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Abstract

Background: Poor health outcomes amongst marginalized groups result in part from
health inequities related to social and structural determinants of health. Marginalized
people report higher incidences of comorbidities, chronic disease and adverse health
behaviours than their nondisadvantaged peers. The objective of this review is to
examine marginalized Australians' experiences of and access to community-based
primary health services in urban locations.

Methods: A systematic search incorporating related MeSH terms and synonyms
pertaining to marginalized Australian populations and their health-seeking was
conducted across seven databases. We included qualitative studies that reported
experiences of health-seeking within community-based primary health care in me-
tropolitan Australia. Participant populations experiencing marginalization due to
social stigma and isolation, early-life disadvantage, poor health and/or financial
hardship were included. A meta-ethnographic framework was used to synthesize
themes across selected studies and researcher triangulation was employed to de-
velop higher-order themes.

Results: Search results revealed 26 studies included for critical appraisal and
synthesis. Seven higher-order themes were developed describing experiences of
health service engagement amongst marginalized groups: (1) Understanding the
patient within the context of family and community, (2) Health and cultural beliefs
influence health-seeking, (3) Lack of information and poor cultural competence limit
utilization of services, (4) Motivation for treatment influences health service en-
gagement, (5) Accessing services, a spectrum of experience—from discrimination to
validation, (6) Navigating a complex system in a complex society, (7) Preferences for
health care and expectations for systemic change.

Conclusion: Marginalized Australians experience health disadvantage across micro,

meso and macro levels of health system navigation and commonalities in health-
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this study.

KEYWORDS

1 | INTRODUCTION

Health inequality and subsequent disparities that result from in-
equitable access to essential health services are recognized as im-
portant social and public health challenges.! Disadvantaged
populations—such as asylum seekers, refugees, indigenous peoples,
ethnic or sexual minorities and the homeless—face marginalization in
a complex and sometimes punitive health care system,>™* con-
tributing to consistently poor health outcomes compared to their
nondisadvantaged peers.2® Marginalized people, defined as ‘popula-
tions outside of mainstream society’® are frequently stigmatized in
their health-seeking and are reported to commonly receive poor
quality or inappropriate health care that fails to adequately meet their
needs.?%° Globally, evidence of a significant increase in the aware-
ness of social determinants and their relationship to health has been
reported in medical research over the past 10 years.*

In Australia, the monitoring of social determinants and the dis-
tribution of health across social groups has been prioritized at the
policy level.” For many Australians, complex health needs, cultural
and socioeconomic factors or geographical location may affect their
ability to access health services.” Furthermore, people living in the
lowest socioeconomic or rural/remote areas, those with a disability
and those who identify as Aboriginal and Torres Strait Islander, ex-
perience higher rates of illness, hospitalization and morbidity than
other Australians.” Health policies focussed on ‘closing the gap’ be-
tween indigenous and nonindigenous health outcomes have been
unable to meet targets while chronic disease burdens and multi-
morbidities continue to be recorded at disproportionate levels.?”
Similarly, growing numbers of homeless and ‘at risk’ youth signify
increasing intergenerational disadvantage and poverty>® while recent
census data recorded 58% of Australians experiencing homelessness
were below 35 years of age.” Population health analysis shows
Australians from low socioeconomic backgrounds fare worse con-
cerning health risk factors and chronic health conditions, such as
diabetes, cancer, stroke and anxiety.” Low health literacy places an
unfair burden on racial and ethnic minority, CALD and refugee and
asylum seeker populations. Consequently, these groups risk poor
health behaviours due to

health outcomes and adverse
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seeking were identified across each of the distinct marginalized groups in our ana-
lysis. This review outlines important areas of consideration for health care provision
and policy development essential to helping address health inequities for a diversity
of marginalized populations.

Patient or Public Contribution: Whilst patient voices were reported across all stu-

dies included within this review, no further patient or public contribution applies to

delivery of health care, health equity, health services, public health, social determinants of
health, vulnerable populations

misunderstanding, which results in decreased engagement with ser-
vices,” further contributing to poor health status and subsequent
health inequalities.”

Primary health care (PHC) constitutes the frontline of Australia's
health care system, delivering services outside a hospital environment,
often in a community setting without the need for referrals. These ser-
vices, funded through the Medicare Benefits Scheme additional to
government, nongovernment, private and philanthropic sources, are of-
ten the main or sole contact point between the marginalized and formal
health care provision. Access to PHC services has been confirmed as
improving population health outcomes and reducing inequality” high-
lighting the important role of PHC professionals in addressing the health
care needs of marginalized groups. However, Australia trails behind other
high-income nations in training and preparing all health professionals to
provide culturally responsive health care.? Concepts of cultural compe-
tency and culturally responsive communication have been outlined as
essential skills for health care providers to reduce health disparities.>®
Culturally responsive communication, a cornerstone of person-centred
care, is defined as ‘communicating with awareness and knowledge of
cultural differences and attempting to accommodate those differences’
and is inclusive of linguistic, cultural, racial/ethnic, religious and sexual
diversity.2 Understanding the experiences of marginalized groups in their
health-seeking is imperative for health workers to be able to provide
equitable and best-practice care for those disadvantaged by the existing
health system. Encouraging further consideration of the racial, cultural,
sexual, linguistic and religious diversity of health care users helps pro-
mote quality person-centred care that helps meet the complex needs of
the marginalized.?

Previous international research has outlined the need to address
interventions for marginalized and excluded populations as a whole,
rather than focussing on subpopulations defined by singular risk
factors and needs.® Literature reviews detailing extensive research
into the health care experiences of various subpopulations of mar-
ginalized Australians'®!? highlight a gap in enquiry with particular
reference to health care experiences across marginalized populations
as a whole. In response, the following review seeks to fill this study
gap and address a ‘defined need’ by using a wider lens to explore
themes of health care experience across these populations.
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2 | METHODS

2.1 | Aim and objectives

This meta-ethnography aims to explore the health care experiences
of diverse groups of marginalized populations within Australia. Spe-
cifically, this study seeks to understand what marginalized groups are
reporting about their experiences of and access to urban PHC.
Through the collection, collating and appraisal of reported experi-
ence, this review aims to provide a useful interpretation of health

service engagement across marginalized Australian populations.

2.2 | Methodology

Meta-ethnography, well established in health policy and strategy
research,'? provided the methodological framework for this enquiry
to assess and collate consumer experiences of health service provi-
sion and, most importantly, give ‘voice’ to these experiences.?>1% The
philosophical underpinnings and approach to this ethnographical re-
search are drawn from an interpretivist paradigm®® and reference
activist and candidacy frameworks in advocating for the marginalized.
Guidance in the reporting of this review was derived from the
eMERGe guidelines,*? which aim to help inform the improvement of
service-user outcomes within the health field.!? We followed the
seven-phase process for conducting a meta-ethnography con-
ceptualized by Noblit and Hare® and elucidated upon it in recent
literature.>* Meta-ethnography diverges from other forms of quali-
tative synthesis by reinterpreting conceptual (primary) themes from
individual studies and translating and synthesizing these studies
through the development of higher-order themes.*®* A description

of our application of this process is detailed in Table 1.

2.3 | Search strategy

The search strategy for this meta-ethnography incorporated the
following four themes: health services, vulnerable or disadvantaged
populations, experiences or perceptions and Australian-based stu-
dies. Synonyms and MeSH terms relevant to the four themes were
applied as shown in Table 2. Databases searched by K. B. included
Informit, Medline, Scopus, Psychinfo, Embase, AMED and CINAHL,
details can be found in the Supporting Information (Appendix S1).
Searches were limited to peer-reviewed scholarly articles and papers

reported in the English language.

2.4 | Eligibility criteria

Papers were included if they: (1) reported new empirical data; (2)
focused on the experiences and perceptions of marginalized pa-
tients/communities regarding their perspectives of community-based

urban PHC; (3) were collected in Australian settings; (4) the sample

population qualified for at least two of the five listed Domains of
Disadvantage identified by previous authors!® chosen to define
marginalization for the purposes of this review (refer to Figure 1).}°

We excluded home-delivered care or health services accessed
within prison environments or other institutions, such as detention
centres, aged or other care facilities and schools as well as papers
reporting on paediatric, palliative, geriatric,c emergency, mid-
wifery and antinatal care. Additionally, we excluded health promotion
interventions targeted at marginalized groups within the broader

community as well as within school environments.

2.5 | Screening and selection

An initial pool of 2256 citations was retrieved for systematic re-
finement and review and uploaded into reference-management
software (Endnote X9). Titles were screened against eligibility cri-
teria by K. B. Seventy-five original research articles reporting on
marginalized populations met our inclusion criteria. Of these, the
32 quantitative papers were excluded and upon in-depth reading of
the remaining studies, K. B., A. S. and J. A. agreed to exclude 14
papers that did not meet the inclusion criteria for this study. The
search process for this meta-ethnography concluded with a review

and synthesis of 26 qualitative papers.

2.6 | Data extraction

All studies included in the synthesis were printed in full and hand-
annotated during the critical reading phase by K. B. These same files
were uploaded to NVivo software with Stage 1 descriptive coding—
summarizing the topic of textual passage—performed independently
by K. B. and shared with A. S. and J. A. We aimed to triangulate the
second-stage coding process to ensure the accuracy of coding and
consistency of theme development. Each researcher identified and
recorded concepts themes and metaphors from each full primary
study. Data were extrapolated in the form of the authors' concepts
and themes from primary studies as well as quotes (in vivo coding)
from study participants. The Stage 2 coding process identified final
overarching concepts and themes. Characteristics of included studies
are outlined in Table 3. The CASP checklist was used for the as-
sessment of quality amongst included studies.'®” It indicated that all
papers included for synthesis were of value to the research enquiry
despite some discrepancies in strengths and weaknesses pertaining
to the quality of reporting or methodological clarity. The critical ap-
praisal was conducted by one reviewer (K. B.) and checked by A. S.
and is detailed in Table 4.

2.7 | Data analysis

The participant characteristics of the primary studies were compared
by K. B. to determine how they related. The ethnography aimed to
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TABLE 1

Seven phases for conducting
a meta-ethnography
conceptualized and outlined
by Noblit and Hare

Description of each phase
as a process

Phase 1: getting started Identifying an area of
interest, determining if
qualitative synthesis is

best suited to inquiry

a. Define the focus of the
synthesis

b. Locate relevant studies

c. Decisions to include
studies

d. Quality appraisal

Phase 2: deciding what is
relevant to the initial interest

Phase 3: reading the studies Reading and rereading
included studies;

extracting data

Rereading studies and
outlining key concepts
and themes

Phase 4: determining how the
studies are related

Comparing and
contrasting metaphors
across studies

Phase 5: translating the studies
into one another

Phase 6: synthesizing the
translations

Bringing studies together
—the whole (synthesis)
bigger than the
individual parts

Presenting the findings of
the synthesis

Phase 7: expressing the synthesis

Application of the seven phases for meta-ethnography

Methodological checklist and process
conducted in each phase of this review

Research team agrees that a qualitative
synthesis of knowledge concerning
the topic of interest is applicable and
agrees that investigating this
phenomenon will be of value in
health care delivery and policy

a. We chose to focus on qualitative
research that reported the
experiences of diverse marginalized
participant populations and limited
study location to metropolitan areas
so as to be able to focus our enquiry

b. We conducted a systematic search
across seven databases with limiters
placed on peer-reviewed publications
and studies reported in English

c. A thorough assessment of the
methods section of each paper was
conducted by K. B. and checked by A.
S., to determine study inclusion

d. The CASP quality appraisal tool was
applied (by K. B.) to help assess the
rigour and quality of each study

All studies were printed in full, read and
reread and hand-annotated by K. B.

Studies were uploaded into NVivo
qualitative software. Studies were
initially grouped according to their
participant population. Participant
quotes and key first-author
observations were highlighted in
the text

Descriptions and metaphors were
compared across each of the
included studies akin to a constant
comparison process as clearer
conceptual themes began to emerge

Key concepts and descriptors of each
study were compared and contrasted
to determine how they related.
Distinct themes emerged that
indicated the reciprocal nature of the
synthesis

K. B. drafted the manuscript (in line with
the eMERGE guidelines) and
developed diagrams to supplement
the process of conducting the meta-
ethnography with review and input
from J. A. and A. S.

Outcome of each of the seven phases
conducted for this review

Research question is identified:

What are the experiences, perceptions
and expectations of health services
amongst marginalized populations in
urban Australia?

a. The team discussed the parameters of
our search process and outlined
inclusion/exclusion criteria

b. The search process yielded 2256
results, a flowchart outlining the
search process was produced

c. Additional studies were excluded in the
final screening phase, 26 studies were
revealed for inclusion in this review

d. The quality of the studies included in
the review varied though all were
deemed to present data that could
provide a worthwhile contribution to
our topic of enquiry

Data extraction form was developed and
completed by K. B. then reviewed and
amended (where applicable) by A. S.
and J. A

A list of key concepts and descriptors for
each study was developed by K. B. and
then reduced into categories in
consultation with A. S. and J. A.

Translation tables were produced in
NVivo during this iterative phase by K.
B. and shared with J. A. and A. S.
Discussion about emerging and
repetitive themes and how these were
to be coded ensued

Higher-order themes were conceptualized
and outlined and a final line of
argument synthesis outcome was able
to be defined: the presence of seven
key commonalities or themes
influenced the health-seeking of
diverse groups of marginalized
Australians

Research findings are composed in
narrative and diagrammatic form with
a summary of findings and outlined
strengths and limitations. Completed
article submitted for peer-review
publication
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TABLE 2 Medline database search strategy

Medline (OVID) search string terms with results

1 Health behavior (48847)
2 (experience* Perception*).mo. or Preference*.ti.ab. (1532118)
3 ((marginalised or vulnerable or at risk or underserved or

disadvantaged or minority) adj3 (population* or communit*
or group*)). ti. ab.

4 (experience* or Perception®*). mp. or Preference*.ti.ab.
(1532118)

5 Health Knowledge, Attitudes, Practice/(108552)

6 Attitude to Health (82770)

7 Patient Satisfaction/(80235)

8 Patient Preference/(8042)

9 ‘Patient Acceptance of Health Care’/(45238)

10 Exp Health Services/(2094699)
11 Health care utilisation.mp. (581)
12 Health care.mp. (774999)

13 Health provision.mp. (390)

14 Australia. ti,ab. (90228)

15 10 or 11or 12 or 13 (2572487)
16 lor2or5oré6or7or8or9(1774591)
17 3 and 14 and 15 and 16 (178)
18 Australia/(100780)

19 3 and 15 and 16 and 18 (142)
20 Vulnerable Populations/(10049)
21 3 or 20 (61690)

22 14 or 16 (153442)

23 15 and 16 and 21 and 22 (287)

draw inferences from the collective experiences of health care for
participants across different marginalized groups. France et al. outline
the importance of refutational and reciprocal transition when con-
ducting translation.'? It is important to understand which studies
support or reciprocate the others' findings and equally, if there are
studies included in the final pool that may refute these findings. The
final pool of studies (n=26) each fell within one or more of six dis-
tinct participant groups that met the inclusion criteria for included
marginalized populations within this review: indigenous Australians;
CALD populations; refugee and asylum seekers; socioeconomically

disadvantaged or homeless populations; disadvantaged youth.

3 | FINDINGS

The 26 original research articles included in this review (search pro-
cess results are outlined in Figure 2) incorporate a variety of study
designs and their findings give insight into the experiences and

perceptions of health service use amongst a representative cross-
section of marginalized groups within Australia. Seven main themes
were revealed in our analysis and echoed across all six of the diverse
participant populations included in this synthesis, highlighting con-
sistent reciprocal transition in the translation process—where each
study supports in part or whole the findings of the other studies

.12 Together these seven themes (collated in Table 5)

within the poo
tell a story of the contemporary health-seeking experience of mar-
ginalized Australians. This new interpretation or conceptual
‘framework’—known as a line of argument synthesis—was developed in
the final stage of analysis.*** A line of argument infers that tertiary
level analysis and synthesis across studies builds a more generalizable
theoretical understanding, and an interpretation of the relationship
between themes, where the whole becomes greater than the sum of
its individual parts.*>181% Our interpretation signals a collective
experience of health service engagement for marginalized
Australians, where the seven themes can be mapped with some
overlap across different levels of influence, from the individual or
community perspective through to an appraisal of the characteristics
of service provision, and finally in reflection of systemic structures,
governance and policy. This interpretation is presented in diagram-
matic form** in Figure 3. To aid clarity, each included study outlined

in the below text is referred to by a number (as allocated in Table 3).

3.1 | Understanding the patient within the context
of family and community

Women who had little or no support from family or
friends faced the most difficulties and, often, had

worse linkages to health services.?°

The role of the individual within the family and the impacts of
support or lack thereof from family and community regarding health-
seeking was a pervasive narrative across each of the marginalized
subgroups reported on in the reviewed literature (2, 8, 12, 13, 15-17,
19, 20, 22-25).

The literature illustrated that connection to family and commu-
nity played a key role in motivating participant populations in their
engagement with health services (12, 13, 23-25), though perceptions
of connectedness to family and community could also perpetuate
adverse health behaviours, such as problematic substance use (20,
23). Fears of exclusion from family and community or the shame that
many participants reported in relation to aspects of health and
health-seeking were primary concerns for many participant popula-
tions (8, 12, 17, 20, 23, 25). A concern for ‘saving face’ was noted as a
theme amongst some ethnic minority populations in our analysis (12,
17, 20). Seeking health care and information for stigmatized diseases,
such as hepatitis C virus (HCV) (20, 21, 24, 25), HIV (18, 23), mental
iliness (16, 17), sexual and reproductive health problems (8, 11, 12) or
for adverse health behaviours, such as intravenous drug use (1, 20,

21, 24, 25), caused anguish for participants due to perceptions of
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FIGURE 1 The five Domains of Disadvantage
defining inclusion criteria for this review

Early-life
disadvantage

Early departure from
childhood home, incomplete
schooling, parental
unemployment/divorce

Financial hardship

Low-income, financial

distress, reliance on govt.
income support, little/no
wealth, unfavourable debt

Poor health

Chronic health conditions,

adverse health behaviours,
poor physical functioning,
poor mental health

Social stigma

Membership of multiple
highly stigmatised groups

(ie. being of indigenous

origin, welfare reliant,

unemployed, disability,
ethnic minority)

Domains of Disadvantage

Social isolation

Little/no social support, few
social contacts, poor quality
relationships

shame and stigma within their family and culture of origin. Ad-
ditionally, a number of empirical papers reported that the notion of
social support and subsequent feelings of inclusion and belonging
appear to be important facilitators for participants to engage in a
healthy lifestyle (1, 5, 13, 15, 16, 19, 22, 23, 26). When social support
was lacking, study participants acknowledged the detrimental im-
pacts on their health, as one participant in the study by Maneze et al.
states: ‘To maintain health here will depend on our own resilience and
resourcefulness because in the Philippines we have many family and

friends who will invite us out and push us to be healthier (Julieta)’.?*

3.2 | Health and cultural beliefs influence
health-seeking

If they are ill, they will go to the fortune teller (tha"~y
bo’i). Most | know go to Buddhist temple, the God
things, voodoo people, fortune tellers in their lan-
guage... If they get bad luck go to fortune teller, not
doctor... If they are mentally ill, they go to fortune
teller. (Lan Anh, 25-year-old female)??

Eighteen of the studies included in our synthesis are represented
by this theme that encompasses participant narratives around the
health impacts of risk-taking, fatalism, gender and traditional medi-
cines. Study authors reported the marked influence of cultural belief
on an individuals' understanding of health, illness and treatment
amongst the participant populations within this analysis (9, 12, 13,
15, 17, 20, 23) where the cause of the disease was often mentioned

within a biopsychosocial context (13, 15) as exemplified by the fol-
lowing quote: ‘If | keep living in Australia, | may develop heart disease.
I am alone here; no relatives; too much psychological pressure’.2®

A prominent finding particularly amongst CALD populations in
our analysis (15, 17-20, 22), showed preferences for culturally ac-
cepted health practices, such as prayer, spiritual practice and herbal
medicine with authors noting that traditional medicines, remedies
and notions of disease are often at odds with orthodox medical
processes, diagnosis and treatment. The reviewed literature suggests
the impacts of these health practices reinforce cultural identity and
values while forging a sense of connection to an individual's country
or culture of origin. For some marginalized groups, anecdotes of
stoicism pervaded health beliefs where participants deemed that
minimizing or tolerating suffering was culturally accepted (17, 20);
enabled avoidance of medical treatment (22) or where health con-
cerns may be superseded by meeting more pressing needs such as

requirements for food and shelter (9).

3.2.1 | Perceptions of risk

| didn't worry about looking for a blood test or any-
thing then, | didn't want to know if | did have it or not.
| just thought I'd rather not know. (Ross)**

Cultural beliefs informed perceptions of health risk amongst
some marginalized groups in the literature (5, 12, 13, 15, 18, 20, 23).
Underrated and miscalculated risk behaviours pertaining to sexually
transmitted diseases (11, 12, 18, 23) and contraction of blood-borne
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(Continued)

TABLE 3

Participants Methodology Themes reported in article

Aims

ID Author (year)

1. Context of HCV within a

Semistructured interviews

18 people with HCV who had accessed

Explore patient experiences of HCV

25 Wallace et al. (2018)

community: shame around the

transmission
2. Context of the liver clinic within

treatment through the Victorian

treatment & cure and explore barriers

to treatment uptake amongst

Aboriginals

Aboriginal Health Service—9 males, 9

females

BAKER ET AL.

VAHS: patient-centred, safe, not

medicalized
3. Being treated: direct health benefits

1. Overwhelming preference for

48 Aboriginal participants at an Aboriginal Mixed methods: interviews and ‘yarning’

Evaluation of the implementation of a

26 Dimer et al. (2013)

interventions delivered

within AMS
2. Community support for exercise

sessions

Medical Service (AMS) for cardiac
rehabilitation—64% female

culturally appropriate cardiac rehab

model assessing uptake, lifestyle risk

factors

and health education as

prevention

viral infections, such as HIV and HCV, through intravenous drug use
were reported in the reviewed literature (18, 20, 21, 23-25). Deeply
rooted narratives of fatalism in relation to health behaviours, illness
and risk were identified in some of the studies, exemplified in the
following participant statement from Maneze et al. where study
participants expressed simplified priorities in relation to life and
death: ‘It's ok to die as long as | can eat good food. God will take care
of it. If it is our time to die, we die, we cannot do anything about it

(Carmen)’.?!

3.2.2 | Cultural expectations related to gender and
indications of female disadvantage

Some men exercised control over their female partners'
use of healthcare services and refused to take them to a
doctor, even when the women requested it.2>

Authors reported the clear role of gender on the health attitudes
of some participants, outlining instances where cultural beliefs and
expectations relating to gender impacted access to health care, ac-
ceptance within family and community networks, social support and
ultimately the well-being of participant populations (12, 13, 18).
Gender-specific expectations signalled reduced opportunities and
subsequent disadvantages in health-seeking for women (8, 11-13,
17, 18). Eight of the studies included in our analysis report on women
from CALD or refugee backgrounds and their disadvantage in ac-
cessing health services (8, 10-13, 15, 18, 19). These participants
commonly expressed difficulties reconciling the reality of cultural
expectations and acculturation in a new society. The ramifications of
cultural shaming and its particular pertinence to women are clear in
the following quote from McMichael and Giffords' 2010 research

reporting on the sexual health literacy of refugee youth:

| think they would shame her.... They will talk about it
a lot, a lot.... She can't face anyone in our culture be-
cause she make shame on it. (Basima, female, Iraq,
16 years, FGD)?¢

3.3 | Lack of information and poor cultural
competence limit utilization of services

| don't know what diabetes is. All the doctors say |
have diabetes, but no one has explained what diabetes
is. Sometimes | feel like asking them this question
because some people say diabetes is a big thing.?”

The literature included in this review identified significant gaps in
health literacy (4, 5, 8-15, 17-22, 24, 26) across all marginalized
subgroups studied. In our analysis, this theme represents findings
related to inadequate knowledge pertaining to a health condition or
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(Continued)

TABLE 4

Author and year

BAKER ET AL.

(#102) '[e 39 ueASuoAeseydIEA

(5002) ‘|e 19 uapeuAp

(8102) ‘[e 19 22ejleM

(9T02) ‘|e 39 JeojpaL

(8002) ‘I 3@ uosdwoy]

(5102) stueH pue asoy

(6102) '[e 32 spieqoy

(9002) zaiwey pue sapj|-peseld

(6002) uiMely pue ijjoselyd-exojed

(£102) ‘Ie 18 ePsndN

(0T02) pioy1 pue [SeydININ

(£102) ‘1€ 1@ apugIN

(£102) ‘Ie 19 azauep

£00C _uIa
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(£102) 'Ie 3@ ©jfeamir
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(b102) ‘Ie 32 puelug-eysan)

(6002) ‘Ie 32 puejdno)

(8102) 'Ie 32 Xdelg

(9702) |e 3@ Boqqy

(£102) ‘Ie 3@ noqqy

Checklist item
Has the

relationship
between

researcher

and

participants

been

adequately

considered?

Y

Have ethical

issues been
taken into
consid-

eration?

Y

Was the data

analysis

sufficiently
rigorous?

Y

Is there a clear

statement of
findings?

\

\

How valuable is

the research?

Abbreviations: N, no; NV, not valuable; V, valuable; Y, yes; ?, cannot tell.
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Informit n=112 ‘ Scopus n=897 ’—»@edline n:287)—>€sych Info n=144 4—(Embase n:5394~<(3inahl n:276}< Amed n=5 )

A\

All references |

Duplicates
removed

n=2256 ’ =529
v Exclude by title n=950 reasons for
exclusion: not Australian studies
References n=44; systematic reviews n=39;
(excluding duplicates) —————| not marginalised populations as
n=1727 defined by our criteria n=596;

additional duplicates n=22; other

\

n=249 (study protocols,
conference abstracts, empty files,
economic evaluations)

References (excluded
by title) n=777

Exclude by abstract n=704

Exclude by full text n=47 reasons

References for full
text appraisal n=73

for exclusion: quantitative studies
n=37; hospital setting n=3; health
promotion n=1; health worker
perspectives n=3; development of
health care models n=3

FIGURE 2 Flow chart outlining search process

disease prevention; risk factors and cause of disease; diagnostic
procedures or treatment. Additionally, it refers to participants lacking
information regarding types of available services and roles of spe-
cialists (3, 7, 8).

3.3.1 | Cultural competence & language barriers

Complicated explanations and excessive jargon cre-

ated feelings of disengagement and discontent.?®

Consideration of culturally responsive care was identified as
lacking in a number of studies included in our analysis (13, 15, 16, 19,
22) where participants reported discriminatory attitudes by staff (22)
or interpreters communicating in the wrong dialect (9). In their study,
Kendall and Barnett (2015) observed that inadequate cultural sensi-
tivity and poor communication alienated indigenous Australians in
their health-seeking with the use of colonial communication styles

Papers
included in
synthesis

n=26

and medical jargon (22).28 A number of studies (4, 22, 26) report a
need for culturally appropriate communication for the purposes of
relating health information to indigenous Australians, focused on
storytelling and yarning as best practice methods to engage these
populations. In our analysis, language barriers (4, 9-11, 13, 15-17,
18-22) were noted where various participant populations reported
difficulty communicating with health providers; accessing services
due to a lack of proficiency in English or where medical jargon pro-
hibited inclusion and shared understandings of health as expressed in

this comment from an Aboriginal participant:

They just gave me information to go off and read it
myself. ... So no one actually talked, all they gave me
was a kit to take home with me. ... | haven't really read
it, no, | get more from you know, sitting down and

speaking to someone, verbally and stuff like that.2’

The notion of cultural responsiveness in health care provision
extends to the misunderstanding and invalidation of LGBTQI+ and
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gender diverse people, described by two of the study cohorts re-
presenting disadvantaged youth populations (5, 8). Analysis of the
reviewed literature indicates that provider attitudes in health care
provision remain governed by predominately heteronormative atti-
tudes. Participants from these studies highlight a lack of gender di-
verse cultural understanding and inclusivity amongst staff and within
service structures, that is exemplified by the following participant
quote: “ ‘I said to her [school counsellor] are there any support groups
or anything that | can go to, anyone | can talk to', and all she said to

me was, ‘Just wait until you're at uni. It will be fine then. You'll meet

participant populations and presents examples of thwarted
Systemic barriers, such as cost, convoluted referral processes,
service availability, location and lack of transport infrastructure
combine with social determinants to further disadvantage the
marginalized as they attempt to engage with health services
spiritual and psychological aspects as well as the physical body—
as a preferred model of care for the marginalized. Participants
expressed a desire for improved health education and the
expectation that changing existing models of care to provide
culturally appropriate services incorporating health promotion
within communities, can have wide-reaching and significant
positive impacts amongst these populations

opportunities for the marginalized in their health-seeking.

Outlines holistic and integrated health care—defined by participants
as health care that addresses the ‘whole person’ including

Describes inherent obstacles to health care experienced by many

lots of queer people there’.”3°
3.3.2 | Mixed messages, missed opportunities
=
.g
2
S | go to ask this doctor, ‘I hear [from] someone, treat-
[}
[a) ment’. He say ‘What stupid western, where you listen
cj g S m from? Where you hear this stupid story?’ He say, ‘No
e -~ - e
S o - N way. Got no treatment! You got that all your life’. (Van,
— - [e¢] —
2 « ‘09'" ~ N 2’ 34-year-old Vietnamese Australian male)®*
5 9 . oL
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= - 3 g o : © ;\r“ The reviewed literature shows that confused messaging resulted
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-E &F o ::» in missed opportunities for timely treatment (21), convoluted referral
processes (21), hidden and prohibitive costs (8, 21) and forgone care
% (5) for the marginalized and socioeconomically disadvantaged. Nu-
; © merous participant groups reported on in the included studies
E 5 - & claimed incorrect knowledge about aspects of health prevention, ill-
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il E = = ness and disease leading to confusion and misunderstanding (9, 11,
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é g 3 % 14, 18, 19, 21, 24). Misinformation concerning treatment for some
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5 ;, S fcj needs for improved communication from physicians—relating diag-
& -
% 0:'. & _g noses and disease management to patients—were highlighted by
Al o
S N & 5 study authors from our analysis (7, 14, 15, 18, 24).
a « S & NS)
5 & w N 8
£ o < 5 <
. . o .. .
o 2 o8 © 3.4 | Motivation for treatment influences health
= S .
E o - 3 service engagement
>
y g
1%}
c
@ © ©
£ B S G You don't want to waste your chance and stuff it up.
£ © 9 o
9 [ g - Because at the moment, to be truthful, I'm not ready
= 17 c 3 o . . .
-q'g % ; Q f’: to stop using yet. (Noi, 28-year-old Lao-Australian
X = »
£ 2 52 Bl = male)3?
S @ g2 < v 2
8 8¢ 55 ®
3 :) 5 P B % Perceived success in health-seeking amongst the populations
n = = sl s) c
i g % %‘ § g :&, represented within this review was related to opportunities that ar-
o0
2 fn = © % @ % ose in particular contexts. Examples include instances when the
= .~ e L availability of care was found beyond the scope of ‘normal’ operating



BAKER ET AL.

2182
—LWI LEY

Spheres of influence

Higher order themes

!

Systemic structures
and

policy

Service design

Preferences for healthcare and
expectations for systemic change

Navigating a complex system in a
complex society

Accessing services — a spectrum of
experience, from discrimination to
validation

and
provision

Family and

Lack of information and poor cultural
competence limit utilisation of services

Motivation for treatment influences
health service engagement

community
context

Individual

Understanding the patient within the
context of family and community

experience

Health and cultural beliefs influence
health seeking

FIGURE 3 Framework outlining spheres of influence and related conceptual themes of health service engagement amongst marginalized

Australians

hours and service provision (1, 2, 6, 8) and where the likelihood of
receiving the care was determined by participant populations and
study authors as being in the right place at the right time (1, 2, 6, 10,
20, 21, 24). Missed opportunities to access health care were de-
termined by both the patient's physical environment (1, 2, 20) and the
context within which care or treatment was being offered, accessed
or overlooked (1, 2, 18). For individuals with unstable accommoda-
tion, there was difficulty in committing to treatment or appointment
schedules (7, 21). Environment and its impact on risk behaviours and
treatment-seeking are highlighted in some studies and of note in this
analysis (1, 2, 20, 24). Abbot et al. (2016, 2017) observed missed

opportunities for women transitioning between prison and commu-
nity care, where receiving health care was elusive for those who were
not in the prison system long enough or conversely, instances where
for others prison was the most reliable place to receive health care (1,
2). Similarly, Treloar et al. noted amongst their indigenous participant
population that receiving treatment for HCV within the prison was
reported as convenient and supportive for some and a deterrent for
others who felt that side effects of treatment would render them
further vulnerable within an institutionalized environment (24).
Motivation for treatment of substance abuse was reported with
enthusiasm amongst some participants (21) but was approached with
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equal measures of wariness and pragmatism by individuals who were
concerned about side effects, being ready to quit and getting the
timing of subsidized treatment right (20, 21, 24). Amongst Filipino,
Thai and Chinese Australians there was a reluctance to seek help for
mental health concerns (15, 17, 19). Across the studies included in
this synthesis, reports of treatment motivation and patient satisfac-
tion were higher for services that were founded/developed for
specific populations, such as refugee and asylum seekers (10) and
Aboriginal Community-controlled Health Organisations (3, 22,
25, 26).

3.4.1 | Historical reluctance to seek treatment
The moment | tell them I'm of Aboriginal descent it
goes down a notch and they speak to me like I'm not
worth talking to or I'm too stupid to know. (Murri,
community elder, city, group interview)?®

Previous negative experiences in seeking health care were re-
ported in the reviewed literature as a deterrent to continued health-
seeking, impacting continuity of care (1-3, 7) and perpetuating mis-
trust in a medical model built on a hierarchical power imbalance (3, 8,
14, 22). In the case of indigenous Australians, Kendall et al. have
highlighted the cultural chasm in delivering medicine ‘historically as-
sociated with colonization, categorization and separation of families’
to first nations peoples (22).2% Mistrust of the medical system pre-
cipitated a reluctance to seek timely treatment posing increased risks
to health (2, 3, 8, 17, 22) as the following quote suggests: ‘When they
don't help you enough, you sick of it. You already know what's gonna
happen, [how] it's gonna turn out. They not gonna help you properly.
You know yourself. You been there too many times’ (Pack, 29-year-

old Lao-Australian male).3*

3.4.2 | Self-efficacy and empowerment

| always went on the fact that as long as | look after
my liver | will be alright, so that was when | went nil
alcohol or anything to make sure my liver was strong—
| sort of took the treatment on myself.2’

Degrees of self-efficacy and empowerment pertaining to health-
seeking were reported across 12 of the included studies (1, 2, 4-6, 8, 12,
14, 16, 19, 23-25). Notable within this theme are narratives of em-
powerment to disengage from services or processes (5, 6), self-advocacy
within the patient/doctor dynamic (14) and consumer rights to give
feedback and lodge complaints (4). Study authors reported empower-
ment of participant populations after positive experiences of support
through engagement with health workers or services (1, 2, 8, 14, 16).
The reported empowerment of refugee youth (12) and indigenous
peoples (23-25) who asserted locus of control over health behaviours

and management of the disease is significant.

3.5 | Accessing services—A spectrum of
experience, from discrimination to validation

...s0 Whenever they saw that we are wearing the
scarf...they judge [us). (Female, 18 years, refugee)®?

Stories of health service access amongst our study populations
were marked by opposing themes of discrimination (1, 2, 3, 5-8, 13, 17,
20) and validation (6, 7, 10). Study authors reported themes of ‘feeling
like | mattered’ (7) and feeling heard, that validated study participants'
rights to access services. Equally, perceived judgement, discrimination,
racism and the use of ‘labelling’ (5, 7, 17) to dismiss the concerns of
health-seeking individuals (as described by participants), reinforced
barriers to health care access and contributed to forgone care, perpe-
tuating and entrenching marginalization. In our analysis study, authors
identified stigma as a barrier to accessing health services and treatment
for marginalized populations with chronic illness, low socioeconomic
status, culturally diverse backgrounds, histories of incarceration or
problematic substance use (1, 2, 8, 16, 24). As a result of the participant
reported discrimination faced by the range of subgroups within our
marginalized study populations (1-3, 5-8, 13, 20, 21) we identified that
attitudes of staff and health care providers towards marginalized per-
sons attempting access to services was significant and influential across
this review cohort. Additionally, authors observed that successfully
challenging entrenched stigma and forging legitimate claims to care
were often seen as turning points in experiences of health care access
(1, 2, 14, 20). In our analysis, the use of technology, such as the internet
and social media, was recognized as an aid to health service access (5, 8,
11, 19): ' like when booking and that kind of stuff is online... talking on
the phone's very alien to me... | prefer not to. So, | like to be able to
manage appointments and all that kind of stuff online’ (Female, 23 years,

sexuality diverse, homeless).>2

3.5.1 | Transitioning and co-ordinated care
| was always able to access them no matter what. So
that was like a one stable place | had from fourteen all

the way through to, | was about seventeen.3?

This theme reports experiences of access to care co-ordination
and interservice referrals to manage health. The potential importance
of the roles of care coordinators, mentors and various providers
across health and social services, and the degree to which these
elements interacted, had reportedly direct and often profound im-
pacts on the individuals represented within these studies (1-3, 6-8).
The importance of health care co-ordination described by research
participants and authors was highlighted amongst marginalized youth
when transitioning from paediatric to adult care (8) or from home-
lessness to emergency housing (6, 7); for individuals of low socio-
economic status attempting to manage chronic illnesses such as
diabetes (3); and for stigmatized ex-prison populations seeking
community-based health care postrelease (1, 2).
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A number of participants identified defined yet small ‘windows of
opportunity’ where the receipt of timely and co-ordinated care in-
fluenced their health journeys (1, 2, 6, 8), as shown by the following
participant quote: ‘A plan, an appointment, set for a week after you're
out ... | think if you make that appointment quickly, you've got that

).34 Con-

little bit of time where you can get them in’ (Participant 35
versely, when these windows of opportunity were not supported by
interservice communication, follow-up or referral, researchers ob-
served the impacts on the health seeker could be devastating (6-8,

18) detailed by this participant experience:

When | start feeling sick like the flu | went to my
doctor. After that he said to me ‘When you say the
symptoms’ he say, ‘Could be that (HIV)... But | don't
think so because you are a lady'... And later on, when
he discovered it he said ‘I don't know who the gen-
tleman is and | don't want to know’. (Argentinean
woman, diagnosed 1996)%°

3.6 |
society

Navigating a complex system in a complex

Finding services has been difficult, remembering to get
referrals and then to follow up on them, finding the
time to do those things... | do know it's something |
should into because it bothers me, frustrates me a
lot... | always tend to lose touch with my mental health
professionals right when | need them... The times |
could really use someone is when it's hard to get ac-

cess. (Female, 23 years, sexuality diverse, homeless)3?

Negotiating the health care system was described as confusing,
intimidating and overwhelming by many of the participant popula-
tions included in this review (3, 8, 13, 15, 16, 21). Accessing services,
lack of or under-resourced services and inadequate knowledge about
how to locate and engage with appropriate services were reported by
study authors as typical difficulties that challenged marginalized po-
pulations navigating the health system (2, 3, 6, 8, 13, 15, 16, 24).

3.6.1 | Systemic obstacles to health care

I'm not sure whether it's because of our area or
whether it's the fact, you know, that I'm a Medicare
patient, I'm not sure, but | do feel that uh...there's not
really enough information about what services are
actually available to you, and if...if they are available,
well, you seem to have to fight tooth and nail to get
them, and | do feel that that's quite unfair. (Alison; 50s;

tablets; diagnosed 8 years)®®

For the marginalized populations in our analysis, systemic ob-
stacles, such as eligibility criteria (6, 18, 21); lack of service integra-
tion (4, 6); referral processes (2, 21); discrimination (3, 5, 21);
negotiating welfare, disability or child support (2, 4, 21); protracted
waiting times (2, 20, 21, 24) and cost (3, 13, 15, 21)—often prohibitive
and hidden®2—were compounded by social and structural determi-
nants such as education and health literacy (8, 24); age and gender/
identity (5, 6, 8, 13); cultural background (13, 18, 20, 21, 24); trans-
port availability (3, 4); housing/accommodation (3, 21) and available
or accessible services.

Despite the overarching theme of complexity and difficulty in
navigating the Australian health system described by authors of many
of the studies, three participant populations from CALD backgrounds
reported favourably on their experiences of health system navigation
compared to their country of origin (10, 15, 19). As the following
participant contributing to research on a refugee and asylum seeker
health service noted: ‘...we never had a good government or a good
system, and so we have never been treated well. And compared to
that, coming here where we are treated well and we have all the
services around me—so | just value everything here’ (Male, 33 years
old, Afghanistan).36

Participants placed value on support and information provided to
aid them in their navigation of a fragmented system (6, 8), a lack of
which typically hindered their health journeys (2, 6, 8, 13, 16, 24).
Some expressed a need for greater education and information about
health system processes and pathways, clearly defined by the fol-
lowing statement: ‘A support person to help them go through the
process of accessing—just to give them some guidance... and maybe
just checking up on them every now and then to... see if that's going
well. If it's not, they can help guide them on the right way to do that’

(Male, 18 years, homeless).3?

3.7 | Preferences for health care and expectations
for systemic change

Welcoming signals—such as rainbow and Aboriginal
flags—were seen as positive ways for services to re-

cognise diversity.>2

Born out of perceived negative experiences with health services,
participant populations across the range of marginalized subgroups
from this review outlined preferences for what constitutes accep-
table and engaging health services (2-8, 10, 11, 16, 17, 22, 24-26).
Friendly and competent staff working within flexible service struc-
tures where interservice communication was embraced were valued
(6, 8). Inclusivity has been identified as a valued attribute across the
diverse participant population base within this review and in-
corporates the inclusion of stigmatized ex-prison populations (1, 2) or
those with histories of substance misuse (2); populations with lower
English literacy (4); sexual minority groups (5, 8) and for Australian
first nations peoples (2, 3, 8, 24-26) who reported favourably on
experiences with Aboriginal-specific health services.
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3.7.1 | Holistic and integrated care

A place that provides medical help and accommoda-
)37

tion at the same time. (Interview 10
The groups within this review reported a desire for holistic and
integrated services. Participant groups outline such services as health
care that considers all aspects of an individuals' physical and psy-
chological needs in addition to their social needs. Integrated services
are defined as co-ordinated primary and allied health services that
work together, can be accessed close to each other or under the
same roof. Study participants commonly viewed their well-being as
multidimensional and thus placed value on and idealized the im-
portance of integrated care models that incorporated elements of
allied health (1, 2, 3, 4, 7, 10), complementary or traditional medicines
(2, 22) and social care (4, 7).

3.7.2 | Outreach and education
Providing mental health training to interpreters could
have prevented lots of problems. (Arabic-speaking

consumer)®®

Nine of the studies included in this review outlined the im-
portance of community-based outreach, education and health pro-
motion (4, 5, 8, 11, 16, 17, 26). Requests from participants for
educating families, spiritual leaders (16, 17, 19) and whole commu-
nities about mental illness and sexual and reproductive health were
perceived as instrumental to support marginalized health seekers
from refugee and CALD backgrounds (11, 16, 17) as well as sexual
minority youth populations (5). Marginalized youth and indigenous
health seekers mentioned the need for improved explanations and
education concerning diagnoses, disease processes and prevention
from health care providers (8, 22, 24).

4 | DISCUSSION

This review identifies several commonalities in the experience of
health services amongst marginalized populations in Australia. Aus-
tralia's diverse sociocultural landscape suggests the experiences of
health-seeking for marginalized people is not easily defined and there
is an imperative to acknowledge the unique characteristics and re-
quirements of differing groups, such as indigenous peoples, asylum
seekers and marginalized youth.2® However, despite clear nuances of
health service experience amongst each of the marginalized sub-
groups within this analysis, the power of appraising the collective
experience, and indeed the goal of synthesis,*® tells a bigger story of
systemic failure and multiple marginalization. Narratives of belonging
are encapsulated by themes of family, community, culture and belief
that inform experiences of navigation and learning, bound by a
common vision for a health system that can better meet complex

WILEY—L 2%

needs. Similar themes pertaining to health-seeking amongst CALD
communities are reported internationally®® and considerable barriers
to equitable health care access for the disadvantaged and margin-
alized have been acknowledged in the research literature.>® Amongst
the Australian marginalized populations in our study, we found that
these barriers exist on and across individual, family, community,
service provision and systemic levels and are influenced by both
social and structural determinants of health. This finding highlights
that barriers to health care in contemporary Australia are multi-
dimensional and often entrenched at systemic levels.*®> The result of
these systemic barriers is a common denominator of disadvantage
distinct from individual contexts or backgrounds, that pervades many
marginalized populations attempting access to health services.

Our review has outlined significant gaps in health literacy
amongst the various participant populations while highlighting a
general lack of culturally responsive care from service providers. This
finding is supported by research that indicates culturally responsive
communication and care is essential for equitable health care delivery
(Clinical excellence commission, 2011) but is commonly lacking in the
realities of clinical practice.® Experiences of suboptimal health care
and failed attempts to access appropriate care due to poor commu-
nication and cultural insensitivity, were commonly reported across
the studies included in this review. Previous research suggests the
outcomes of ineffective communication in health settings lead to
misunderstanding, inappropriate interventions, negligence and for-
gone care.283? We note that once marginalized individuals are en-
gaged within the health system, health literacy amongst this
population is proportionate to clinician competence in patient edu-
cation. For this reason, effective delivery of culturally responsive care
is reliant on clinician competence and effective communication skills.
Culturally responsive communication from providers leads to in-
creased access to health services and improved health outcomes for
marginalized populations.® Guidelines for training health workers and
staff in cultural responsiveness while supporting providers and sys-
tems that value and encourage these skills require further develop-
ment. Championing reforms to mandate the provision of culturally
responsive communication in all aspects of health care can ensure
that marginalized populations are supported with the correct in-
formation to make informed choices, empowering them in their
health-seeking and reducing disadvantage.*°

This review has found that people who are marginalized within
Australian communities express a need for integrated care models.
Integration across systems of medicine to include Traditional and
Complementary Medicines is a part of the WHO's traditional medi-
cine strategy to promote universal health coverage.*! This strategic
push is interesting in light of our analysis, which revealed that modes
of CM, such as herbal medicine, were preferred by some of the CALD
participant populations. Emerging evidence suggests that integration
across systems of medicine to incorporate CM additional to an array
of medical and allied health services may be valuable in addressing
health delivery for the marginalized.*?> Furthermore, our analysis
suggests that an integrated approach to health and social care may
help marginalized populations in their navigation of a complex
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system. Consistent and compelling evidence that health is shaped by
social determinants* means that aiding marginalized people in their
health-seeking commonly requires coordinated input from a range of
services. In community settings, social services can be a vital element
in facilitating access to health care for the marginalized.® Social care
has been defined as ‘services that address health-related social risk
factors and social needs’.* Multiple factors, such as homelessness,
illiteracy, poverty, accessibility and transport issues, additional to
needs specific to individuals of diverse sociocultural backgrounds,
can potentially inhibit the marginalized from successfully engaging
with health services. Research from the United States identifies one
of the three key imperatives for effective integration is an appro-
priately trained workforce. Further recommendations that educa-
tional institutions for all health professions mandate competency-
based training in social care and expanded curricula for learning
about social determinants of health have also been outlined.* These
recommendations can be applied within an Australian teaching and
health service landscape to help address the inequalities faced by

those populations marginalized by existing systems.

4.1 | Limitations

Our review may have been limited by the exclusion of quantitative
analyses. However, due to the broad scope of the review question
and the subsequent number of papers identified through the sys-
tematic search process, our focus on qualitative studies was the most
appropriate method to meaningfully answer the research question.
We only included published literature and the perspectives re-
presented in our review are limited to metropolitan dwelling
Australian marginalized populations. There are significant and im-
portant particularities unique to health-seeking for populations lo-
cated in rural and remote Australia.” This suggests that geographical
location is itself a key social determinant that has a significant impact
on the health service experience of these populations, justifying our
recommendation that a future examination of the literature specific
to rural and remote dwelling groups is warranted. Researcher re-
flexivity is an essential component of meta-ethnographic reporting.**
As such the review team acknowledge the influence of a researcher's
individual worldview and disclose their respective backgrounds in
health research (J. A, A. S., K. B.), sociology (J. A.) and clinical roles in
allied health within PHC settings (K. B.).

5 | CONCLUSION

Marginalized populations in Australia experience inequalities and
barriers to health care across micro, meso and macro levels of system
navigation. There is a need to improve health literacy and support the
provision of culturally responsive communication, and these changes
need to be addressed as interdependent elements within health
systems if health inequalities are to be tackled. Furthermore, in-
tegrated health and social care may be central to meeting the myriad

and complex needs of marginalized and disadvantaged groups. The
populations represented by this analysis are diverse, though their
collective experiences provide a compelling narrative that unites

them in their health-seeking.
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