
 
 
 

Charles Darwin University

Measuring health care experiences that matter to Indigenous people in Australia with
cancer
Identifying critical gaps in existing tools

Green, Monica; Cunningham, Joan; Anderson, Kate; Griffiths, Kalinda; Garvey, Gail

Published in:
International Journal for Equity in Health

DOI:
10.1186/s12939-021-01433-2

Published: 12/04/2021

Document Version
Publisher's PDF, also known as Version of record

Link to publication

Citation for published version (APA):
Green, M., Cunningham, J., Anderson, K., Griffiths, K., & Garvey, G. (2021). Measuring health care experiences
that matter to Indigenous people in Australia with cancer: Identifying critical gaps in existing tools. International
Journal for Equity in Health, 20(1), 1-10. [100]. https://doi.org/10.1186/s12939-021-01433-2

General rights
Copyright and moral rights for the publications made accessible in the public portal are retained by the authors and/or other copyright owners
and it is a condition of accessing publications that users recognise and abide by the legal requirements associated with these rights.

            • Users may download and print one copy of any publication from the public portal for the purpose of private study or research.
            • You may not further distribute the material or use it for any profit-making activity or commercial gain
            • You may freely distribute the URL identifying the publication in the public portal

Take down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Download date: 24. May. 2023

https://doi.org/10.1186/s12939-021-01433-2
https://researchers.cdu.edu.au/en/publications/552add46-572f-4c2b-ac1f-fe4f6d90adea
https://doi.org/10.1186/s12939-021-01433-2


RESEARCH Open Access

Measuring health care experiences that
matter to Indigenous people in Australia
with cancer: identifying critical gaps in
existing tools
Monica Green1* , Joan Cunningham1, Kate Anderson1, Kalinda Griffiths1,2 and Gail Garvey1

Abstract

Background: Measurement of patients’ healthcare experiences is increasingly used as an indicator of quality of
care, but there are concerns that existing measures omit information that is meaningful to patients and that results
may not be used systematically to inform service improvement. Further, current approaches may be inadequate for
some population groups, such as Indigenous people in Australia, whose healthcare experience is impacted by the
context of colonisation and discordance between Indigenous understandings of health and the Western
biomedical health system. This study aimed to assess the extent to which existing patient experience measures
used in Australia collect information about critical aspects of cancer care, as previously identified by Indigenous
people affected by cancer and their health care providers.

Methods: A two-stage process was used to examine the adequacy of existing patient experience measures for
Indigenous people in Australia: (1) relevant tools and measures were identified and assessed, and four measures
selected as suitable comparators; (2) comparators were examined in detail and mapped against topics identified in
earlier research as important to Indigenous people with cancer. Gaps in topic coverage in comparators were
identified.

Results: No comparators completely captured the critical aspects of cancer care identified by Indigenous people
affected by cancer and their health care providers. The number of topics ‘partially’ captured by the four
comparators ranged from 4 to 7 out of 9. While most topics were partially covered, the lack of questions around
culture and cultural safety was notable.

Conclusions: Existing tools are likely to miss key aspects of Indigenous peoples’ experiences of cancer care in
Australia. Failure to adequately assess care experiences related to cultural safety may compromise efforts to improve
health outcomes. Addressing gaps requires development of experience measures that are strengths-based, reflect
an Indigenous worldview and measure aspects of experience relevant to Indigenous people.
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Background
Patient-reported experiences are routinely used as a key
indicator of the quality of health care, along with
patient-reported outcome measures, safety measures and
clinical outcomes [1–3]. However, there are concerns
that many mechanisms used to collect patient experi-
ence data produce large amounts of superficial data,
while missing deeper, more nuanced information that is
meaningful to the patient [4, 5], and that insufficient at-
tention is paid to whether the information is used to in-
form health care provision [6–8]. In addition, gaps have
been identified in understanding the experiences of
underserved groups, whose interactions with health ser-
vices may be markedly different to general patient popu-
lations [9]. In Australia, patient experience surveys have
been reported as unsuitable for people who speak little
or no English [10] and lacking in the ability to capture
nuance in the experiences of some patient groups [4].
Recent efforts have been made to consider the ad-

equacy of existing measures for Aboriginal and Torres
Strait Islander (hereafter respectfully referred to as Indi-
genous) people in Australia. Deeper exploration is war-
ranted, as significant systemic and cultural differences
between the experiences of Indigenous and non-
Indigenous patients have been reported [11, 12]. Indi-
genous people have experienced long-term systemic dis-
crimination and racism, including within the health
system, and a disproportionately high burden of disease
[13]. Cancer is a significant contributor to the disease
burden, with lower five-year survival [13] and lower rates
of treatment concordant with guidelines [14, 15] for In-
digenous people compared with non-Indigenous people
in Australia. Many challenges exist in the delivery of
high quality cancer care in Australia’s health system, due
to the fragmented nature of cancer services, the length
and logistical demands of treatment and sensitivity
around diagnosis [15, 16]. In addition, issues with acces-
sibility, availability, appropriateness and quality of care
persist, and these are heightened for Indigenous people
living in regional or remote areas who often need to
travel to tertiary centres in urban areas for treatment
[15–17]. Focusing on the care experiences of Indigenous
people may illuminate issues previously reported as
problematic, such as trust and engagement in the health
system, [15, 16] and facilitate understanding of patients’
perspectives in order to guide improvements in care and
health outcomes [3, 9].
Inadequate cultural safety of health services is consist-

ently acknowledged as an impediment to successful en-
gagement with care for Indigenous people both in
Australia and internationally [18, 19]. The term ‘cultural
safety’ is often erroneously used interchangeably with re-
lated terms. We have been guided by the following def-
inition of cultural safety [20]:

Cultural safety is determined by Aboriginal and
Torres Strait Islander individuals, families and com-
munities.
Culturally safe practise is the ongoing critical reflec-
tion of health practitioner knowledge, skills, atti-
tudes, practising behaviours and power differentials
in delivering safe , accessible and responsive health-
care free of racism.

Recent work has led to clearly articulated components of
cultural safety in healthcare. Elvidge et al. [21] grouped
the key characteristics of cultural safety into five do-
mains: positive communication between patients and
hospital staff; negative communication between patients
and hospital staff; trust between patients and hospital
staff; hospital environment; and support for Aboriginal
families and culture. These findings are broadly consist-
ent with other work, such as research on cultural safety
in the context of cancer care coordination pathways for
Aboriginal patients [22], a systematic review of culturally
safe healthcare communication [23], and the qualitative
research which forms the basis of the current study [16].
The recent release of recommended survey questions for
assessing Indigenous inpatients’ care experiences (yet to
be validated) builds on this work [24].
There are sound reasons for purposefully seeking the

perspective of Indigenous people regarding their care, in
a way that is culturally appropriate. The Western bio-
medical health system does not easily accommodate In-
digenous understandings of health, which are broad and
holistic [25]. Cultural aspects of life are central to Indi-
genous world views [26, 27] and may be prioritised
above treatment outcomes [17], which contrasts with
the disease-oriented approach of the biomedical system.
Patient experience measurement instruments may not
reflect the world views and priorities of Indigenous
people [9, 16], as has been shown regarding supportive
care needs [28], health related quality of life [29], well-
being [30] and social and emotional wellbeing [31]. Al-
though there may be some aspects of existing standard
measures that are relevant to Indigenous people, their
use for Indigenous people presumes common defini-
tions, values, needs and perceptions of health; a pre-
sumption which is often inappropriate [28–32]. Many
existing patient experience measures originate from
work that sought to improve the delivery of patient-
centred care (PCC), through principles established by
Western organisations, such as the Picker Institute [33].
While PCC domains and the measures developed under
these principles include indicators that reflect culture
and connection, examination of whether these issues are
adequately captured for Indigenous people is required.
Privileging the voices of Indigenous peoples is an im-

portant first step to understanding their experiences of
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care. In the first phase of this program of work, we con-
ducted qualitative interviews with Indigenous people af-
fected by cancer and health care providers, to identify
aspects of cancer care that were critical in shaping the
patient experience for Indigenous people with cancer
[16]. The responses of the two participant groups were
consistent and complementary, and have therefore been
combined. Several key themes were identified as central:
feeling safe in the system; the importance of Indigenous
care providers; barriers to care, particularly if receiving
treatment away from one’s own Country or traditional
homelands (connection to Country reflects a spiritual,
emotional and cultural relationship to land, central to
Indigenous identity [27]); the role of family and friends;
effective communication and education; the transition to
primary care; carers’ wellbeing; and palliative care. These
results raised questions about the adequacy of existing
patient experience measures to elicit relevant informa-
tion that would inform health service changes that are
meaningful for Indigenous people.
The aim of this study was to assess the extent to which

patient experience measures currently in use in Australia
collect information about critical aspects of cancer care,
as identified by Indigenous people affected by cancer
and health care providers [16].

Methods
Ethics and governance
No ethics approval was required for this study, as no hu-
man participants were involved. The program of work
was undertaken by a team including two highly experi-
enced Indigenous researchers and three non-Indigenous
researchers.

Study design
A two-stage process (both of which are described below)
was used to examine the adequacy of existing patient ex-
perience measures for Indigenous people in Australia. In
Stage 1, four patient experience measures were selected
as suitable comparators. In Stage 2, the aforementioned
topics, reported as important care experiences by Indi-
genous people and health care providers [16], were used
as a baseline for a mapping process to determine the ex-
tent to which the topics were covered by the selected
comparators. Stage 2 included the identification of gaps
in the comparators, with respect to their coverage of the
baseline topics.

Stage 1: identification of relevant patient experience
comparators
A scoping review was conducted by MG in 2015 (and
updated in 2019), to review patient experience measure-
ment activity in Australia and the implications of this for
Indigenous people with cancer in Australia (unpub).

Databases searched included PubMed, Indigenous
HealthInfoNet, Medline and CINAHL, covering English
language, full-text, peer reviewed journal articles be-
tween January 2000 and May 2019. Searches of websites
of key health (e.g. National and State/Territory Health
Departments, Aboriginal Community Controlled Health
Organisation [ACCHO] peak bodies) and cancer (e.g.
Cancer Councils) organisations were also conducted.
One of the outcomes of the review was the identification
of existing patient experience surveys and indicator sets
used in Australia. All surveys and indicator sets identi-
fied were developed for use in the general population.
Two authors (MG, JC) reviewed all the identified sur-

veys and indicator sets and discussed and agreed on the
comparators to be included in Stage 2. Selection of com-
parators was limited to those relating to adult (≥18 years
old) experiences of care in the Australian health setting
from 2012, with more recent surveys and indicators
given more weight. Cancer-related comparators were of
particular interest, as were those with direct relevance to
Indigenous people with cancer in Australia. Both health
service-based and treatment pathway-based measures
were eligible. Comparators were excluded if: they did
not have comprehensive assessment of patient experi-
ences as their primary aim (including but not limited to
feedback and complaint forms); their focus was patient
satisfaction rather than patient experience; they largely
duplicated or had the same provenance [34] as a selected
source; they had been replaced by newer versions in a
jurisdiction; or they were question banks [35] rather
than actual tools.
The search identified two overarching categories of

comparators: indicator sets used to guide measurement
and patient experience surveys. Two comparators from
each category were identified (Table 1).

Stage 2: mapping comparator content to topics and
identifying gaps in coverage
Detailed comparison was undertaken by extracting the
individual indicators or survey items from each of the
comparators and mapping these to the topics from the
previous research [16], which is summarised in Table 2.
Each of the included comparators were examined in
their entirety. Some questions in Comparators C and D
(patient experience surveys) were excluded as they were
not relevant (e.g. patient medical characteristics, location
of treatment, or overall assessment questions). While
some broad questions (e.g. ‘Overall how satisfied were
you with the treatment you received ….? ’) may provide
relevant information, they were excluded because they
do not collect such information in a systematic way.
Two researchers (MG and JC) independently con-

ducted the mapping process for each comparator, then
compared notes, discussed discrepancies, negotiated and
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reached consensus. The degree to which each of the
baseline topics would be captured by comparator items
was described using three categories:

� adequately captured (AC); comparator contained a
sufficient range of indicators or questions to assess
this topic;

� partially captured (P); comparator addressed some
elements of the topic, but key elements were
missing;

� not captured at all (N); comparator contained no
reference to this topic.

Many of the comparator items could reasonably map to
more than one topic; e.g. questions about the provision of in-
formation to carers or family are relevant to both ‘Effective
communication and education’ and ‘Role of family and
friends’. Questions were allocated to the most relevant topic
and cross referenced to other topics as appropriate. Domains
or areas of care as documented in the comparators helped to

guide the mapping process; this included Picker PCC do-
mains (e.g. ‘Continuity and transition’) [36], thematic areas
(e.g. ‘information provision’) [7, 37], or stage in the cancer
pathway (e.g. ‘Finding out what was wrong’) [40].

Results
The degree to which key topics, as reported by Indigen-
ous people affected by cancer and health care providers
[16], are captured by the four comparators is sum-
marised in Table 2. The mapping process used to arrive
at the summary is detailed in Additional files 1 and 2:
No comparator was categorised as completely or ‘ad-

equately’ capturing any of the key topics, and the num-
ber of topics assessed as ‘partially’ captured by the four
comparators ranged from 4 to 7 (out of 9). Results for
each topic are presented separately below.

Feeling safe in the system
All four comparators were assessed as ‘partially’ captur-
ing relevant information about whether patients felt safe

Table 1 Description of selected comparators

Comparator Provenance Characteristics Rationale for inclusion

Indicator sets

A
National Cancer Control
Indicators Framework,
Patient experience (no
date) [36]

Cancer Australia.
Part of National Cancer Control
Indicators (NCCI) (Psychosocial care).

Eight patient experience
indicators, agreed measures,
questions.
Derived from National Health
Service (NHS) England Cancer
Patient Experience Survey
(CPES).

Consultative process which attempted to
establish indicators for national data collection
and comparison over time. Consistent with
PCC Recommendation 2: ‘A core set of
nationally endorsed patient survey questions …
to facilitate collation and comparison of … data
in key healthcare settings’ [3] (p2).

B
Prioritised cancer patient
experience indicators
(2017) [7]

Funded by Cancer Institute of New
South Wales (NSW).
Centre for Health Service
Development, Australian Health
Services Research Institute (AHSRI),
University of Wollongong.

Prioritised list of 20 patient
experience indicators. Aimed to
guide service improvement.

Delphi study to identify and prioritise cancer
patient experience indicators. Widely
consultative work covering continuum of
cancer care in general population. Ranked
indicators according to their importance in
cancer care. High level of consensus.

Surveys

C
Adult Admitted Patients
Survey (2014, NSW) [37]

Bureau of Health Information (BHI). Service-oriented survey: Hospital
setting.
Population: Adult inpatients.
Purpose: Healthcare system
performance, inform
improvement actions,
strengthen accountability [38].
Length: 106 questions from
multiple sources.
Mode: self-administered, mailed
[39].

BHI used this standard adult inpatient survey
to oversample Aboriginal people (n = 2682)
who were NSW hospital inpatients in 2014.
Differences between inpatient experiences of
Aboriginal and non-Aboriginal people were re-
ported [11]. Changes made to subsequent
surveys.

D
Victorian Cancer Patient
Experience Survey (2017)
[40]

Department of Health and Human
Services (Victoria).

Pathway-oriented survey in
modules.
Population: adult cancer
patients.
Purpose: Quality improvement,
compare care experiences, state
or treatment centre level.
Length: 10 modules; > 140
questions.
Mode: self-administered, mailed
[41].

Covers trajectory of cancer pathway.
Developed as other tools were rejected;
greater relevance.

Abbreviations: NSW New South Wales, PCC Person-centred care, BHI Bureau of Health Information
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in the health system, and there were common gaps
across comparators. As indicated in Table 2, this topic
includes aspects relating to patients’ perceptions of cul-
tural, emotional and, to a lesser extent, physical safety.
Direct exploration of patients’ experiences of racism
during their care was absent across all comparators.
While being treated with respect and dignity was explicit
in Comparators C and D, this was considered a compo-
nent of ‘communication’ in Comparator B [7] and was
not mentioned in Comparator A. Cultural issues such as
the emotional impact of being away from one’s Country
for treatment, the perceived cultural safety of the hos-
pital environment, and/or the use of traditional medi-
cine, were absent from all comparators. Comparator C
contained two items about culture (regarding cultural
beliefs being respected by staff and dietary needs), but
Comparators A, B and D did not mention culture or be-
liefs at all. Cultural issues may be partially addressed
through assessment of the psychosocial care of patients
and carers, as in Comparator B, and through questions
about emotional needs and complementary therapies, as
in Comparator D.
All four comparators contained items about involve-

ment in decision making, and three (Comparators B, C
and D) included items on pain management. While

neither involvement in decision making nor pain manage-
ment featured strongly in the qualitative interviews which
informed the topics [16], these aspects of care could be
considered part of ‘feeling safe in the system’. Although
both survey comparators (C and D) contain an item about
whether the patient identifies as Indigenous, there was no
exploration about the experience of being asked this ques-
tion (e.g. whether it was done in a culturally safe way).

Importance of Indigenous care providers
None of the comparators included an item relating to
access to an Indigenous care provider, though Compara-
tor C has since added such a question [43].

Barriers to care
Two cancer-specific comparators (B and D) explored
this area in some depth, however coverage was only ‘par-
tial’. There was no exploration of the cost of enabling
family to be present in the hospital setting or about
other logistical impacts of receiving treatment away from
one’s Country.

Role of family and friends
There was considerable overlap in mapping back to this
topic from the three comparators (B, C and D), which

Table 2 Degree to which each comparator covered the topics identified by Indigenous people and health care providers

Topic: key elementsb Comparatorsa

Indicators Surveys

A B C D

Feeling safe in the system: Cultural safety; hospital surroundings in context of cultural safety; trust in system and individual
staff; personal history; colonisation; identification as Indigenous; relationships; experiences of racism; Stolen Generationsc; being
away from one’s Country.

P P P P

Importance of Indigenous care providers: Crucial aspect for whole pathway; access requires monitoring; lack of Indigenous
care providers; benefits to staff of Indigenous care providers; importance of ACCHOs.

N N N N

Barriers to care: Transport, accommodation, money, especially for those away from Country; requires monitoring despite
programs existing; separation from family – costs of family presence.

N P N P

Role of family and friends; Relieves fear and anxiety; accommodating family (literally and figuratively) in hospital setting;
range of support needs for patient; different types of support for family; information flow; role of patient within family
influences support needs.

N P P P

Effective communication and education: Reduced ability to absorb diagnosis; check for understanding after information
provision; language; relationship as facilitator of communication; listening; communication with family; unconscious bias;
feeling safe to ask questions.

P P P P

Coordination of care: Crucial and lacking; assistance to navigate and culturally safe patient navigators needed. P P P P

Transition between services: Lacking in coordination; culturally appropriate support services at home absent. P P P P

Carers’ wellbeing: Sustained periods of stress with lack of attention to carer’s needs, no follow-up. N P N P

Palliative care: Cultural safety of palliative care N N N/A N
a For more detail on comparators, see Table 1

A Eight cancer-specific patient experience indicators, part of National Cancer Control Indicators (NCCI) [36];
B Prioritised list of 20 patient experience cancer-specific indicators [7];
C Service-oriented survey; standard adult hospital inpatient experiences of care survey [37];
D Pathway-oriented experiences of care survey; cancer-specific [40]
AC Adequately Captured, P Partially captured, N Not captured at all, N/A Not Applicable - not a cancer-specific comparator

b As reported in Green et al. 2018 [16]
c Stolen Generations; a term referring to “the generations of Indigenous children that were forcibly removed from their families by compulsion, duress or undue
influence, as a result of protectionist and child welfare laws, practices and policies in place in Australia for most of the 1900s” [42]
Abbreviations: ACCHO Aboriginal Community Controlled Health Organisation
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contained relevant items, particularly regarding informa-
tion needs of family and friends. Close attention was paid
to this topic in the cancer-specific survey (Comparator
D), however there was a gap regarding recognition of
the impact of the diagnosis on family, and accommodat-
ing family in the hospital setting. This gap was also
present in Comparator C, along with a lack of explor-
ation about the support needs of family and friends.

Effective communication and education
This topic was explored in some depth in all compara-
tors, with emphasis on the comprehensibility and com-
prehensiveness of information provided, particularly in
the cancer-specific comparators. The cancer-specific
survey (Comparator D) also examined relationships with
health staff as a facilitator of communication, however
this was not as evident in the other comparators. Com-
parator B ranked ‘excellent communication’ as a high
priority [7] and considered this to include patients’ needs
and preferences, as well as treating patients with respect
and dignity. There were consistent gaps regarding com-
munication with family and the presence and impact of
unconscious bias on communication. In the context of
health care, implicit or unconscious assumptions about
racial or ethnic groups have been found to negatively
impact patient-provider interactions, treatment decisions
and adherence, and health outcomes [44]; this is referred
to as implicit or unconscious bias.

Coordination of care
All comparators examined this aspect of care to some
degree, ranging from whether care was organised, to ex-
ploration of experiences with a Clinical Nurse Specialist
(CNS), with Comparator D the most comprehensive in
its coverage. The level of detail varied, as did the level of
specificity in the description of the key contact person
(e.g. the person to contact if worried versus the CNS
assigned to you). None of the comparators explored the
perceived cultural safety of the navigator, CNS or key
contact person, although Comparator D did explore the
relationship between the patient and a CNS, which rec-
ognises that dysfunction in the relationship may affect
experiences of care.

Transition between services
This topic was partially addressed by all comparators,
however the cultural safety of support services was not
addressed.

Carers’ wellbeing
Comparators A and C did not examine this area. Com-
parator D (cancer-specific) explored this area in some
depth, and the psychosocial care of carers was included

in Comparator B. However, the cultural safety of carer
support was not assessed.

Palliative care
This was not explicitly included in any of the cancer-
specific comparators and was considered not applicable
to the non-cancer-specific Comparator C. There were
items in Comparators B and D which may have elicited
related information, such as questions about supportive
care.

Discussion
Based on this analysis of four comparators that represent
contemporary patient experience measurement activity
in Australia, it is evident that there are critical gaps in
the collection of information about aspects of cancer
care reported as important by Indigenous people and
health care providers [16]. The lack of such information
is an impediment to the development of services that
meet the needs of Indigenous people with cancer, their
families and communities. While some key aspects of
care were partially covered, such as effective communi-
cation and coordination of care, there was little to no at-
tention given to cultural issues. In particular, there was a
consistent lack of exploration about the cultural safety of
care or support services. Rather than identification of
gaps from a Western biomedical perspective, as is com-
monly reported in health discourse in Australia [26], the
work reported here identifies gaps in patient experience
measurement from an Indigenous perspective.
The current comparison found that experiences such

as cultural safety, racism, and relationships with care
providers, were inadequately covered in existing indica-
tors and surveys. This deficiency does not reflect the
centrality of culture for Indigenous people. Further, re-
searchers have suggested that Indigenous people’s expe-
riences of racism should be examined explicitly [21].
Within the context of ongoing colonisation, specific at-
tention must be directed to the unique needs and expe-
riences of Indigenous people in the Australian health
system, rather than grouping them together with other
populations (e.g. ‘patients experiencing social
disadvantage’).
The inadequate examination of cultural issues across

all comparators revealed in this examination may pro-
vide context to previous research. The reported experi-
ences of 2682 Aboriginal patients in New South Wales
(NSW) hospitals were found to be significantly different
from non-Aboriginal patients regarding specific aspects
of care [11]. That research used the standard adult sur-
vey form (which is Comparator C in the current study)
rather than one adapted to include issues of specific im-
portance to Aboriginal people, as the aim was to high-
light differences between Aboriginal and non-Aboriginal
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respondents. Marked differences were found in re-
sponses regarding ‘interpersonal or relational aspects of
care’ including respectfulness and whole-person care
[11]. In a separate report using additional data sources,
wider gaps were found in rural areas regarding commu-
nication, respect, and patient engagement [45]. Despite
the differences identified, these efforts are compromised
by not containing items that assess aspects of care that
may be key drivers of engagement with care for Indigen-
ous people, such as exploration of the relationship with
staff as a facilitator of communication, access to Indigen-
ous care providers, or assessing the emotional impact of
being away from Country for treatment. This suggests
the need for deeper enquiry to ensure that patient ex-
perience measures reflect what is important to cancer
patients [7, 9].
Calls to ensure cultural safety in the health system are

embedded in Australian national health policy infra-
structure [20], which also advocates robust patient ex-
perience measurement processes [3, 18]. The failure to
measure patient experiences from a cultural safety per-
spective and the impact of the setting in which cancer
care is experienced, mean that superficial information
may be gathered, rather than information that may be at
the core of an Indigenous person’s (dis) engagement
with treatment [4, 5]. As cultural safety is determined by
the patient and family [18, 20, 21], the development of
indicators which come from a cultural safety perspective
is likely to contribute to greater relevance of patient ex-
perience measures for Indigenous people. In the current
work, this particularly applied to the topics of feeling
safe in health services, the importance of Indigenous
care providers, barriers to care particularly when away
from one’s Country, the role of family and friends,
carers’ wellbeing and palliative care. Although the data
which informed these topics included feedback from
health professionals, these were consistent with views
expressed by Indigenous people affected by cancer [16].
Several aspects of care that are usually included in pa-
tient experience measurement - e.g. timeliness (of diag-
nosis, or commencement of treatment); involvement in
decision making; and pain management - did not feature
in our earlier research [16]. However, these are recog-
nised as important indicators of quality of care and
should be included in data collection and reporting.
As has been demonstrated in the existing literature, it

is insufficient to simply translate existing tools into a
language or format that reaches Indigenous people [28–
31]. The Picker PCC domains [33], which have informed
patient experience measures in Australia for many years
[39], do not originate from an Indigenous world view
and may miss core principles relevant to Indigenous
populations. Handley and Nembhard have suggested
that ‘additional or new permutations’ [9] (p11) of the

Picker domains may be required to accurately measure
person-centred care in specific populations, and they ad-
vocate research to determine core principles for what they
describe as ‘different patient types’ [9] (p11). Measurement
instruments are likely to be more relevant if built ‘from
the ground up’, in order to reflect an Indigenous world
view and the cultural factors that impact on Indigenous
health and wellbeing, such as connection to Country and
cultural expression, and to take into account the context
of ongoing colonisation [27]. Such activity is occurring in
several areas, including the development of a Supportive
Care Needs Assessment Tool for Indigenous People [28],
and work to enable the measurement of cultural safety in
hospitals [21]. Many of the cultural safety items put for-
ward by Elvidge and colleagues [21] are reflected in the
current study, such as access to Indigenous care providers
and respect for cultural values. While unnecessary dupli-
cation of data collection is clearly undesirable, these as-
pects may be key to the patient experience and therefore
need to remain ‘on the table’ for those involved in the de-
sign and implementation of patient experience measure-
ment. Efforts to measure cultural safety of services and
patient experience should be complementary, with the
greatest impact likely to occur through close coordination
of the two processes.
Clearly, patient experience measurement approaches

will evolve over time, and some gaps identified in the
two surveys (C and D) relate to their respective purposes
and priorities [11, 41]. The ongoing examination of Indi-
genous patients’ care experiences [46], the inclusion of
an item about access to Indigenous care providers in re-
cent versions [47] of the service-oriented survey (Com-
parator C), and the recent release of a list of
recommended (but as yet unvalidated) patient experi-
ence survey questions for Indigenous hospital inpatients
[24], are all encouraging. Further, the authors of Com-
parator A acknowledge a gap in patient experience indi-
cators for Indigenous people [48]. While mode of
administration is outside the scope of this report, it
should be noted that Indigenous informants have
expressed a preference for face-to-face interaction with a
trusted interviewer, and noted that this was likely to be
crucial in understanding the experiences of Indigenous
people with cancer [16]. In addition, both surveys in-
cluded here are lengthy and dense, which is likely to im-
pact adversely on participation by Indigenous people. In
determining optimal approaches to collection of infor-
mation about Indigenous patient experiences, it is im-
portant that the human aspect of health care is not lost
in the transition to digital data collection.

Limitations
This study did not include every measurement instru-
ment available and was not intended to be a
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comprehensive review of patient experience measure-
ment in Australia. Although efforts were made to maxi-
mise rigour, a degree of subjectivity was required to
select relevant comparators, and to map detail to the
topics previously identified by Indigenous people af-
fected by cancer and health care providers. The criteria
for selecting comparators were intended to aid identifi-
cation of comparators that were in contemporary use
and to prioritise inclusion of comparators that assessed
what actually occurred during care, rather than those
that assessed ‘the gap between patient expectations and
experience’, i.e. satisfaction [49] (p2). The adequacy and
appropriateness of response options were not
considered.

Conclusion
Respect for the cultural perspective of individuals has
been identified as a key driver of patients’ engagement
with health services [12, 16–18]. Failure to adequately
assess experiences of care from a cultural safety view-
point makes it difficult to identify areas for improvement
in services and may compromise efforts to improve
health outcomes. Existing patient experience measure-
ment tools and the aspects of care they explore are by
no means irrelevant to Indigenous people in Australia,
however they do not capture many of the key aspects of
Indigenous patients’ experiences of care. Addressing the
gaps requires the development of strengths-based mea-
sures that reflect an Indigenous world view and that sup-
port informed decision-making by measuring the
experiences of care that are most relevant to Indigenous
people in Australia.

Supplementary Information
The online version contains supplementary material available at https://doi.
org/10.1186/s12939-021-01433-2.

Additional file 1. Key gaps identified by mapping Comparators A and B
to topics reported by Indigenous people affected by cancer and health
care providers.

Additional file 2 Key gaps identified by mapping Comparators C and D
to topics reported by Indigenous people affected by cancer and health
care providers, with survey questions categorised according to ‘Aspects of
care’. Further detail on this process is available on request from the
corresponding author.

Acknowledgements
We wish to acknowledge the study participants in previous stages of this
research program, without whom this analysis could not have been
undertaken.

Authors’ contributions
MG managed the study and was the primary author. JC provided oversight
and strategic direction. All authors contributed to methodology and
implementation. MG and JC undertook data analysis. MG drafted the initial
manuscript with assistance from JC and KA. All authors were involved in
interpreting the results and providing critical comments on the manuscript.
All authors read and approved the final manuscript.

Funding
This study was supported by the NHMRC-funded Centre of Research
Excellence in Targeted Approaches To Improve Cancer Services for
Aboriginal and Torres Strait Islander Australians (TACTICS; #1153027), the
NHMRC-funded Centre of Research Excellence DISCOVER-TT (#1041111), and
the Cancer Council NSW STREP Ca-CIndA (SRP 13–01; with supplementary
funding from Cancer Council WA). We also acknowledge the ongoing sup-
port of the Lowitja Institute, Australia’s National Institute for Aboriginal and
Torres Strait Islander Health Research. MG was supported by a Research
Training Program Scholarship from Charles Darwin University and a TACTICS
Enhanced Living Scholarship from Menzies School of Health Research,
Charles Darwin University. JC was supported by an NHMRC Research Fellow-
ship (#1058244). KG was supported by a Wingara Mura Research Fellowship
from the University of Sydney and is supported by the UNSW Scientia Pro-
gram. GG was supported by an NHMRC Investigator grant (#1176651). The
views expressed in this publication are those of the authors and do not ne-
cessarily reflect the views of the funding agencies.

Availability of data and materials
The datasets supporting the conclusions of this article are included within
the article and its additional files.

Declarations

Ethics approval and consent to participate
The study does not require ethics approval or consent as it is an analysis of
documents.

Consent for publication
Not applicable.

Competing interests
The authors declared no potential conflicts of interest with respect to the
research, authorship, and/or publication of this article.

Author details
1Wellbeing and Preventable Chronic Diseases Division, Menzies School of
Health Research, Charles Darwin University, Level 10, East Tower, 410 Ann
Street, Brisbane, QLD 4000, Australia. 2Centre for Big Data Research in Health,
University of New South Wales, Sydney, Australia.

Received: 1 September 2020 Accepted: 19 March 2021

References
1. Doyle C, Lennox L, Bell D. A systematic review of evidence on the links

between patient experience and clinical safety and effectiveness. BMJ Open.
2013;3(1). https://doi.org/10.1136/bmjopen-2012-001570.

2. Australian Commission on Safety and Quality in Health Care. Australian
Safety and Quality Framework for Health Care. Australian Commission on
Safety and Quality in Health Care. 2010. https://www.safetyandquality.gov.a
u/sites/default/files/migrated/Australian-SandQ-Framework1.pdf. Accessed: 2
Dec 2020.

3. Australian Commission on Safety and Quality in Health Care. Patient-centred
care: Improving quality and safety through partnerships with patients and
consumers. 2011. https://www.safetyandquality.gov.au/sites/default/files/
migrated/PCC_Paper_August.pdf. Accessed: 10 Dec 2020.

4. Harrison R, Walton M, Manias E, Mears S, Plumb J. Patient's experiences in
Australian hospitals: a systematic review of evidence. Aust Health Rev. 2017;
41:419–35. https://doi.org/10.1071/AH16053.

5. Ocloo J, Goodrich J, Tanaka H, Birchall-Searle J, Dawson D, Farr M. The
importance of power, context and agency in improving patient experience
through a patient and family centred care approach. Health Res Policy Syst.
2020;18(1):10. https://doi.org/10.1186/s12961-019-0487-1.

6. Roland M. Measuring and improving patient experience in primary care.
Prim Health Care Res Dev. 2012;13(2):103–5. https://doi.org/10.1017/S14
63423612000084.

7. Williams KE, Sansoni J, Morris D, Thompson C. A Delphi study to develop
indicators of cancer patient experience for quality improvement. Support
Care Cancer. 2017. https://doi.org/10.1007/s00520-017-3823-4.

Green et al. International Journal for Equity in Health          (2021) 20:100 Page 8 of 10

https://doi.org/10.1186/s12939-021-01433-2
https://doi.org/10.1186/s12939-021-01433-2
https://doi.org/10.1136/bmjopen-2012-001570
https://www.safetyandquality.gov.au/sites/default/files/migrated/Australian-SandQ-Framework1.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/Australian-SandQ-Framework1.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/PCC_Paper_August.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/PCC_Paper_August.pdf
https://doi.org/10.1071/AH16053
https://doi.org/10.1186/s12961-019-0487-1
https://doi.org/10.1017/S1463423612000084
https://doi.org/10.1017/S1463423612000084
https://doi.org/10.1007/s00520-017-3823-4


8. Gleeson H, Calderon A, Swami V, Deighton J, Wolpert M, Edbrooke-Childs J.
Systematic review of approaches to using patient experience data for
quality improvement in healthcare settings. BMJ Open. 2016;6(8). https://
doi.org/10.1136/bmjopen-2016-011907.

9. Handley SC, Nembhard IM. Measuring patient-centered care for specific
populations: A necessity for improvement. Patient Experience J. 2020;7(1)
https://pxjournal.org/journal/vol7/iss1/3.

10. Australian Commission on Safety and Quality in Health Care. Review of
Patient Experience and Satisfaction Surveys Conducted Within Public and
Private Hospitals in Australia. Australian Commission on Safety and Quality
in Health Care. 2012. https://www.safetyandquality.gov.au/sites/default/files/
migrated/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-A
ustralian-Hospitals-30-March-2012-FINAL.pdf. Accessed: 10 Dec 2020.

11. Bureau of Health Information. Patient Perspectives – Hospital care for
Aboriginal people. Sydney, NSW: Bureau of Health Information; 2016. http://
www.bhi.nsw.gov.au/__data/assets/pdf_file/0010/323929/patient-
perspectives-hospital-care-for-aboriginal-people-report-2016.pdf. Accessed:
10 Dec 2020.

12. Wotherspoon C, Williams CM. Exploring the experiences of Aboriginal and
Torres Strait Islander patients admitted to a metropolitan health service.
Australian Health Rev. 2018(2 March 2018. https://doi.org/10.1071/AH17096.

13. Australian Institute of Health and Welfare. Cancer in Aboriginal and Torres
Strait Islander people of Australia Web Report: Australian Institute of Health
and Welfare; 2018. https://www.aihw.gov.au/reports/cancer/cancer-in-
indigenous-australians/contents/summary. Accessed: 2 Dec 2020.

14. Fitzadam S, Lin E, Creighton N, Currow DC. Lung, breast, and bowel cancer
treatment for Aboriginal people in New South Wales: a population-based
cohort study. Intern Med J. 2020. https://doi.org/10.1111/imj.14967.

15. Australian Indigenous HealthInfoNet. Summary of cancer among Aboriginal
and Torres Strait Islander people. Perth, Western Australia: Australian
Indigenous HealthInfoNet; 2020. https://healthinfonet.ecu.edu.au/hea
lthinfonet/getContent.php?linkid=642055&title=Summary+of+cancer+a
mong+Aboriginal+and+Torres+Strait+Islander+people&contentid=39480_1.
Accessed: 2 Dec 2020.

16. Green M, Anderson K, Griffiths K, Garvey G, Cunningham J. Understanding
indigenous Australians' experiences of cancer care: stakeholders' views on
what to measure and how to measure it. BMC Health Serv Res. 2018;18(1):
982. https://doi.org/10.1186/s12913-018-3780-8.

17. Tranberg R, Alexander S, Hatcher D, Mackey S, Shahid S, Holden L, et al.
Factors influencing cancer treatment decision-making by indigenous
peoples: a systematic review. Psycho-oncology. 2015;25(2):131–41. https://
doi.org/10.1002/pon.3900.

18. The Wardliparingga Aboriginal Research Unit of the South Australian Health
and Medical Research Institute. National Safety and Quality Health Service
Standards user guide for Aboriginal and Torres Strait Islander health. 2017.
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-Sa
fety-and-Quality-Health-Service-Standards-User-Guide-for-Aboriginal-and-
Torres-Strait-Islander-Health.pdf. Accessed: 10 Dec 2020.

19. Clifford A, McCalman J, Bainbridge R, Tsey K. Interventions to improve
cultural competency in health care for indigenous peoples of Australia, New
Zealand, Canada and the USA: a systematic review. Int J Qual Health Care.
2015;27(2):89–98. https://doi.org/10.1093/intqhc/mzv010.

20. ABSTARR Consulting. National Scheme’s Aboriginal and Torres Strait Islander
Health and Cultural Safety Strategy 2020-2025. The National Registration
and Accreditation Scheme (the National Scheme) 2020. https://www.ahpra.
gov.au/About-AHPRA/Aboriginal-and-Torres-Strait-Islander-Health-Strategy/
health-and-cultural-safety-strategy.aspx. Accessed: 8 Dec 2020.

21. Elvidge E, Paradies Y, Aldrich R, Holder C. Cultural safety in hospitals: validating
an empirical measurement tool to capture the Aboriginal patient experience.
Aust Health Rev. 2020;44(2):205–11. https://doi.org/10.1071/AH19227.

22. Reilly R, Micklem J, Yerrell P, Banham D, Morey K, Stajic J, et al. Health
Expect. 2018; https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6186541/.

23. Jennings W, Bond C, Hill PS. The power of talk and power in talk: a
systematic review of indigenous narratives of culturally safe healthcare
communication. Aust J Prim Health. 2018;24(2):109–15. https://doi.org/10.1
071/PY17082.

24. Bureau of Health Information. Development Report – Aboriginal Patient
Experience Question Set Sydney (NSW): Bureau of Health Information; 2020.
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/600674/BHI_A
boriginal-Patient-Experience-Question-Set_DEVREPORT.pdf. Accessed: 2 Dec
2020.

25. National Aboriginal Health Strategy Working Party. A national Aboriginal
health strategy / prepared by the national Aboriginal health strategy
working party. Canberra: National Aboriginal Health Strategy Working
Party; 1989.

26. Fogarty W, Lovell, M., Langenberg, J. & Heron, M-J. Deficit Discourse and
Strengths-based Approaches: Changing the Narrative of Aboriginal and
Torres Strait Islander Health and Wellbeing. Melbourne: The Lowitja
Institute; 2018. Contract No.: 8 December 2020 https://www.lowitja.org.au/
page/services/resources/Cultural-and-social-determinants/racism/deficit-
discourse-strengths-based. Accessed: 8 Dec 2020.

27. Salmon M, Doery K, Dance P, Chapman J, Gilbert R, Williams R, et al.
Defining the indefinable: descriptors of Aboriginal and Torres Strait islander
peoples’ cultures and their links to health and wellbeing Canberra:
Aboriginal and Torres Strait islander health team: The Australian National
University; 2019. https://openresearch-repository.anu.edu.au/bitstream/1
885/148406/8/Defining_the_Indefinable_WEB2_FINAL.pdf. Accessed: 10 Dec
2020

28. Garvey G, Beesley VL, Janda M, Jacka C, Green AC, O’Rourke P, et al. The
development of a supportive care needs assessment tool for Indigenous
people with cancer. BMC Cancer. 2012;12(300) http://www.biomedcentral.
com/1471-2407/12/300.

29. Garvey G, Cunningham J, He VY, Janda M, Baade P, Sabesan S, et al. Health-
related quality of life among Indigenous Australians diagnosed with cancer.
Qual Life Res. 2016;25(8):1999–2008. https://doi.org/10.1007/s11136-01
6-1233-6.

30. Butler TL, Anderson K, Garvey G, Cunningham J, Ratcliffe J, Tong A, et al.
Aboriginal and Torres Strait islander people's domains of wellbeing: a
comprehensive literature review. Soc Sci Med. 2019;233:138–57. https://doi.
org/10.1016/j.socscimed.2019.06.004.

31. Le Grande M, Ski CF, Thompson DR, Scuffham P, Kularatna S, Jackson AC,
et al. Social and emotional wellbeing assessment instruments for use with
Indigenous Australians: A critical review. Soc Sci Med. 2017;187:164–73.
https://doi.org/10.1016/j.socscimed.2017.06.046.

32. Brown ADH, Mentha R, Rowley KG, Skinner T, Davy C, O’Dea K. Depression
in Aboriginal men in central Australia: adaptation of the Patient Health
Questionnaire 9. BMC Psychiatry. 2013;13:271 http://www.biomedcentral.
com/1471-244X/13/271.

33. Picker Institute. Principles of person Centred care Europe: picker institute;
2019. https://www.picker.org/about-us/picker-principles-of-person-centred-
care/. Accessed: 10 Dec 2020.

34. Victorian Comprehensive Cancer Centre. Cancer Patient Experience Survey
(CPES) 2015. Melbourne: Victorian Comprehensive Cancer Centre; 2017.
https://www.viccompcancerctr.org/news/2017/vccc-cancer-patient-
experience-survey-results/. Accessed: 2 Dec 2020

35. Australian Commission on Safety and Quality in Health Care. National set of
core, common patient experience questions – for overnight-admitted
patients (PAPI version). Australian Commission on Safety and Quality in
Health Care. 2014. https://www.safetyandquality.gov.au/sites/default/files/
migrated/National-set-of-core-common-patient-experience-questions-%E2%
80%93-for-overnight-admitted-patients-Pen-and-Paper.pdf. Accessed: 2 Dec
2020.

36. Cancer Australia. National Cancer Control Indicators; Cancer Control
Continuum; Patient experience. https://ncci.canceraustralia.gov.au/
psychosocial-care/patient-experience. Accessed: 10 Dec 2020.

37. Bureau of Health Information. Adult Admitted Patient Questionnaire 2014:
Ipsos Social Research Institute; 2014. http://bhi.nsw.gov.au/__data/assets/
pdf_file/0005/287231/Adult_Admitted_Patient_Questionnaire.pdf. Accessed:
2 Dec 2020.

38. Bureau of Health Information. About our patient surveys: Bureau of Health
Information; 2020. http://bhi.nsw.gov.au/nsw_patient_survey_program/a
bout_our_patient_surveys. Accessed: 2 Dec 2020.

39. Ipsos Social Research Institute. Development Report: 2014 Adult Admitted
Patient Survey. Sydney: Bureau of Health Information; 2015. https://www.
bhi.nsw.gov.au/__data/assets/pdf_file/0006/287232/Questionna
ireDevelopmentReport.pdf. Accessed 30 Mar 2021.

40. Department of Health and Human Services. Victorian Cancer Patient
Experiences of Care Survey Victoria: Victorian Government. https://www2.hea
lth.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-ca
ncer-patient-experience-survey-tool-project. Accessed: 2 Dec 2020.

41. Department of Health and Human Services. User’s guide to surveying
patients about their care experiences: The Victorian Patients’ Experience of

Green et al. International Journal for Equity in Health          (2021) 20:100 Page 9 of 10

https://doi.org/10.1136/bmjopen-2016-011907
https://doi.org/10.1136/bmjopen-2016-011907
https://pxjournal.org/journal/vol7/iss1/3
https://www.safetyandquality.gov.au/sites/default/files/migrated/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/Review-of-Hospital-Patient-Experience-Surveys-conducted-by-Australian-Hospitals-30-March-2012-FINAL.pdf
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0010/323929/patient-perspectives-hospital-care-for-aboriginal-people-report-2016.pdf
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0010/323929/patient-perspectives-hospital-care-for-aboriginal-people-report-2016.pdf
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0010/323929/patient-perspectives-hospital-care-for-aboriginal-people-report-2016.pdf
https://doi.org/10.1071/AH17096
https://www.aihw.gov.au/reports/cancer/cancer-in-indigenous-australians/contents/summary
https://www.aihw.gov.au/reports/cancer/cancer-in-indigenous-australians/contents/summary
https://doi.org/10.1111/imj.14967
https://healthinfonet.ecu.edu.au/healthinfonet/getContent.php?linkid=642055&title=Summary+of+cancer+among+Aboriginal+and+Torres+Strait+Islander+people&contentid=39480_1
https://healthinfonet.ecu.edu.au/healthinfonet/getContent.php?linkid=642055&title=Summary+of+cancer+among+Aboriginal+and+Torres+Strait+Islander+people&contentid=39480_1
https://healthinfonet.ecu.edu.au/healthinfonet/getContent.php?linkid=642055&title=Summary+of+cancer+among+Aboriginal+and+Torres+Strait+Islander+people&contentid=39480_1
https://doi.org/10.1186/s12913-018-3780-8
https://doi.org/10.1002/pon.3900
https://doi.org/10.1002/pon.3900
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-Safety-and-Quality-Health-Service-Standards-User-Guide-for-Aboriginal-and-Torres-Strait-Islander-Health.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-Safety-and-Quality-Health-Service-Standards-User-Guide-for-Aboriginal-and-Torres-Strait-Islander-Health.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-Safety-and-Quality-Health-Service-Standards-User-Guide-for-Aboriginal-and-Torres-Strait-Islander-Health.pdf
https://doi.org/10.1093/intqhc/mzv010
https://www.ahpra.gov.au/About-AHPRA/Aboriginal-and-Torres-Strait-Islander-Health-Strategy/health-and-cultural-safety-strategy.aspx
https://www.ahpra.gov.au/About-AHPRA/Aboriginal-and-Torres-Strait-Islander-Health-Strategy/health-and-cultural-safety-strategy.aspx
https://www.ahpra.gov.au/About-AHPRA/Aboriginal-and-Torres-Strait-Islander-Health-Strategy/health-and-cultural-safety-strategy.aspx
https://doi.org/10.1071/AH19227
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6186541/
https://doi.org/10.1071/PY17082
https://doi.org/10.1071/PY17082
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/600674/BHI_Aboriginal-Patient-Experience-Question-Set_DEVREPORT.pdf
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/600674/BHI_Aboriginal-Patient-Experience-Question-Set_DEVREPORT.pdf
https://www.lowitja.org.au/page/services/resources/Cultural-and-social-determinants/racism/deficit-discourse-strengths-based
https://www.lowitja.org.au/page/services/resources/Cultural-and-social-determinants/racism/deficit-discourse-strengths-based
https://www.lowitja.org.au/page/services/resources/Cultural-and-social-determinants/racism/deficit-discourse-strengths-based
https://openresearch-repository.anu.edu.au/bitstream/1885/148406/8/Defining_the_Indefinable_WEB2_FINAL.pdf
https://openresearch-repository.anu.edu.au/bitstream/1885/148406/8/Defining_the_Indefinable_WEB2_FINAL.pdf
http://www.biomedcentral.com/1471-2407/12/300
http://www.biomedcentral.com/1471-2407/12/300
https://doi.org/10.1007/s11136-016-1233-6
https://doi.org/10.1007/s11136-016-1233-6
https://doi.org/10.1016/j.socscimed.2019.06.004
https://doi.org/10.1016/j.socscimed.2019.06.004
https://doi.org/10.1016/j.socscimed.2017.06.046
http://www.biomedcentral.com/1471-244X/13/271
http://www.biomedcentral.com/1471-244X/13/271
https://www.picker.org/about-us/picker-principles-of-person-centred-care/
https://www.picker.org/about-us/picker-principles-of-person-centred-care/
https://www.viccompcancerctr.org/news/2017/vccc-cancer-patient-experience-survey-results/
https://www.viccompcancerctr.org/news/2017/vccc-cancer-patient-experience-survey-results/
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-set-of-core-common-patient-experience-questions-%E2%80%93-for-overnight-admitted-patients-Pen-and-Paper.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-set-of-core-common-patient-experience-questions-%E2%80%93-for-overnight-admitted-patients-Pen-and-Paper.pdf
https://www.safetyandquality.gov.au/sites/default/files/migrated/National-set-of-core-common-patient-experience-questions-%E2%80%93-for-overnight-admitted-patients-Pen-and-Paper.pdf
https://ncci.canceraustralia.gov.au/psychosocial-care/patient-experience
https://ncci.canceraustralia.gov.au/psychosocial-care/patient-experience
http://bhi.nsw.gov.au/__data/assets/pdf_file/0005/287231/Adult_Admitted_Patient_Questionnaire.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0005/287231/Adult_Admitted_Patient_Questionnaire.pdf
http://bhi.nsw.gov.au/nsw_patient_survey_program/about_our_patient_surveys
http://bhi.nsw.gov.au/nsw_patient_survey_program/about_our_patient_surveys
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0006/287232/QuestionnaireDevelopmentReport.pdf
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0006/287232/QuestionnaireDevelopmentReport.pdf
https://www.bhi.nsw.gov.au/__data/assets/pdf_file/0006/287232/QuestionnaireDevelopmentReport.pdf
https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-cancer-patient-experience-survey-tool-project
https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-cancer-patient-experience-survey-tool-project
https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-cancer-patient-experience-survey-tool-project


Cancer Care Survey. Department of Health and Human Services. 2017.
https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-
projects/victorian-cancer-patient-experience-survey-tool-project. Accessed: 2
Dec 2020.

42. Australian Human Rights Commission. Face the facts: questions and
answers about Aboriginal and Torres Strait islander peoples 2008. https://
humanrights.gov.au/our-work/2008-face-facts-chapter-1#fnB60. Accessed: 10
Dec 2020.

43. Bureau of Health Information. Adult Admitted Patient Survey sample
questionnaire 2020. Melbourne: Ipsos Social Research Institute; 2020. http://
bhi.nsw.gov.au/__data/assets/pdf_file/0004/586885/Adult-Admitted-Patient-
Survey-sample-questionnaire-2020.pdf. Accessed: 2 Dec 2020

44. Hall WJ, Chapman MV, Lee KM, Merino YM, Thomas TW, Payne BK, et al.
Implicit Racial/Ethnic Bias Among Health Care Professionals and Its Influence
on Health Care Outcomes: A Systematic Review. Am J Public Health. 2015;
105(12):e60–76. doi: https://doi.org/10.2105/AJPH.2015.302903.

45. Bureau of Health Information. The Insights Series – Healthcare in rural,
regional and remote NSW. Sydney, NSW: BHI; 2016. http://www.bhi.nsw.
gov.au/__data/assets/pdf_file/0005/339143/report-insights-Healthcare-in-
rural-regional-and-remote-NSW.pdf. Accessed: 10 Dec 2020

46. Bureau of Health Information. Snapshot report: Aboriginal people’s
experiences of hospital care: Technical Supplement Sydney (NSW): Bureau
of Health Information; 2019. http://bhi.nsw.gov.au/__data/assets/pdf_file/
0016/500047/BHI_Technical-supplement_Aboriginal-patient-experience.pdf.
Accessed: 2 Dec 2020.

47. Bureau of Health Information Adult Admitted Patient Survey 2018: Bureau
of Health Information; 2018. http://bhi.nsw.gov.au/__data/assets/pdf_file/
0006/425607/BHI_2018_adult_admitted_patient_survey.pdf. Accessed: 2 Dec
2020.

48. Cancer Australia. National Cancer Control Indicators: Aboriginal and Torres
Strait islander Cancer control indicators: treatment and support: patient
experiences: Cancer Australia; 2020. https://ncci.canceraustralia.gov.au/trea
tment-and-support/patient-experiences. Accessed: 10 Dec 2020.

49. Beattie M, Murphy DJ, Atherton I, Lauder W. Instruments to measure patient
experience of healthcare quality in hospitals: a systematic review. Syst Rev.
2015;4(1):97. https://doi.org/10.1186/s13643-015-0089-0.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Green et al. International Journal for Equity in Health          (2021) 20:100 Page 10 of 10

https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-cancer-patient-experience-survey-tool-project
https://www2.health.vic.gov.au/about/health-strategies/cancer-care/cancer-projects/victorian-cancer-patient-experience-survey-tool-project
https://humanrights.gov.au/our-work/2008-face-facts-chapter-1#fnB60
https://humanrights.gov.au/our-work/2008-face-facts-chapter-1#fnB60
http://bhi.nsw.gov.au/__data/assets/pdf_file/0004/586885/Adult-Admitted-Patient-Survey-sample-questionnaire-2020.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0004/586885/Adult-Admitted-Patient-Survey-sample-questionnaire-2020.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0004/586885/Adult-Admitted-Patient-Survey-sample-questionnaire-2020.pdf
https://doi.org/10.2105/AJPH.2015.302903
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/339143/report-insights-Healthcare-in-rural-regional-and-remote-NSW.pdf
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/339143/report-insights-Healthcare-in-rural-regional-and-remote-NSW.pdf
http://www.bhi.nsw.gov.au/__data/assets/pdf_file/0005/339143/report-insights-Healthcare-in-rural-regional-and-remote-NSW.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0016/500047/BHI_Technical-supplement_Aboriginal-patient-experience.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0016/500047/BHI_Technical-supplement_Aboriginal-patient-experience.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0006/425607/BHI_2018_adult_admitted_patient_survey.pdf
http://bhi.nsw.gov.au/__data/assets/pdf_file/0006/425607/BHI_2018_adult_admitted_patient_survey.pdf
https://ncci.canceraustralia.gov.au/treatment-and-support/patient-experiences
https://ncci.canceraustralia.gov.au/treatment-and-support/patient-experiences
https://doi.org/10.1186/s13643-015-0089-0

	Abstract
	Background
	Methods
	Results
	Conclusions

	Background
	Methods
	Ethics and governance
	Study design
	Stage 1: identification of relevant patient experience comparators
	Stage 2: mapping comparator content to topics and identifying gaps in coverage

	Results
	Feeling safe in the system
	Importance of Indigenous care providers
	Barriers to care
	Role of family and friends
	Effective communication and education
	Coordination of care
	Transition between services
	Carers’ wellbeing
	Palliative care

	Discussion
	Limitations

	Conclusion
	Supplementary Information
	Acknowledgements
	Authors’ contributions
	Funding
	Availability of data and materials
	Declarations
	Ethics approval and consent to participate
	Consent for publication
	Competing interests
	Author details
	References
	Publisher’s Note

