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Abstract

Background

Aboriginal Australians experience poorer outcomes from cancempa@a to the nor
Aboriginal population. Some progress has been made in understanding irddq
Australians’ perspectives about cancer and their experiendesaviter services. Howev
little is known of cancer service providers’ (CSPs) thoughts amdepgons regardin

Drig

er,

Aboriginal patients and their experiences providing optimal cazarerto Aboriginal peoplé.

Communication between Aboriginal patients and non-Aboriginal health sgroeviders h

been identified as an impediment to good Aboriginal health outcomespdpés reports on
CSPs’ views about the factors impairing communication and offadtipal strategies fqr

promoting effective communication with Aboriginal patients in Western AustfalA).




Methods

A qualitative study involving in-depth interviews with 62 Aboriginal amsh-Aboriginal
CSPs from across WA was conducted between March 2006 - Sept@0®/ and Aprilt
October 2011. CSPs were asked to share their experiences witlyiddlopatients ang
families experiencing cancer. Thematic analysis wasechout. Our analysis was primar
underpinned by the socio-ecological model and cultural securitycdmaepts of Whitenesgs
and privilege, and cultural security also guided our analysis.

<

Results

CSPs’ lack of knowledge about the needs of Aboriginal people with randeAborigina
patients’ limited understanding of the western medical systere wentified as the twp
major impediments to communication. For effective patient—provider concation,
attention is needed to language, communication style, knowledge anafushedica
terminology and cross-cultural differences in the concept of #teriginal marginalizatiof
within mainstream society and Aboriginal people’s distrust of ttedtthesystem were also
key issues impacting on communication. Potential solutions to igde&boriginal patient;
provider communication included recruiting more Aboriginal staff, mhog appropriats
cultural training for CSPs, cancer education for Aboriginal $talkkers, continuity of carg
avoiding use of medical jargon, accommodating patients’ psychosoadogistical need
and in-service coordination.
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Conclusion

Individual CSPs identified challenges in cross-cultural commubitatnd their willingness
to accommodate culture-specific needs within the wider healthsgatem including better
communication with Aboriginal patients. However, participants’ comsarticated a lack
of concerted effort at the system level to address Aboriginsdddantage in cancer
outcomes.

Keywords

Aboriginal, Indigenous, Cancer, Communication, Health service provider, Candeese
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Background

Effective communication between patients and providers is essémt@thieve positive
health outcomes for users of services [1-3]. Good communication isybety vital for
successful cancer treatment as patients will have multiplietées at different stages of their
cancer journey. How an individual experiences and copes with cancexddaps only upon
the type of cancer and the treatments available, but on social suppovariety of forms,
including mechanisms for dealing with uncertainty. A patient’'s gbtlit participate in
decision-making around treatment also plays a major role irfiagditi; with care [4]. Most
patients and families experiencing cancer go through sevemals fof physical, social,
economic and psychological trauma. Cancer care thus encompassesrnongibde-of-care
for a patient evolving much more than just managing physical amdatlisymptoms going



well beyond the confined hospital setting to include home and communityxtonidus,

unless information is conveyed effectively from the beginning and understoadibéyte and

their families, it can negatively impact upon their psycholdgecal physical health and
satisfaction with care [3]. Successful communication requiresonstructing meaning to
achieve agreement between the healthcare provider and patient, both ofbwhgrtheir

individual physical, social and cultural orientation, prior knowledge, éxpegs, verbal and
non-verbal communication styles [5].

Communication between Indigen8ysatients and non-Indigenous health service providers
has been identified as an impediment to good Indigenous health outcorpsHar
Indigenous Australians, the interplay of factors in the meanialjg process is more
complex, occurring within the broader historical, social and politmahtext where
Indigenous experiences of marginalization, colonization, and disempontehaee led to
distrust, intergenerational grief and trauma [10] resulting iac& bf acknowledgement of
some of these experiences within mainstream health caree Vieggs are consistent with the
ecological model of health, and intervention to improve understanding adddess
Indigenous health issues will be strengthened by acknowledging that dadfext

Given the increased commitment of the Australian government to ngdihe difference in
life expectancies between Indigenous and non-Indigenous Australianshttpatgerships,
gaps in understanding and difficulties in patient-provider communicatemant careful
analysis. A previous study which explored Aboriginal people’s petisigeon cancer care
identified numerous barriers contributing to miscommunication in cancer eefli2]. These
included: service providers’ lack of understanding of the historicalegbrof Aboriginal
people; cross cultural misunderstanding and a lack of recognitigwariginal beliefs and
“ways of doing things”; complex centralised health systems;stfiogl challenges in
accessing health services [13]; linguistic differences inncomcation styles and a lack of
trust [12]. These issues highlighted that, along with cultural canpgtat the clinical,
organizational and systemic levels of a service delivery [14], adkdgement of the
differences between Aboriginal and non-Aboriginal culture, recogndiuh addressing the
power differentials between the patient and service providers, &mdvaledgment of the
impact of history, political, social conditions on the health of Abnabpeople [15] must be
considered to overcome the communication barrier between Aboriginal paogléhe
service providers. Above all, culturally secure services that lvdeeness of cultural issues
to actions that address them at the policy, organisational atehsiesvel [16] are needed to
support Indigenous patrticipation in cancer treatment.

Service providers need encouragement and support to reflect on and idlemtétions
arising in their service capability to better address and umadershdigenous needs. Lack of
confidence and fear of naming deficits in their service delively practice can impede
providers’ ability to deliver improved services that meet Indigeneoplp’s needs [17]. The
current study was prompted as a follow-up to an earlier one [12,18,19h wkpdored
Aboriginal Australian views about cancer and cancer sergicdgshe barriers they identified
in accessing cancer services in WA. Our aim was to exgteressues of Aboriginal people
accessing cancer care from the perspective of Cancer Sétxisgders (CSPs), since
improving Aboriginal cancer outcomes requires a common understandinghopdents’
and providers’ perspectives that need to be understood and resolvedHeglthesystem to
function optimally and in culturally sensitive manner for the car@lmdriginal people with
cancer. This paper presents an analysis of interviews w8RsCand their experiences
working with Aboriginal cancer patients and discusses issuesetinatge, directly or



indirectly, related to their practice and which affect Aboradi patient-provider
communication. It also presents strategies suggested by €@BRsromoting effective
communication with Aboriginal patients in WA.

Methods

This study was approved by the Human Research Ethics Commiitt@ertin University,
WA Country Health Services and the Western Australian Aborigidealth Ethics
Committee.

Recruitment of participants and data collection

Data collection occurred in two phases — between March 2006 and Sep2@dbend April
and October 2011. Initially, a formal letter containing the inforomasheet and consent form
were sent to service managers to circulate information about diexipto staff, requesting
that interested staff contact the researchers. After beingatedtby potential participants,
the interviewer discussed the study and arranged a time far-depth interview. Other
participants were purposively recruited from a range of locatgsrsjces and professions.
Informed consent was provided by all participants.

The semi-structured interview schedule used in the previous chs¢h?,18,19] was
reviewed and modified. This covered questions around health servicelggedvyeneral
experience with Aboriginal patients with cancer, any spe@Bae they face and possible
solutions to these issues. As communication was identified as dhe afajor barriers by
Aboriginal participants in the earlier study, we included a ifipequestion related to
communication with Aboriginal patients and their families for this study.

Data analysis

The interviews were digitally recorded, transcribed verbatim iamgbrted into N-Vivo
software to assist management of data. Transcripts weresadady organising and coding
the data into themes which were ordered, recorded and storé@emodes’ from which
other themes were developed through a process of line-by-lidmgeaf the transcriptions
[20]. The frequency and distribution of important themes were idehtifeghlighted,
grouped and stored as ‘tree nodes’ which enabled a series tiesubs to be developed
under the key theme. Trustworthiness of the data was ensured trsearghing for rival
explanations and linking the findings and conclusions to data, theorgvatehce from the
literature [21-23]. In addition, inter-coder reliability checks aferview analysis were
conducted by members of the research team to check and re-check coding [22].

The design, framing and analysis of this research was based bpophilosophical
foundations of the social constructionist perspectives that guided us to understandplew pe
interpret and make sense of experiences within particular soktioad, political and
historical contexts [11,24]. The interpretation and analysis mdirfgs was guided by
theoretical standpoints that included the social ecological framke\R25], the ‘critical
cultural approach’ [26], ‘cultural security’ framework [16] and c@tseof Whiteness and
privilege [27,28]. These theories are all relevant to the intawat of the challenges in
communication faced by non-Aboriginal health professionals workinip iboriginal
patients and their families. We were aware of the common tepderframe findings in a



way that suggests “deficiency” in Aboriginal people or communif#9] and have instead
presented a range of responses identifying various levels of awarboastha role of health
services and providers play in promoting or undermining Aboriginakhhaad wellbeing.

We anticipated these approaches would identify changes neededrdat quiactices to

promote good communication with Aboriginal people.

Results

CSPs having experience working with Aboriginal patients weceuited from a variety of
service settings: hospitals, the Cancer Council WA, cancegrsngeservices, palliative care
services, Aboriginal community health services and other nefeatied health services
providing support to cancer patients in Perth and six rural/reragtens of WA. Sixty-two
in-depth interviews were conducted of whom 17 participants were AbalrigdsPs;
participants’ demographic characteristics are described in Table 1.

Table 1 Demographic information about the CSPs
Positions or roles

Clinical (Nurses and GPs) 18
Oncologist/ Radiation Oncologist 2
Aboriginal Liaison Officers (ALOs)/ Aboriginal Health Workers (AH)V 10
Cancer Nurse Coordinators 5
Social Workers 7
Aboriginal Community Health Nurse 2
Palliative Care Providers (PCPs) 11
Others 7
Total 62
Place

Urban 33
Rural 29
Total 62
Gender

Female 51
Male 11
Total 62
Aboriginality

Aboriginal 17
Non-Aboriginal 45
Total 62

Key themes that emerged as barriers to communication for @f#Rs their lack of
knowledge about the cultural, social and health needs of Aboriginal pedpe; t
marginalization of Aboriginal people within the system; and Adioal patients’ distrust of
the health system and fundamental aspects of communication, includiggage and
communication style.

Strategies identified by both Aboriginal and non-Aboriginal CSPsintprove CSPS’
communication with Aboriginal patients included: recruitment of mAb®riginal staff;



cultural training for the CSPs; education for Aboriginal stakehglgeoyviding assistance to
the patients during patient consultations with clinicians, withefodrand repeated
explanations; continuity of care; clear, simple and empathic concation; and
coordination within services. These will be discussed, sub-themesibddsand the
similarities and differences in responses with the previouplyrted Aboriginal patients and
family participants [12] identified (Table 2).

Table 2 Differences and similarities in Aboriginal and non-Aboriginal participants’
views on barriers to communication

Barriers to communication Cancer service providers *Aboriginal
Aboriginal Non-Aboriginal patients/families

Contextual barriers

—Racism and colonisation X X

—Aboriginal marginalization X X X

—Paternalistic attitude of the CSPs X X X

—Lack of understanding by CSPs about Aboriginal seed X

—Lack of coordination within the services X

—Lack of Aboriginal staff X X X

Impediments to communication

—Language X X X

«—Communication style X X

—Privacy and confidentiality X X X

«—Concept of time X

Loss of trust

*—Distrust X X

*Aboriginal patients and family affected by cancer [12].
Contextual barriers to communication

Lack of understanding by CSPs about the overall de®f Aboriginal people

One challenge reported by non-Aboriginal providers was their ldcknowledge and

understanding of the complex multiple issues that Aboriginal peapégifin their day-to-day
lives, including unsuitable housing for patients when discharged. Tokse led to

misunderstanding patients’ needs during consultations.

| suppose this latest young lady, well one of the frustrations | had was
organising to get her to the metro area and highlighting all of the possible
complexities with her situation being a young woman with young children and
an extremely nasty cancer but not getting the support from some of the
hospital staff in the metro and then not, | guess they basically turned away,
some of the supports that | had linked the patient with. As when those peopl
went to get in touch and be involved they said, “Your services arerled€e

And because of that, and | don’t know ... they certainly had no understanding
of the complexities of what she would face when she came back home.
(CSP13, Rural non-Aboriginal nurse)

Several participants reported making assumptions about Aborigithatat preferences such
as preferred place of stay at the end-of-life, genderfspemommunication, and the
appropriateness of talking about cancer or death and dying that ilecteased concern and
vigilance: ‘we do not communicate with them, we will be excessively cautious and
respectful.... There’s a lot of uncertainty and a lot of conflus{@8P54, urban non-



Aboriginal participant]. In response to questions about why they didskdbaclarification,
CSPs often indicated they thought that would be inappropriate. Thus,ah#mgy practical
issues that Aboriginal patients faced were not explored or weteaddressed in an
appropriate manner.

Another challenge for services was consulting and negotiating with extemdiédfeembers
to obtain consensus about treatment and end-of-life decision-makimg. sometimes
impeded timely delivery of healthcare to the patient as service providensnaféded consent
from multiple people, some of whom often were present but atrcetaes extended family
members were located in remote communities.

Lack of understanding of the western medical systeynAboriginal patients

Both Aboriginal and non-Aboriginal CSPs perceived Aboriginal peoplesk laf
understanding about cancer and the medical system as a majodinmape to
communication. All participants reported that most Aboriginal p&iaend families struggled
with understanding how the Western medical system worked. CSPs fwatngbdrticularly
rural and remote Aboriginal patients and their families lacked retateling of the
importance of adhering to oncology treatment regimes, the need to &biémd up
appointments on time; the length of stay for treatment; the immpataf staying near the
place of treatment and abstaining from smoking and consuming alcdiese Tesulted in
misunderstanding and frustration among non-Aboriginal CSPs and silencbonigiAal
patients, which ultimately contributed to further breakdown in communication.

That is a bit of struggle, the communication is really difficult because
Aboriginal people don’'t have a voice, they're reluctant to use their \amde
even with my support, they still find it difficult to actually [commicate]
(CSP28, rural Aboriginal participant)

Mostly non-Aboriginal participants reported difficulty in explainitige importance of
treatment and follow-up care to Aboriginal patients:

Him understanding what | was wanting to do with him and because he had
insulin at certain times of the day and he’d gotten into that routin@dweght

it was my duty of care to say to him, “Well actually, we do it ipphaklike

this, and we have to give you your treatment and we have to give you your
medications,” and ... he didn’'t understand what | was saying to him, that's
why he were getting angry and anxious. It's understanddRQI8P9, Urban
non-Aboriginal participant)

While the problem was often externalized onto the Aboriginal patieatoften inappropriate
communication of health providers was identified by Aboriginal participants:

They [non-Aboriginal health professionals] need to come down a peg. Instead
of talking high and mighty to a person ... they should sit down and relax and
actually talk English to that person instead of using big words, fancy words,
making themselves look good and making themselves feel proud that they can,
you know, ‘I know what this word is, but you don’'t because you are small.’
(CSP49, Rural Aboriginal participant)



Some CSPs acknowledged the diversity among Aboriginal people bdagbdir educational
background, area of residency and their degree of acculturation. Tlgsimmevealed that
Aboriginal and non-Aboriginal CSPs with longstanding experienceraladionships with
Aboriginal communities understood patients’ issues sooner and had coefideaddressing
them empathetically and in a manner considered to be more cyltapaitopriate: Without
being kind of aggressive about it, you have to dig a bit to really find out #b®yterson...
health needs and problemfCSP26, urban non-Aboriginal participant]. Due to the pressures
on clinicians working within health, they often did not want to uneartiened contextual
issues, recognising that they would need more time to address them:

... if you're busy you know, and you don’t want to ask those questions &ecaus
if the answer comes back positive, then what do you do? | certainl\chianee
across people who say they don’t want to ask that question because then
you'll... you can be another half hour there, yes. But yes, | think thetsts a

of what are you there for reallf(€SP26, urban non-Aboriginal participant)

Marginalisation of Aboriginal people and distrust

Aboriginal CSPs mentioned that history, racism and associatedstlitowards the medical
system by Aboriginal people are exacerbated by poor communicaiibmon-Aboriginal
CSPs. Service providers’ control of the environment, structure, purpose atapilanguage
of communication highlighted their position of power, authority and oetefd the
marginalised position of Aboriginal patients within the system:

... lack of insight I think from the nurses there and inappropriate sense of
possession or ownership or | don’t know, superiority in their own skilt
abilities which is unfounded. Their lack of accepting that people migt ne
more than just them to help, to deal with their situation. They’'rg wmeular

and they feel that they are a one stop shop and they can provide everything but
they can’'t.(CSP13, rural non-Aboriginal participant)

Interestingly, this critique of the inability of some CSPs @oognise and respond to the
power imbalance, fits well with whiteness theory, where whitemesormalised, taken for
granted and therefore acts as an invisible of privilege and super®oitne non-Aboriginal
providers reported counterbalancing this distrust by actively bugildelationships and
investing time in empathic listening to Aboriginal patients. Howeseveral were unsure
about the process and reported that building trust often took a loagThrs highlights the
needs for the system level change to support the service provadénatsthey can work
towards the goal of achieving culturally safe services for Ajowal people. Non-Aboriginal
providers reported the feeling that they were likely to fail wdealing with Aboriginal
patients, because Aboriginal people did not fit the usual models arftefiocare there was a
clash with the demands of the system in which they workeldefi you know you are gonna
have an Aboriginal person coming to your clinic, your heart sinks(C3SP26, urban non-
Aboriginal participant) This participant, as with some other non-iypwal CSPs, felt they
lack the power to improve Aboriginal people’s participation in cat@atment, but there
was relatively little interrogation from their point of view bbw the system could be
changed to accommodate the Aboriginal patient’'s needs or even the moweske a
difference to an individual patient through the quality of the kaiatiip that they developed
with an Aboriginal patient and their family.



Impediments to communication

Fundamental issues related to communication which were highligiotadttie analysis were
language, communication styles and differences in the concept of time.

Language

Language was a barrier that led to misunderstandings betweerngiA@bipatients and
clinicians as some Aboriginal patients communicated in Aborigivalish which often
differs from standard Australian English in pronunciation and meani@ther
misunderstandings were the result of medical professionalgudtffiin communicating with
Aboriginal patients in clear, jargon-free language so they are understoodgiAal and non-
Aboriginal CSPs criticised the poor patient interaction skillsahe medical professionals
which added to the distrust experienced by Aboriginal patients:

Oh he’s just an ignorant, bit of a dickhead. ... [Non-Aboriginal patients]
might admire his competence, but they don’t like his manner... we have a
couple of oncologists like that and they’re very good oncologists but they're ...
(laughter)... hideous communicators. Non-Aboriginal people will just think,
“Oh” but they’ll accept that because of his competence whereas Aboriginal
people just won't go backCSP27, rural non-Aboriginal participant)

This comment illustrates how for those who are comfortable witltenwestern model of

care, the technical competence of a clinician may be enougheiorto disregard what to an
Aboriginal patient may be considered as further evidence of ansyst which they are

uncomfortable and therefore not likely to feel well cared for, particuladyhalistic sense.

Communication style

Most non-Aboriginal CSPs described Aboriginal people as ‘non-assehiga-responsive’,
shy to ask questions and reluctant to talk about their illnessssnpanying problems and
reactions to what was happening in their lives. According to somejghimdrpeople lacked
enough education and confidence to ask appropriate questions, evidencetebgehey of
patients to agree with whatever was being said (referred tioeiditerature as ‘gratuitous
concurrence’) [7]*it was difficult because often people would say ‘yes | understand’ and
you don’t know if they did’(CSP3, urban non-Aboriginal participant). There was little
consideration by CSPs that Aboriginal acquiescence could bena lesponse as a result of
years of marginalization and oppression and having being subdued intaatvhgs silenced
their voices [11], a response that would be predicted by the sadmgeal model [25].
Aboriginal people were labeled as ‘non-responsive’ because th&eMvamedical system
generally expects individuals to conform to the system, agsartgreferences and to take
control of their personal health care.

Interestingly, when Aboriginal providers communicated with non-Aboaigpatients and
families they found them reserved, withholding their thoughts with tfidm willingness to
share information was noted as different when dealing with an Abafigirovider. One
Aboriginal CSP explained how she felt ‘known’ and close when shéwlighlan Aboriginal
person. Aboriginal staff within the services often provided a “zone of comfor&Horiginal
patients ‘.. there was a patient here who wouldn’t even see the doctor unkessih the
room and with them(CSP1, urban Aboriginal participant). Optimal caregiving and advice



seemed to occur when patients and providers shared the same @adtkgiound, and life
experiences, highlighting the importance of cultural security for improvirgpmss.

Differences in the concept of time

Mainstream service providers struggled to adjust to differeinct® ‘concept of time’ used
by Aboriginal people which hampered communication both directly and ettbir

Moreover, CSPs who work part time mostly find it difficult to m#ee needs of Aboriginal
patients who, often, do not operate within a time schedule where appointments aeeldiari

With that particular case we’d already set up a meeting with the Abatigi
Health Service and then the workers of the Health Service had othde
appointments and gone off. So we all finally got there, but the actual
Aboriginal Health Service wasn'’t free and then that blows your mind. You
think, “Oh my God.” ...so in many ways it takes an awful lot longer. You've
really got to build more bridges and go more slowly and be more fluid in how
you work which for me is difficult because | only have two days irhwltian

do anything with anybody so | can’t be as fl(dSP56, Rural non-Aboriginal
participant)

CSPs operated by allocating a specific time for eachngatieadvance, antthat doesn’t
always meet people’s needd€CSP14, rural non-Aboriginal participant). One participant said,
“When you’re dealing with (particularly more traditional) Aboriginal patients they don’t
live by a clock. They don’t sort of come to appointments on time..thBé the difficulty of
providing good care as an outpatient is partly based on whether we can find i@ pat a
timely fashion on the day that I'm visitingCSP52, urban non-Aboriginal participant). This
elastic time particularly created difficulties with video ceneihce consultations. Some CSPs
tried to find a solution and they booked their appointmefastialf an hour either side for
the consult, so that we can ensure that the patient is actually seel§f {CSP14, rural non-
Aboriginal participant)

So that’'s a huge difficulty but it's not with all Aboriginal families. $om
families you can say I'll be there at two, and everybody is there anttdhe
quite happy to sit down and meet, it's just particular families can be quit
difficult. (CSP56, Rural non-Aboriginal participant)

Strategies to improve communication

Aboriginal staff and support people within services

CSPs expressed the need for more Aboriginal staff who, inuiesit, enhanced the quality
of communication with Aboriginal patientsat'the moment | find them [Aboriginal patients]
not easy opening up to us and talking to us about any psycho-social problems [bigethey
more comfortable talking to some of their own people... might be thatived at homie
(CSP50, rural non-Aboriginal participant). An informed and responsiblelyfamember
escorting the patient or an Aboriginal staff member could helpAtmmiginal providers
better understand patients’ needs and circumstances. It alde easier for Aboriginal
people to trust the health system and highlighted benefits of isktagl and developing
partnerships between health services and the Aboriginal commuh#yrole of Aboriginal
service providers as cultural brokers was particularly sigmificehen CSPs dealt with



patients in outreach areas as Aboriginal staff often knew tiseafid outs” of the community,
such as where certain people lived and what was happening with thbat &ime. Their

informed cultural and local knowledge was extremely valuable anddadvan ongoing
resource for the CSPs.

Although many providers were aware that yarning with Aborigpeatients and families
informally could help them feel more comfortable and relaxed, in wiogimstances only
Aboriginal staff could confidently achieve this. Interacting hwiboriginal patients and
bonding with them using a conversational approach is referred to as ‘sociagy&30i:

... generally with Aboriginal people it works very well to actualyable to

go away from the clinical environment and go and sit under the tree and just
do a bit of yarning and get to know and build a relationship.... things like
home visits are really valuab(€SP14, Rural non-Aboriginal participant )

Training and education

According to most participants, educating Aboriginal people about camcethe Western
medical system was important. However, increasing CSPs’ kdgelef Aboriginal culture
and life-style was also considered ‘key’: “it. comes back to knowledge again. If we all have
a bit more knowledge on how we might do it better, how we might ddeitedify. | think
we'd all be a lot better of{f CSP56, Rural non-Aboriginal participant). Participants suggested
that further emphasising cultural education within health curricaagoing ‘on-the-job’
health-related cultural awareness training for CSPs and mtaeaction with Aboriginal
people would increase the knowledge of CSPs. Many participantslemtithe available
cultural awareness training insufficient as it focused too mucowhat had happened in the
past. Access to extensive health-specific cultural training opptgs was an identified
need.

Assistance while consulting clinicians

Communication could also be improved by Cancer Nurse Coordinators JGpEsstions
established in 2007, prior to the second period of data collection) or argidbbiLiaison
Officer (ALO) supporting patients during their appointments withigans. This support
assisted patients to better understand their treatment, sideseffel symptoms. Participants
reported that although it required preparation, planning, consultation andination
between different services, the process ultimately assistedipreytd be informed about the
patient’s actual condition.

We tend to offer that service where we go in with patients and wétsthem
when the doctor is explaining to them and for some patients we’ll aken t
notes and give them to the patient afterwards in plain simple lang(@§€6,
rural non-Aboriginal participant)

Repeat explanations

Repeat explanations by an ALO or a CNC about a treatment arsidéseffects, the
importance of continuity of treatment, and consulting the patient bafat@fter seeing their
treating clinician were other strategies which helped improveiematinician

communication. These were regarded as facilitating better amifeei patients to their



treatment regime and better outcomes and were particularlyl deefpatients undergoing
complex treatment regimes, such as for patients with lung, cervix, head and mesis ca

...predominantly cervical cancer, they need to have radiation therapy daily for
a good six weeks as part of their treatment plus some chemo and th&t's qui
hard work to ensure that they complete that because it's everyoddyaye to

be in for a fifteen minute treatment and so there’s a lot of ingeet the
appointments... two or three times a week sometimes, or at leasgrihgm

if they’ve got a mobile phone and reminding them don’t forget you’'ve got your
treatment, I'll meet you today or being at the treatment. Becausedtély
always turn up for one or two days. It's sort of understanding that you can’t
break your treatmen{CSP2, Urban non-Aboriginal participant)

Clear verbal explanation, visual materials, suitable picturesfaredto-face conversations
with Aboriginal patients were also identified as importahtirid a picture, and | go on the
internet, | find a picture, a basic picture and I bring it back and | go akerpicture with
them.’(CSP1, Urban Aboriginal participant)

Continuity of care

Continuing care by the same CSP was recognized as importastalbdishing a trustworthy
relationship. Aboriginal people were more comfortable when they theetsame person
during their visit to a service:

I: So is it important to have the same person in every visit?

P: If it's possible, but it's not always possible. But also, # gbing to happen

that you don’t have the person, explain it to the patient that next Nmeelot

here but she [another staff member] will fill my boots and shedwikxactly

the same as | do, and then when | come back we can continue or thisiperson
going to take over your care. You have to explain to them that you might move
on and somebody else is going to take over then they know what’'s going on. |
think if it comes from you that they trust now and they see thgsmpé good

and they can manage with everything that should be just as all good for them.
You can’'t have a continuity of care if you want it, it's just not possilé.

you can at least try(CSP50, Rural non-Aboriginal participant)

Understanding and accommodating patients’ needs

Some participants reported that Aboriginal patients and fasnli&ied attention, support and
understanding from providers, and this helped them feel relaxedoameated within the
system. Accommodating the patient's needs required CSPs being afv#ine patient’s
context, circumstances, background and needs. Allied health professiplagied a
significant role in that aspect. One non-Aboriginal CSP talked about Hewbuilt an
empathic relationship gradually with one male Aboriginal patiemb was suffering from
head and neck cancer, had severe dental problems and a negative Wiewhexlth system.
From the beginning, hospital staff tried to ensure everythingirfl place to support his
treatment, appointments, pain management and needs. They interattteuiswextended
family members, and eventually the patient and his family beacamfortable, and started
interacting with staff. This example showed that a posithange in a CSP’s attitudes and



practice helped to build trust and improved the patient’'s experiehd¢ealth care, their
engagement with the service and contributed to comfort during the iliness.

Coordination within services

Non-Aboriginal CSPs reported that oncology patients generallyoffezred too many
services, which can be overwhelming for many patients. Severatipants felt that

although there were many issues still to be addressed, improgehshtoegun with care
coordination now shared among and between different services. For exaggmeaal CNCs

can communicate with patients in smaller communities via locavanks and help best
manage their care with appropriate referrals. With CNC supmécialized health
professionals in metro areas can make informed decisions abouttgditreng in isolated

areas. CNCs in rural and remote areas can also make surephteatfully understands the
appointment dates and the length of time they would be staying in the (@33, urban

non-Aboriginal participant) before they come for treatment:

| think with careful and good co-ordination and good networking, using the
people that meet the patient’s needs... | think the whole team hasfteannt
that. But it is about making sure that there’s pathways and processes @ plac
and so, yes, we’re working on that and always the issues are around the
practical good communication, that's the key factor | thi(®@SP14, rural
non-Aboriginal participant)

Privacy and confidentiality

Arrangements to ensure privacy were mentioned by some senosedgs to ensure
trustworthy and respectful communication between Aboriginal pati&md providers, while
Aboriginal patients and the family members participated enpitevious study [12] identified
them as crucial aspects of culturally appropriate cérendst be a quiet area, you mustn’t
have lots of people coming in and out and lots of disturbances and stuff antresaebne-
on-one with a parent or aunty there, is much better than having a big group of pemipte...
because it just freaks them out if there’re lots of people standmgdrthem and they don't
know what's going to happen, especially if it goes ahead with proced(@3P52, urban
non-Aboriginal participant).

Discussion

Communication with health providers was a key barrier for Aborigieaple with cancer
identified in a previous study exploring the experiences of Aborigiraple with cancer
[12]. This study explored the views of CSPs (both Aboriginal and nonigibal) on
communication and compares the findings with those of Aboriginalnpatieith a view to
identifying possible solutions which are sensitive to the needs oighbalrpeople as well as
feasible and achievable by the service providers within their services.

The ‘cultural security’ framework ‘whereby organisations and imldigls... make a positive
shift away from altering attitudes and values, and move towaasyog organisational and
individual behaviours and practices’ [16] was one of the frameworkgtided us to assess
if the prevailing western model of care fostered good communmcatibh Aboriginal
patients and their families, responded to their needs and promotedwtitieing. As



previously indicated, cultural security recognises that theokeétwareness’ of culturally
appropriate service provision is not enough, and focuses directly oncerakills and
efficacy by incorporating cultural values into the design, delivadyevaluation of services.
This model argues for society and system levels involvemeeturiag an environment that
is safe for Aboriginal people, and proposes to ‘effect chamgel elements of the health
system workforce development, workforce reform, purchasing of healtltas, monitoring
and accountability and public engagement’ [31]. Previous reseadihds drew attention to
the tensions in the system where the model of standardized cargrithl@ges Western
biomedical knowledge and practice at times failed to meet theésnaf Aboriginal patients,
demonstrated in poor communication styles. This experience erodeloaigiAal patient’s
trust and reinforced their marginalisation. This tension was foahdve intersected with the
need for health providers to be flexible, respectful and responsivalttoat differences
raising the issue of how such challenges were negotiated [12,13].

Findings from this research clearly indicated that some C3Rgted to deliver high quality
culturally appropriate care to Aboriginal patients yet feltverless or did not get enough
support to initiate change. They wanted to respect Aboriginatitnadi beliefs and practices
and incorporated some sensitivity to Aboriginal culture into thewicer However, they
lacked confidence and were unsure if Aboriginal patients’ needs met.eThey wanted to
form a relationship with Aboriginal patients but gaps remainedheir tunderstanding that
compromised good communication. They reported trying to deliver he#lbhmation
empathically, repeating it as needed and were often preparegend extra time with
Aboriginal patients. However, they already felt over-stredch&here possible, extended
family members were included in decision-making around treatmenteveowthis was
challenging particularly when planning discharge and with linéswurces available in the
patient's home environment to provide high quality care. Many of thestvpasitiatives
occurred as a result of the efforts by individuals and not by the system. Tagvdide some
intentions to improve Aboriginal health care were clearly stéitadations in the system and
the competing demands placed on CSPs were evident. Thus, supportystdhe lsvel to
ensure cultural security within health services was generally seessasgn

Cross-cultural communication difficulties exacerbated the problemticipants were aware
of the fact that long-term relationships and trust were vitalalbrinteractions between
Aboriginal patients and their providers. However, that link was aftendeveloped due to
poor understanding of how a trusting relationship could be establishad overloaded
health system focused on throughput which challenged meeting patieet$s given busy
schedules. Critical reflection by non-Aboriginal CSPs of the h@eservice provision to be
more flexible and attuned to the needs of patients from other culvas largely missing.
While oncology patients in general have been found not to discloseresraigout their

underlying beliefs which do not fit with the dominant biomedical parad@jmsome CSPs
stereotyped Aboriginal patients and associated their non-assessvemgh cultural

differences, lack of education and understanding. Most of theed falreflect back on their
own short-comings in the cross-cultural communication process. Workihgnva health

structure that privileges a western biomedical model of care awduwtts other cultural
understandings of illness was not considered a factor in informmgncinication difficulties

[32]. Often providers seemed blind to the way that delivery of cacaes is inherently
racialised. Although the term “whiteness” lends itself to beisgociated with skin colour,
Kowal [33] has pointed out that whiteness and privilege can alsograss a racialised
social structure.



Overall CSPs held the view that those who understood and could work wiistieen were
likely to have a better outcome and prognosis, referring to sdbagiginal patients as
‘coping well’, ‘articulate’ and ‘easy to deal with’. Thesepesses reflected the implicit and
pervasive expectation that Aboriginal people should adapt to the nedus lodalth system
rather than the system becoming more flexible in meeting tbésnef Aboriginal patients.
Health providers’ projecting problems onto Aboriginal people and né¢ctefg on the
limitations of their own practice highlight the need to intertegéneir understanding of
‘culture’; their understanding of the socio-cultural determinantheafith and the privilege
positioning in health care. Moreton-Robinson [27] points out that white Adugstralian
cultural and racial dominance is the ‘invisible omnipresent norm): iri Australia and not
guestioned; instead it is the benchmark by which differences thiabnorm are measured,
valued and often ignored. In a health context, this means that spreidgders trained in the
dominant Western biomedical model of health adopt a standardised apprazsk that is
accepted as ‘the’ structure where Indigenous knowledge, beliefs ands \aleeoften
dismissed or ignored at the level of policy and practice. This afteulted in a failure in
organizational support for CSPs with inadequate education and training tstandethe
lived experience of many Aboriginal Australians from socio-cultusad historical
perspectives.

A commitment to reflect on factors informing cross-culturakpca was needed to become
aware of the impact of relations of power and authority on the inadiged position of
Aboriginal patients and explore ways to improve communication s@mqgted Aboriginal
health and wellbeing. While the role of the AHWs is integradrtviding culturally safe care
to Aboriginal patients, improving the knowledge and skills of non-Aborigiaacer service
providers through education and training is equally crucial to emssistained improvements
to practice shared by all. Historically the ‘cultural awass\ training is being provided to
improve Indigenous-mainstream relations and communication and to bral{prdblematic’
gaps between two distinct cultures. However, critical cultural theorigts @ai most of these
trainings have been based on the ‘classic narrow’ view diireuthat failed to see the
complexity of human experiences within the broader socio-politicaégband can lead to a
false perception of essentialising Aboriginal culture as “a eshiéntity called ‘Indigenous
culture’ that can be described, taught and understood” [34]. As oppot&d tarrow view
of culture, they urge to appreciate and recognise culture aatemal entity which changes
over time. One way forward is for Aboriginal and non-Aborigin8IRS and key community
members to work together to ensure that differing cultural salaee respected,
communication is improved and solutions reached in the spirit of conséisrgye requires
CSPs and health services to reflect on their own cultural oli@mtauperior positions in the
society, whiteness, identity, attitudes and practices and how théw¥ promote or
undermine Aboriginal health and wellbeing.

Respect and consideration for people from different cultures whaoafuent in English is
of paramount importance in any health care, but arguably partictvartancer care which
is protracted, distressing and has multiple side effects.s&daioice and/or manifestation of
anger may make Aboriginal people coming from rural and remotes desd terrified,
confused and irritated [7]. It is important for CSPs to understhatl there needs to be
differences in how service providers approach patients about Hmeissi based on how
patients perceive their illness. While non-Aboriginal service progjdan most
circumstances, preferred short conversations focusing on issues aeatntent, follow-up,
medications and their disease, Aboriginal service providers usedssiise, metaphors,



storytelling, and pictures to connect and to build relationship arsd with their patients.
This process has been identified as effective in other contexts as well [35].

In general, service providers who reported fewer communication probl@émg\koriginal
patients made efforts to be understanding, compassionate, accommotiakinde and
considerate. This accorded with the views of Aboriginal pati@ntsfamilies who expected
their physicians to be “understanding”, “compassionate”, “concermeti*empathetic” [12].
CSPs from rural/ remote regions of WA or those who had long-#¢eperiences in dealing
with Aboriginal patients were more likely to fall into thigegory. However, what underpins
differences in service provider's perspectives and approachesoanthis can be affected
during training or subsequently is an area requiring further research.

Underrepresentation of Aboriginal doctors and other health professiontflsr aggravates
the issue. Optimal dialogue occurred when staff and clients stteeshme linguistic and
cultural background; when they didn’t, extra effort was requirgdaind support for this was
largely missing at the system level. Better communicationsandce delivery requires a
coordinated approach and more Aboriginal staff working in the system aneérutisaced by
the treating healthcare team [36]. Careful attention is needlétias their roles are well
defined and supported, not tokenistic. A recent study on hospitals consierbd
successfully addressing the issues of their Aboriginal pategitéighted that commitment at
the management level and a change at the organisational and $gg&bns critical to
success. An open, supportive and safe environment not only assisted medastgif and
patients to feel comfortable within an organisation, but it also engedrather ‘staff
working to change themselves and their institutions to break dowrersa[36]. Health
services need to facilitate the process of building genuineorethips between Aboriginal
and non-Aboriginal people which is the most important prerequisitewtoking with
Aboriginal people [37].

From the standpoint of Aboriginal participants, the legacy of colanizainderpins ongoing
communication difficulties because of a lack of control over thessland lack of trust [12].
Conversely, very few non-Aboriginal participants recognised that ongoingdistuld stem
from ‘history and colonization’ after so many years, and wouldeatly inhibit patient-
provider communication. This shows the lack of capacity of the sepvmaders to relate
health with the factors at the macro level, such as, socio-pblitmatext, historical
experiences and so on.

Often, problems with communication are attributed to Aboriginal pespéaking a native
tongue and having poor command of English. This is an issue for someyiAbbpeople
from more remote areas of the state, but the majority of idipat people in WA speak
English. However, it is poorly appreciated that they often use “Almadig=nglish” which
“differs from many other dialects of English in systematiays at all levels of language
including underlying conceptual systems and is associated withrediffepatterns of
interaction” [38], p.10. Access to professional interpreters has bbmtified as one
approach to solving the problems in communication [7,35]; however, the diversit
Aboriginal language groups in WA creates challenges in having asprof@l interpreting
service for each Aboriginal language. Use of interpretersutiural brokers for different
regions and groups remains largely unexplored. An accompanying faraityber or the
availability of AHWs may be an alternative option although séverablems have been
identified with these approaches in the literature [7]. Suggesteategkts and
recommendations (see Suggestions and recommendations based on thendigt) ffor



improving communication included fostering service provider training lgigtiig the social
determinants of Aboriginal health and wellbeing.

Suggestions and recommendations based on the studydings

Addressing contextual barriers

» Ensure cultural competency at the clinical, organisational and systdrbyeve

— recruiting, involving and providing training to Aboriginal staff;

— providing cultural safety training to all staff, mindful of not ‘essentiadysculture but
recognising it as fluid, dynamic, and intricately connected to a persoiés soctext;

— improving patient record system so that Aboriginal identification can be improved;
Make the service environment welcoming to Aboriginal people by

— consultation with the local Aboriginal communities on how their needs can be addressed
within the service setting;

— displaying images that recognise and are inclusive of Aboriginal peopleriar
photography);

— having Aboriginal staff visibility including in reception areas;

— Using images and art to help explain what cancer is and cancer treatmenisgncl
Aboriginal-specific resources in the display rack;

» Appropriate cancer education for Aboriginal people and evaluation of outcome
Improve continuity of care

— allow adequate time to build rapport and to get to know the person

— maximising continuity of care during treatment and follow-ups

* Provide care and follow-up closer to home where possible

* Better coordination and integration of care between cancer treatmeneseprimary and
community-based care

Addressing specific communication issues

 Use interpreters or relevant support people to increase understanding of aspadigrgins
and needs during consultation

» Show empathy, kindness and understanding for the person and the family affecteckby ca
* Use clear, plain language to communicate with Aboriginal patients andaimgiies

* Repeat explanations around options and listen to a patient’s choices

» Make sure that Aboriginal patients and their families have understood what has been
prescribed or recommended in regard to cancer treatment, follow-ups and mantge

Make sure that Aboriginal patients and their families have understdmat has been
prescribed or recommended in regard to cancer treatment, follow-ups and meamntge

Conclusion

Most CSPs participated in this study wanted Aboriginal patientstheir families to trust
them and to understand that their job is to help patients. Howevele&iosf of the service
providers towards their own perception, positioning and the priviléggsexperience and a
cultural shift and/or must-change within the wider health caseeByis required to achieve
this. It is essential that non-Aboriginal providers understand thate are inherent
differences in the way the English language is spoken and bganany Aboriginal people
that contributes to misunderstanding. While the western model of health caeprseivice
delivery to Aboriginal patients, critically reviewing its litations is important so that service
providers do not perpetuate practices that compromise the qualitaref delivered to



Aboriginal patients. Equally important is to develop stratetpesmprovement. CSPs who
become aware of how their attitudes and practices may advengghct on Aboriginal
patients, and who reflect on the shortfalls in their service provisaonbecome agents of
change for service improvement at a broader systems levelM&Bermott suggests
‘Becoming a thinking, culturally safe practitioner is also theqmueisite for emerging as a
clinically safe one’ [39].

For services to be culturally secure, time must be spent toeetigirthe patients’ needs are
met, that family members are included and communicated approgriatel that care is
organised in a way consistent with their circumstances and culeedk. This requires more
than simply deciding on the most effective treatment as showtinigat trials. When a
patient feels confident that the health care workaily caresabout them and their family
and is striving to understand and respond holistically to their ciremnoes, the therapeutic
relationship can be transformed to one which focuses on healing, ntepatstent, and in
which the service provider meets the needs of the patient.

Endnote

4n this paper, the term Aboriginal has been used to refer to thgehalis people of WA.
We have used Indigenous when we are referring to featuresehdeatified across different
Indigenous peoples.
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