commu-
nity and across the population, including cultural
influences (Kickbusch 2002, Baker 2006, Nutbeam
2008). There is, however, only a minimal literature
that specifically explores health literacy as relevant to
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non-mainstream groups (Zanchetta & Poureslami
2006, Williams et al. 2007, Ishikawa et al. 2008, Shaw
et al. 2009) and none that specifically examined
health literacy in relation to Aboriginal people and
cancer.

The structure and operations of the health system
are one aspect of the broader conceptualisation of
health literacy that has received little attention. Most
research takes place within western medical systems
that focus on the individual as the organising unit of
healthcare and health system governance (Petersen &
Lupton 1996, Petersen 1997, Clarke 2004). The struc-
ture and ethos of Aboriginal community-controlled
health organisations (ACCHOs) are significantly differ-
ent. ACCHOs are typically controlled by Boards com-
prising elected members of the community who have
some influence over the priorities of the ACCHOs,
operations. This self-determination is enshrined as a
key element of Aboriginal community development
and control in government strategy (Australian
Government Department of Health & Ageing 2007).
ACCHOs are mandated to provide primary health-
care, but specialist cancer treatment is not typically
provided in these settings. Therefore, a study on cancer
provides an opportunity to examine how community-
controlled health services develop their own expertise
in this relatively new area.

A recent review of advocacy and research needs
in Aboriginal cancer care recommends that interven-
tions to increase health literacy are needed (Garvey
et al. 2011). It can be argued that any examination of
health literacy for Aboriginal Australians must sit
within the context of colonisation, dispossession, rac-
ism and collective historical trauma (Atkinson 2009,
Taylor et al. 2010). These factors have led to Aborigi-
nal people experiencing fear and mistrust of the med-
ical system (Shahid et al. 2009b), along with an
overall lower life expectancy of approximately
20 years compared with non-Aboriginal Australians
(Australian Institute of Health & Welfare 2011a). Lan-
guage differences (Simpson et al. 2011), barriers to
information access (and corresponding lack of knowl-
edge) (Shahid et al. 2009a) and considerable social
and economic pressures can each (and in combina-
tion) (Wood et al. 2008) contribute to lowered health
literacy for Aboriginal Australians in relation to can-
cer. In addition to these structural factors of exclu-
sion, Aboriginal people may have differing views of
health and illness that do not align with western bio-
medical models (McGrath et al. 2006a, Wood et al.
2008).

In Australia, research with mainstream popula-
tions has shown a relatively good understanding of
cancer that has increased over time (Donovan et al.
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2004). Some research studies with immigrant commu-
nities, such as those with Greek (Goldstein et al.
2002) and Chinese (Yeo et al. 2005) heritage, show
gaps in knowledge and understanding of cancer. Pre-
vious studies have demonstrated the lower priority
and differing understandings of cancer held by Aborig-
inal peoples. Interviews with Aboriginal patients, care-
givers and health workers in the Northern Territory
highlighted that cancer was perceived to be a lower
priority, given the primacy of diabetes and end-stage
respiratory disease for Aboriginal communities (McG-
rath et al. 2006b). Research and consultations con-
ducted in Queensland and New South Wales (NSW)
found that talking about cancer was discouraged as
it might tempt fate (Prior 2009), highlighting a ten-
dency to keep a cancer diagnosis private to protect
individuals or their family (Simpson et al. 2011). Can-
cer has been perceived as a death sentence by some
Aboriginal people (Prior 2009, Shahid et al. 2009a,
Simpson et al. 2011), believed to be contagious (McG-
rath et al. 2006b, Shahid et al. 2009a), a form of pay-
back or punishment for something they or their
family has done in the past (McGrath ef al. 2006a,
Shahid et al. 2009a, Simpson et al. 2011) or a manifes-
tation of bad spirits (Prior 2009). Specific types of
cancer, such as cervical cancer, may acquire other
meanings, such as being perceived as a ‘dirty” disease
(Prior 2009). Previous research has also highlighted
the practical implications of familiarity with the
mainstream health system, indicating families most
likely to benefit from cancer services as those that
had connections with the health system via their
work and that this connection provided sufficient
knowledge of the health system to effectively negoti-
ate it (Shahid et al. 2011).

The aim of this paper was to understand and inte-
grate the perspectives of Aboriginal people, their
carers and health workers regarding the health liter-
acy required for engaging with cancer screening,
diagnosis, care and treatment. We considered health
literacy in relation to cancer based on a previous defi-
nition:

‘the degree to which individuals have the capacity to
obtain, process and understand basic health information
and services needed to make appropriate health decisions’.
(Ratzan & Parker 2000, p. vi)

However, we drew upon scholarship that posi-
tions health literacy in broader terms as a dynamic
interaction of multiple individuals” skills and knowl-
edge, social and cultural influences, mediated by
colonial history and as experienced within two health
systems (Aboriginal community-controlled and main-
stream). Specifically, we examined participants’ narra-
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tives of their cancer experience in relation to health
literacy as an individual capacity, as well as the social
and cultural contexts that are important for Aborigi-
nal people and communities in relation to cancer. We
use these findings to suggest recommendations for
practical programmes to support health literacy in
relation to cancer and highlight the importance of the
structure of the health system, particularly the inter-
action of ACCHOs and speciality cancer services situ-
ated in mainstream facilities.

Method

This study was conducted in NSW as a specific pro-
ject to examine the experience of cancer among
Aboriginal people and is part of a larger project
involving cancer clinicians and Aboriginal researchers
as principal investigators, associate investigators or
members of an advisory group. The Aboriginal
researchers consulted with community members via
visits to numerous communities across NSW regard-
ing correct protocol for data collection.

This paper includes results from semi-structured,
in-depth interviews conducted with three groups of
people: (1) 22 Aboriginal people who had been diag-
nosed with cancer, (2) 18 people who were carers of
Aboriginal people with cancer and (3) 16 healthcare
workers (eight Aboriginal and eight non-Aboriginal
health workers). Cancer patients, their carers and
workers who work with Aboriginal people with can-
cer were recruited from Aboriginal Medical Services
(AMSs), hospital oncology services, palliative care
facilities and personal networks. Fliers advertising the
study were placed in AMSs and were given to oncol-
ogy staff at hospitals to hand out to potential partici-
pants with a toll-free telephone number to contact
regarding participation. = Additional recruitment
occurred via referral from participants and existing
community contacts of Aboriginal researchers. The
Aboriginal Community Liaison Officer then spoke to
potential participants, explained the study to them
including the voluntary nature of participation and
arranged an interview. Interviews were conducted
between 2008 and 2011 at a location convenient to
the participant and typically took between 1.5 and
2 hours. Informed consent was provided by all par-
ticipants. The majority of the interviews with Aborigi-
nal people with cancer and with their carers were
conducted by trained Aboriginal interviewers (PJ, VS,
CJ). It was not a requirement of this study that both
patient and carer participate, hence these two data
sets are not linked. Interviews with healthcare work-
ers were conducted by experienced non-Aboriginal
researchers. The research team met with the cultural
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mentor (CJ) on a monthly basis to monitor the cul-
tural safety of these ongoing processes. This project
was approved by the human research ethics commit-
tees of the Aboriginal Health and Medical Research
Council, The University of New South Wales, rele-
vant committees of local health authorities and the
Cancer Council New South Wales.

Participants were invited to talk about their per-
sonal and/or professional experiences with cancer
including their understanding of cancer, their thoughts
about the Aboriginal community and issues around
cancer, their personal experience of cancer diagnosis
and treatment or their experiences caring for or work-
ing with someone with cancer at diagnosis and during
treatment. Participants were also asked to provide
some of their history and demographic data. Partici-
pants were acknowledged for their time and effort
(Davidson & Page 2012); patient and carer participants
were provided $60 for their time and healthcare work-
ers were offered a $30 gift voucher.

This study originally sought to recruit people who
had experienced cancer in relation to specific roles —
as either patient, carer or health worker. However, a
number of participants had experience of more than
one and sometimes all three roles. For this analysis,
we have categorised each participant as one of
patient, carer or health worker. Where their experi-
ence in other roles is important to their perspective,
we have included this information. In this way, par-
ticipants were able to reflect on, for example, what
they had learnt as a health worker where it also
related to their experience of living with cancer.

The interviews were digitally recorded and then
transcribed. The cultural mentor/advisor (CJ) pro-
vided commentary and clarification on Aboriginal
language and terms used including notes on emerg-
ing themes across interviews. Transcripts were also
checked for other issues of accuracy and de-identified
(removal of identifying information and application
of pseudonyms). Interview data were managed using
the computer software package NVivo 9 (QSR Inter-
national, Doncaster, Victoria, Australia) and coded
for six major themes. These codes were developed
from the literature (relating to both Aboriginal and
non-Aboriginal peoples’ experience of cancer care)
and through ongoing workshops with the Aboriginal
research staff who had conducted interviews with
patient and carer participants. Close reading of the
three groups of data (patients, carers and health
workers) was conducted by the lead author (CT).

To inform this analysis, we drew upon interpre-
tive description (Thorne et al. 2004, Thorne 2008) in
which researchers are urged to extend their gaze
beyond generic qualitative description to that of inter-
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pretive explanation addressing questions such as how
are the phenomena similar or different, how do they
relate to each other, what patterns exist and how do
they operate. Thorne suggests that analysis in this
way can illuminate complexities of experience into a
coherence that can inform healthcare policy (2008). In
particular, we wanted to ensure that our view of
health literacy in relation to cancer was broad (not
limited to individual or even social perspectives, but
encompassing cultural and health service influences)
and to employ the resources available to us (the per-
sonal and professional experiences of Aboriginal and
non-Aboriginal researchers) to thoroughly interrogate
the data. To achieve this, a draft of this paper was
provided to the Aboriginal researchers (CJ, VS, PJ)
for their comment in a series of workshop-style dis-
cussions where differing experiences of cancer (per-
sonal and interpretive) were examined. The paper
was also reviewed by the ethics committee of the
Aboriginal Health and Medical Research Council.

Results

Twenty-two patient participants were interviewed
including 16 women and six men. Three participants
were born in the 1940s, nine in the 1950s, four in the
1960s, two in the 1970s and one in the 1980s. Age
was not reported by three participants. Eight partici-
pants reported that they were working full-time or
part-time, four participants reported receiving sick-
ness benefits and another four reported that they
were not working. Work status was not reported by
six participants.

Eighteen carer participants were interviewed
including 16 females. Fourteen carer participants
identified themselves as Aboriginal Australians. Eight
participants reported caring for a parent with cancer,
five cared for their spouse or partner, two for their
daughter, one for their sibling and two participants
reported caring for more than one family member
with cancer.

The health worker sample included five men and 11
women. Eight participants identified themselves as
Aboriginal Australians. The participants worked
across a range of settings and in diverse roles including
10 participants working in urban settings, two in
coastal settings and four in rural settings. Professional
roles included three oncologists, two educators, four
liaison workers, two nursing specialists, one cancer
co-ordinator, one dietician, one health service manager,
one General Practitioner registrar and one men’s health
worker. In relation to experience and engagement with
Aboriginal patients, 10 described their experience as
limited and six described this as extensive.

© 2013 John Wiley & Sons Ltd
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The findings have been framed as opportunities to
address health literacy in relation to cancer for Aborigi-
nal communities. In this way, we hope to avoid fram-
ing results in terms of ‘deficiency” or “pathology’ of
Aboriginal people or communities (Kowal & Paradies
2010). We aim to acknowledge opportunities for build-
ing new knowledge and strategies to better the lives of
Aboriginal people diagnosed with cancer, and their
families. First, we describe cancer as a concept, which
was largely absent from people’s lives and experiences
until they were diagnosed. This provides an opportunity
to raise awareness of susceptibility to cancer among
Aboriginal people, community and services. We next
identify some beliefs about cancer that may differ from
the mainstream western biomedical views of the body
and cancer that may serve to silence discussion on can-
cer, and propose ways in which these beliefs can be
used to shape responses to cancer. Finally, we propose
some practical programmes and responses that could
work to fill absences about cancer.

Recognising susceptibility to cancer

Patient and carer participants described limited can-
cer knowledge, experience or expectation prior to the
diagnosis that affected them. Nola (a carer) com-
mented that she ‘didn’t really think that cancer
would touch my life’. Tom (a carer) revealed that he
did not know what an oncologist was until his
daughter was given an appointment to see one.
Nigella, a patient who had previously worked in the
health sector described her own lack of experience
with cancer as well as drawing a parallel with this in
her work as a health educator:

Cancer has never sort of crossed my life till now ... I used
to be a health worker, an educator, but cancer was never
part of my life, I never knew anyone with cancer, I never
seen anyone with cancer, maybe on TV but not in the here
and now, cos I was always busy with Aboriginal health
and teaching Aboriginal health, but cancer was never part
of our programme, which was a shame. (Nigella)

Silence around cancer was reinforced by partici-
pants’ comments on the representations of cancer in
mass media. These comments centred on the absence of
Aboriginal people in public campaigns, and hence the
lack of meaning these campaigns held for participants.
Pearl (a patient) described the absence of ‘dark skin’
and the inclusion of ‘Asians... and white people and
old people’” as leaving her to feel as if she is not “part of
their plan’. Similarly, William (an Aboriginal health
worker) recalled an advertisement for prostate cancer,
but described it as ‘mainstream’ with ‘a couple of white
men’ and no representation of Aboriginal people.

© 2013 John Wiley & Sons Ltd

Some participants noted that cancer was ‘new’ for
Aboriginal communities. This perception may be
influenced by prior instances of death from cancer
that were not noted as such or described as something
else. In addition, all participant groups noted the large
number of other health conditions that were of prior-
ity for Aboriginal communities, which further silenced
discussions of cancer. While other issues are noted as
important for Aboriginal health, Evelyn (Aboriginal
health worker) strongly rejected the notion of ‘compe-
tition” between diseases and urged careful presenta-
tion of a ‘complex and dynamic situation where we
have to care for people where they are” in line with
Aboriginal culture where an emphasis is placed on
holistic and integrated views of health.

Recognising opportunities to learn from each other

Community understandings of cancer were described
by each group of participants as low and as imbued
with myths or misunderstandings. Equating a cancer
diagnosis to a ‘death sentence” was a strong theme in
these data. Carina (a carer) described cancer as:

‘a big silent word ... you mention cancer and God, every-
body just caves in’.

The silence surrounding cancer was linked to its
association with death:

...there’s also some degree of lack of education among our
people so .... you have some families who might abandon
the person who has cancer because they are too frightened
by it and they think that cancer is a death sentence, so as
soon as the diagnosis comes, they shut down with fear.
(Evelyn, Aboriginal health worker)

Fear of cancer was described as affecting numer-
ous areas of the cancer prevention and care journey.
For screening, fear of cancer was described as pre-
venting effective communication about the meanings
and use of screening tests. In the example below,
Evelyn (an Aboriginal health worker) describes the
difficulty in explaining cervical cancer screening in
terms of detection of pre-cancerous cells:

And there’s also that psychological barrier, that fear that ... if
you get a problem with your test, it means you've got cancer.
So there’s room for education there in that this is a test look-
ing for cells that could become cancer if you left them there.

Wesley (a patient) describes the reluctance of com-
munity members to undergo treatment, specifically
surgical treatment, as it is believed to hasten death:

Wesley: But a lot of the old fellows they don’t want to get
operated on because they reckon that when they get cut
open it spreads ... They are frightened.



C. Treloar et al.

Interviewer: Frightened of it spreading?

Wesley: Yeah. And a lot of them don’t want to have treat-
ment ... Because they reckon it will make you die quicker.

Given community perception of cancer equating
death, support for people diagnosed with cancer can
be affected by these concerns and fears. Desley (a
patient) describes the relationship between support
and fear, misunderstandings and general lack of
knowledge about cancer. Desley’s case is com-
pounded by her diagnosis of a cancer that is not typi-
cally within public discussion:

Everyone talks about breast cancer and when cancer day
comes, it’s all about breast cancer, it’s all about a pink rib-
bon or something else, but having this what I've got, being
Aboriginal, being there with a disease that no one knows
about and being on your own is really is a really bizarre
thing, you know. (Desley)

Some patient and carer participants described
changes in the way they viewed cancer. From initially
understanding cancer to be a harbinger of death, par-
ticipants reframed cancer as akin to chronic illness:

When I was first diagnosed with cancer, I thought it was a
death sentence. I thought it was something that was going
to kill me immediately. ... So, I look at it now as cancer is
.. a chronic disease that is just something that can be man-
aged ... rather than looking at it as a sickness or an illness
that can’t be manageable. So I look at it as something that I
am living with, I am living with cancer not dying from it at
the moment. (Desley)

Opportunities for practical services and
programmes for health literacy in relation to cancer

The majority of participants expressed a need for
increased information to be provided to Aboriginal
communities about this ‘bloody disease’. Specifically,
information was required that facilitated community
members’ awareness of cancer as well as its meanings,
signs and symptoms, so that they were able to engage
in testing and prepare for diagnosis and treatment:

I think probably just awareness, so being aware of what’s
involved, even before you get the bloody disease, so just
having better knowledge of things, what’s available, what’s
out there to be watchful for or fearful of and what you can
do about it. (Max, patient)

Participants drew comparisons between education
programmes on a range of other health issues that
they knew of or had been involved in (as participant
or educator), but typically stated that they knew of
few, or no, such programmes for cancer. There was
an expressed need for cancer education programmes

at a number of levels — for community members and
for health workers:

There’s no information session at the ground roots, on the
reserves and that to speak to people ... I belong to the
Aboriginal Women'’s [group] ... we had all these informa-
tion sessions, but I don’t think we had one on cancer. We
done a lot of women’s problems, but we didn’t touch on
cancer and I guess it didn’t even come to mind anyway,
what I can remember we didn’t, you know, it wasn’t talked
about. (Nola, carer)

Similarly, Nichole (a non-Aboriginal health worker)
draws a comparison between the resources provided
for other health issues with the few (or none) provided
for cancer for Aboriginal communities. In the quote
below, Nichole identifies that her service could be
doing more to promote cancer awareness:

It would be good to have more info, more widespread infor-
mation about cancer. We've got so much health promotion
brochures on ‘What’s Diabetes?” or ‘What does Speed or
Cocaine do to the Body?” you know all those kind of ... but
there’s nothing ... I don’t think I've seen one thing on what
cancer does to the body or what you can do, or what causes
cancer, those kind of ... health promotion materials would
be useful. (Nichole, non-Aboriginal healthcare worker)

Discussion

In this qualitative study involving Aboriginal people
diagnosed with cancer, their carers and health work-
ers, a number of findings emerged in relation to
health literacy as relevant to cancer. Misunderstand-
ings, centred on equating cancer with death, worked
to silence discussion of cancer in Aboriginal commu-
nities, and act as barriers to screening, treatment and
support. Strategies to redress these misunderstand-
ings and promote health literacy in relation to cancer
rested with grass-roots education campaigns within
community settings, up-skilling of workers involved
with Aboriginal communities and for speciality can-
cer services to make efforts to better engage with
Aboriginal communities.

Efforts to promote health literacy in relation to
cancer would also be affected by community under-
standings of cancer as a death sentence. This percep-
tion was described as silencing discussion of cancer
and distancing some people (resulting from a fear of
providing support to family members). The notion of
screening, as detecting cancer before it occurs,
requires additional focus in this context. While other
perceptions of cancer have been described in previous
literature focusing on experiences of Aboriginal people
with cancer (such as cancer as contagious, a form of
punishment or as ‘dirty’; McGrath et al. 2006b, Shahid
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et al. 2009a, Prior 2009, Simpson et al. 2011), these
perceptions were not prevalent in these data.

Pathways for improving understanding of cancer
prevalence, treatment and potential outcomes could
be informed similarly to those developed for other
diseases such as diabetes that have had a longer his-
tory of impact on the health and well-being of
Aboriginal people (Si et al. 2006). However, given the
full health agenda (McGrath et al. 2006b), the promo-
tion of health literacy in relation to cancer at this
point in the history of Aboriginal health and health
services will require additional support to reach the
same level as other diseases.

The analysis of these data included a reflexive
practice, which involved all researchers participating
in a workshop forum to discuss these data and their
interpretation. Non-Aboriginal researchers were
struck by the perception of participants that cancer
would not ‘touch’ their lives. This perception was in
stark contrast to the non-Aboriginal researchers’ view
of cancer as having the potential to affect everyone’s
lives, including their own. This familiarity with can-
cer, or an expectation of cancer, along with a sense of
hope regarding early detection and treatment, was
seen by Aboriginal researchers as wholly different
from the experience of the participants in this study.
This exchange and reflection seem to parallel the
framing and presentation of these results — that is,
there are a number of opportunities to promote
health literacy in relation to cancer among Aboriginal
people, while being aware of the remarkable differ-
ences that may exist between Aboriginal and non-
Aboriginal people and health systems.

These data provide some insights into the relation-
ship between community knowledge and health
service delivery for Aboriginal people. In the commu-
nity-controlled sector, there is a potential relationship
between community concern and misunderstanding
(and silence) and the resultant attention that an issue
may receive in community health services: that is, the
relationship between health literacy of the community
and the decisions about health priorities for a commu-
nity. If the consequences of a health issue such as
cancer are only ever dealt with in specialist settings,
how can awareness of the potential for this issue to
affect the local community be brought back into pri-
mary care as a prevention priority? This relationship
is further complicated by a perceived absence in the
mass media of stories about Aboriginal people
affected by cancer. This calls for the speciality organi-
sations and services to improve their relationship
with Aboriginal community-controlled health services
to raise the profile and understanding of cancer, and
to work to better the ways that mainstream services
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engage with Aboriginal people and provide practical
advocacy for securing attention to this condition
among Aboriginal communities. Such a model has
been developed in Western Australia with 20% of
Aboriginal health workers in that state having
attended a cancer education course conducted by
Cancer Council Western Australia (Croager et al.
2010). Other authors have examined primary care
models for remote, rural and Aboriginal communities
that may be of assistance for the development of a
network of cancer services (Wakerman et al. 2008).

Health literacy is a useful concept with which to
approach cancer care for Aboriginal communities.
When conducting research with Aboriginal people, it
is important for researchers to be continually reflexive
about the decisions they make in the conduct of
research to avoid falling into reiterating stereotypes
of Aboriginal people as lacking or deviant (National
Health & Medical Research Council 2003). Health lit-
eracy is a potentially non-pathologising framework
with which to examine Aboriginal people’s experi-
ence of cancer and to make recommendations for
improving this. Health literacy is an internationally
recognised (and debated) framework that has been
applied in research with mainstream populations, to
examine particular needs of immigrant communities
and to examine inequities between people in varying
socioeconomic groups. However, it enables interpre-
tation that is broader than describing any one group
as more or less health literate than another. Health lit-
eracy can facilitate recommendations that distribute
responsibility for bettering health outcomes, as more
recent conceptualisations of health literacy include
understandings of social and structural factors.
Hence, systems and organisations identified as social
and structural influences on health literacy, including
the design and delivery of health-care, have a respon-
sibility to be involved in programmes to enhance
individual and community health literacy. This is the
intention in this study — to examine our data within a
broad frame that acknowledges Aboriginal people’s
historical and contemporary experiences of racism,
and the fear and mistrust of health systems that these
experiences have bred.

The sampling and recruitment for this study were
limited to NSW. We should exercise caution in gener-
alising results from this study to other communities
which may have very different historical and current
experiences that impact health literacy. Most partici-
pants were female and lived in the eastern areas
(metropolitan and non-metropolitan) of NSW. These
data may be less applicable to men and those who
live in more regional or rural areas, particularly those
areas with limited health infrastructure. Participation
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in this study was through self-selection. The influence
of self-selection could be examined in a number of
ways: that people who knew more about cancer
chose to participate, or that those who wanted to
know more about cancer were motivated to partici-
pate. We have also chosen in this paper to focus on
the consistencies and patterns we observed in the
data, rather than on the variability. This does not
mean that there was an entirely homogeneous set of
perspectives among our participants, and yet, the
dominance of the themes we have outlined was very
clear, suggesting that there is good evidence here for
providing additional investment to both Aboriginal
communities and health services to improve cancer
experience and outcomes for Aboriginal people.

Cancer is now the second most common cause of
mortality among Aboriginal Australians (Australian
Institute of Health & Welfare 2011b). However, the
findings of this study showed that health literacy in
relation to cancer among Aboriginal people (includ-
ing health workers) requires investment to reach the
levels of understanding and skill as achieved for
other diseases prominent in Aboriginal communities.
Drawing on a body of work that examines health lit-
eracy in contexts beyond the immediate clinical
encounter, health literacy in relation to cancer for
Aboriginal people should be examined as a relation-
ship between the individual, his/her community and
Aboriginal health services. Therefore, mainstream
and cancer speciality organisations need to work
in partnership with Aboriginal communities and
services to raise health literacy in relation to cancer
among Aboriginal people and health workers.

Acknowledgements

We thank Dr Dana Paquette for her work in prepar-
ing the literature for this paper. We express our grati-
tude to the services that supported recruitment of
participants and to participants for sharing their sto-
ries with us. Thanks to the rest of the study team,
including those from the Cancer Council NSW, Pro-
fessor Dianne O’Connell, Dr Rajah Supramaniam, Ms
Jennifer Rodger and Ms Kristy Weir, and from The
University of Sydney, Professor Bruce Armstrong and
Dr Anthony Dillon. Other members of the Advisory
Committee include Ms Liz O’Sullivan, Professor Ian
Olver, Dr Jenny Hunt and Mr Michael Langford.

Funding

This research was conducted within a larger project
funded by a NHMRC Health Services Research Grant
(ID 440202).

Aboriginal members of the writing
and research team

L. Clair Jackson is Ugarapul/Githabal (Jagara Nation,
SE QId) on her father’s side and French and German
on her mother’s side. She has lived mostly in Sydney,
working in education, research and the arts and is now
consulting as a Cultural Mentor/Advisor to Aboriginal
Patterns of Cancer Care (APOCC) and other projects in
Aboriginal health at the National Centre in HIV Social
Research. Veronica Saunders is of Biripi country (Taree
NSW) and has worked in nursing and Aboriginal edu-
cation and is now the Aboriginal Liaison Officer on the
APOCC project, based at the Cancer Council NSW.
She has played leading roles in Local Aboriginal Edu-
cation Consultative Groups and reconciliation, work-
ing closely with Aboriginal and non-Aboriginal
people. Priscilla Johnson is from Cherbourg QLD
(Waka Waka & Birri Gubbi) and besides working on
the APOCC team, also works in the Aboriginal Mental
Health Unit, part of the Camperdown Community
Health Centre. Priscilla has directed the focus of her
work around grief and loss, through healing and
mediation.

References

Atkinson J. (2009) Trauma Trails, Recreating Song Lines: The
Transgenerational Effects of Trauma in Indigenous Australia.
Spinifex Press, North Melbourne.

Australian Government Department of Health and Ageing
(2007) National Strategic Framework for Aboriginal and Torres
Strait Islander Health 2003-2013; Australian Government
Implementation Plan 2007-2013. Commonwealth of Austra-
lia, Canberra.

Australian Institute of Health and Welfare (2011a) The
Health and Welfare of Australia’s Aboriginal and Torres Strait
Islander People, an Overview 2011. AIHW, Canberra.

Australian Institute of Health and Welfare (2011b) Life
Expectancy and Mortality of Aboriginal and Torres Strait
Islander People. Australian Institute of Health and Welfare,
Canberra.

Baker D. (2006) The meaning and the measure of health lit-
eracy. Journal of General Internal Medicine 21, 878-883.

Canadian Council on Learning (2007) Health Literacy in Can-
ada: Initial Results from the International Adult Literacy and
Skills Survey (IALSS). Canadian Council on Learning,
Ottawa, ON.

Clarke J. (2004) Dissolving the public realm? The logics and
limits of neo-liberalism. Journal of Social Policy 33, 27-48.
Committee on Health Literacy for the Council on Scientific
Affairs (1999) Health literacy: report of the Council on
Scientific Affairs. Journal of the American Medical Associa-

tion 281, 552-557.

Croager E., Eades T., Pratt I., Slevin T. (2010) Impact of a
short, culturally relevant training course on cancer knowl-
edge and confidence in Western Australia’s Aboriginal
Health Professionals. Australian & New Zealand Journal of
Public Health 34 (Suppl 1), S76-579.

© 2013 John Wiley & Sons Ltd



Health literacy in relation to cancer

Cunningham J. Rumbold A., Zhang X., Condon J]. (2008)
Incidence, aetiology, and outcomes of cancer in Indige-
nous peoples in Australia. Lancet Oncology 9, 585-595.

Davidson P. & Page K. (2012) Research participation as
work: comparing the perspectives of researchers and eco-
nomically marginalized populations. American Journal of
Public Health 102, 1254-1259.

Dewalt D., Berkman N., Sheridan S., Lohr K. & Pignone M.
(2004) Literacy and health outcomes: a systematic review
of the literature. Journal of General Internal Medicine 19,
1228-1239.

Donovan R., Carter O., Jalleh G. & Jones S. (2004) Changes
in beliefs about cancer in Western Australia, 1964-2001.
Medical Journal of Australia 18, 23-25.

Garvey G., Cunningham J., Valery P. et al. (2011) Reducing
the burden of cancer for Aboriginal and Torres Strait
Islander Australians: time for a coordinated, collaborative,
priority-driven, Indigenous-led research program. Medical
Journal of Australia 194, 530-531.

Goldstein D., Thewes B. & Butow P. (2002) Communicating
in a multicultural society. II: Greek community attitudes
towards cancer in Australia. Internal Medicine Journal 32,
289-296.

Hohn M. (1997) Empowerment Health Education in Adult Lit-
eracy: A Guide for Public Health and Adult Literacy Practitio-
ners, Policy Makers, and Funders. US National Institute for
Literacy, Washington, DC.

Institute of Medicine (2004) Health Literacy: A Prescription to
End Confusion. National Academies Press, Washington, DC.

Ishikawa H., Nomura K., Sato M. & Yano E. (2008) Devel-
oping a measure of communicative and critical health lit-
eracy: a pilot study of Japanese office workers. Health
Promotion International 23, 269-274.

Jordan J., Buchbinder R. & Osborne R. (2010) Conceptualis-
ing health literacy from the patient perspective. Patient
Education and Counseling 79, 36—42.

Kickbusch 1. (2002) Health literacy: a search for new catego-
ries. Health Promotion International 17, 1-2.

Kowal E. & Paradies Y. (2010) Enduring dilemmas of Indig-
enous health: recognising the tensions inherent in all
efforts to bring about change in Indigenous health out-
comes. Medical Journal of Australia 192, 599—-600.

McCray A. (2005) Promoting health literacy. Journal of the
American Medical Informatics Association 12, 152-163.

McGrath P., Holewa H., Ogilvie K., Rayner R. & Patton
M.A. (2006a) Insights on Aboriginal peoples’ views of
cancer in Australia. Contemporary Nurse: A Journal for the
Australian Nursing Profession 22, 240-254.

McGrath P., Ogilvie K., Rayner R. & Patton M. (2006b)
Insights on Aboriginal peoples” views of cancer in Austra-
lia. Contemporary Nurse: A Journal for the Australian Nurs-
ing Profession 22, 240-254.

National Health and Medical Research Council (2003) Val-
ues and Ethics: Guidelines for Ethical Conduct in Aboriginal
and Torres Strait Islander Health Research. Commonwealth
of Australia, Canberra.

Nutbeam D. (2008) The evolving concept of health literacy.
Social Science & Medicine 67, 2072-2078.

Nutbeam D. (2009) Defining and measuring health literacy:
what can we learn from literacy studies? International
Journal of Public Health 54, 303-305.

Nutbeam D. & Kickbusch 1. (2000) Advancing health liter-
acy: a global challenge for the 21st century. Health Promo-
tion International 15, 183-184.

© 2013 John Wiley & Sons Ltd

Osborn C., Paasche-Orlow M., Davis T. & Wolf M. (2007)
Health literacy: an overlooked factor in understanding
HIV health disparities. American Journal of Preventive Medi-
cine 33, 374-378.

Parker R. (2000) Health literacy: a challenge for American
patients and their health care providers. Health Promotion
International 15, 277-283.

Petersen A. (1997) Risk, governance and the new public
health. In: A. Petersen and R. Bunton (Eds) Foucault,
Health and Medicine, pp. 189-206. Routledge, London.

Petersen A. & Lupton D. (1996) The New Public Health: Health
and Self in the Age of Risk. Allen & Unwin, Sydney, NSW.

Prior D. (2009) The meaning of cancer for Australian
Aboriginal women; changing the focus of cancer nursing.
European Journal of Oncology Nursing 13, 280-286.

Ratzan S. & Parker R. (2000) Introduction. In: C. Selden, M.
Zorn, S. Ratzan and R. Parker (Eds) National Library of
Medicine Current Bibliographies in Medicine: Health Literacy,
pp. v—vii. National Institutes of Health, U.S. Department
of Health and Human Services, Bethesda, MD. NLM Pub.
No. CBM 2000-1.

Rudd R. (2002) Literacy and health: a maturing partnership.
Focus on Basics: Connecting Research and Practice 5, 1-8.

Shahid S., Finn L., Bessarab D. & Thompson S.C. (2009a)
Understanding, beliefs and perspectives of Aboriginal peo-
ple in Western Australia about cancer and its impact on
access to cancer services. BMC Health Services Research 9, 1-9.

Shahid S., Finn L. & Thompson S.C. (2009b) Barriers to partici-
pation of Aboriginal people in cancer care: communication in
the hospital setting. Medical Journal of Australia 190, 574-579.

Shahid S., Finn L., Bessarab D. & Thompson S. (2011)
‘Nowhere to room... nobody told them’: logistical and
cultural impediments to Aboriginal peoples” participation
in cancer treatment. Australian Health Review 35, 235-241.

Shaw S., Huebner C., Armin J., Orzech K. & Vivian J. (2009)
The role of culture in health literacy and chronic disease
screening and management. Journal of Immigrant and
Minority Health 11, 460-467.

Si D., Bailie R., Togni S., D’Abbs P. & Robinson G. (2006)
Aboriginal health workers and diabetes care in remote
community health centres: a mixed method analysis. Med-
ical Journal of Australia 185, 40-45.

Simonds S. (1974) Health education as social policy. Health
Education Monograph 2, 1-25.

Simpson L., Zubrzycki J., Reid I. & Jones V. (2011) A good way
of doing business! working together to achieve improved
outcomes for Aboriginal people in NSW Cancer Services.
Aboriginal & Islander Health Worker Journal 35, 13-15.

Serensen K., Van den Broucke S., Fullam J., Doyle G., Peli-
kan J., Slonska Z. & Brand H., (HLS-EU) Consortium
Health Literacy Project European (2012) Health literacy
and public health: a systematic review and integration of
definitions and models. BMC Public Health 12, 1-13.

Supramaniam R., Grindley H. & Pulver L.J. (2006) Cancer
mortality in Aboriginal people in New South Wales, Aus-
tralia, 1994-2002. Australian and New Zealand Journal of
Public Health 30, 453-456.

Taylor K., Smith J., Dimer L., Ali M., Wilson N., Thomas T.
& Thompson S. (2010) ‘You're always hearing about the
stats... death happens so often’: new perspectives on bar-
riers to Aboriginal participation in cardiac rehabilitation.
Medical Journal of Australia 192, 602.

Thorne S. (2008) Interpretive Description. Left Coast Print Inc,
Walnut Creek, CA.



C. Treloar et al.

Thorne S., Reimer Kirkham S. & O’flynn-Magee K. (2004)
The analytic challenge in interpretive description. Interna-
tional Journal of Qualitative Methods 3, 1-15.

Wakerman J., Humphreys J., Wells R., Kuipers P., Entwistle
P. & Jones J. (2008) Primary health care delivery models
in rural and remote Australia — a systematic review. BMC
Health Services Research 8, 276.

Williams K., Mullan P. & Fletcher F. (2007) Working with
African American women to develop a cancer liter-
acy assessment tool. Journal of Cancer Education 22, 241-244.

Wood L., France K., Hunt K., Eades S. & Slack-Smith L.
(2008) Indigenous women and smoking during preg-

10

nancy: knowledge, cultural contexts and barriers to cessa-
tion. Social Science and Medicine 66, 2378-2389.

Yeo S., Meiser B., Barlow-Stewart K., Goldstein D., Tucker K.
& Eisenbruch M. (2005) Understanding community beliefs
of Chinese-Australians about cancer: initial insights using
an ethnographic approach. Psycho-Oncology 14, 174-186.

Zanchetta M. & Poureslami I. (2006) Health literacy within
the reality of immigrants’ culture and language. Canadian
Journal of Public Health 97, S26-S30.

Zarcadoolas C., Pleasant A. & Greer D. (2005) Understand-
ing health literacy: an expanded model. Health Promotion
International 20, 195-203.

© 2013 John Wiley & Sons Ltd





