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Non-clinical eye care support for Aboriginal and Torres
Strait Islander Australians: a systematic review

Aryati Yashadhana'

sures and reducing disease prevalence among Aboriginal

and Torres Strait Islander (Indigenous) Australians, but
non-clinical support services can facilitate access to and the up-
take of care. Examples of non-clinical support include reducing
anxiety about new diagnoses,] interpreting biomedical infor-
mation,” and enabling cultural safety.” Family and community
members play key roles in providing non-clinical support, in-
cluding facilitating and motivating attendance at appointments,*
accompanying patients to health services to alleviate their anx-
iety," participating in shared care,” and enhancing the effective-
ness of preventive health promotion activities.”

Clinical services are central to improving preventive mea-

The prevalence of vision impairment and blindness is three times
as high among Indigenous Australians as among other Australians;
90% of these conditions are preventable or treatable.” The three
leading causes of vision impairment and blindness in Indigenous
Australians are uncorrected refractive error, cataract, and dia-
betic retinopathy.” Trachoma — in Australia found only in remote
Indigenous communities — can lead to irreversible blindness if un-
treated.” Eye care pathways can be long and access to services com-
plex, particularly for patients in remote areas.” A previous study'’
identified the importance of non-clinical support for Indigenous
eye care at the community level, particularly given socio-cultural
determinants, such as limited understanding of English, poverty,
historical trauma, and racism, that make access to services diffi-
cult for Indigenous patients. Eye care coordination involves many
non-clinical aspects and is critical for ensuring that patients attend
care,"'? but specific funding for such activities is limited.”

Given the need for better and more accessible eye care services
for Indigenous Australians, it is important to understand what
constitutes non-clinical support and to know who provides
it. Our aim was therefore to synthesise information about eye
health care for Indigenous Australians in order to identify re-
search into non-clinical support, who is providing such support,
and its impact on eye health outcomes.

Methods

Search strategy

The search strategy followed the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses (PRISMA) guiclelines.]4
We searched MEDLINE/EMBASE, Web of Science, Informit,
EBSCO (CINAHL and Anthropology Plus), and ProQuest Central
for studies published between January 2000 and July 2018 with
the search strategy summarised in Box 1. The search results
were imported into a single EndNote X9 (Clarivate Analytics)
library to identify duplicate articles. The combined library was
imported into Abstrackr (Brown University, USA) for title and
abstract screening.

Eligibility criteria

Articles were included in the review if they contained data on
non-clinical support for Indigenous eye health care in Australia,

,Ling Lee"?, Jessica Massie?, Anthea Burnett"?

Abstract

Objectives: To describe research into non-clinical support eye
health care for Aboriginal and Torres Strait Islander (Indigenous)
Australians, the people who provide such care, and its impact on
eye health outcomes.

Study design: Systematic review and qualitative analysis of peer-
reviewed research publications.

Data sources: Peer-reviewed research articles published between
January 2000 and July 2018 and included in MEDLINE/EMBASE,
Web of Science, Informit, EBSCO (CINAHL and Anthropology Plus),
or ProQuest Central.

Study selection: We included English language, peer-reviewed
articles reporting empirical data on non-clinical support for eye
health for Indigenous Australians. Two authors independently
assessed the titles and abstracts of 1678 unique articles for
inclusion in a full text review; the full texts of 104 publications
were reviewed, of which 77 were excluded and 27 included in our
qualitative analysis.

Data synthesis: Qualitative analysis identified five key areas of
non-clinical support for Indigenous eye health: coordination of
eye care, integrating and linking services, cultural support, health
promotion, and social and emotional support. People who provide
non-clinical support include eye health coordinators, Aboriginal
Health Workers, primary care clinicians, family members, carers,
and community-based liaison workers. The availability of non-
clinical support is associated with increased patient attendance at
eye care services, higher visual acuity examination and cataract
surgery rates, broader eye health knowledge, and greater cultural
responsivity.

Conclusion: Non-clinical support is critical for facilitating
attendance at appointments by patients and ensuring that
preventive, primary, and tertiary eye care services are accessible
to Indigenous Australians. Greater financial investment is needed
to support key providers of non-clinical support, especially eye
health coordinators, community-based liaison officers, and family
Qnembers and carers.

reported empirical research, and were published in peer-
reviewed journals. Articles were excluded if they were reviews,
study protocols, commentaries, editorials or grey literature, did
not refer to non-clinical support for Indigenous eye health in
Australia, or were in languages other than English.

Study selection and data extraction

To minimise selection bias, the titles and abstracts of each ar-
ticle identified by the literature search were independently
assessed according to the inclusion and exclusion criteria by
two reviewers. When it was unclear whether the selection
criteria were met, studies were retained for full text review.
Disagreements were resolved by discussion, and adjudicated by
a third reviewer. Articles selected for inclusion were reviewed
to identify evidence of non-clinical support for Indigenous eye
health. Each article was subjected to inductive thematic analy-
sis,”” whereby references to non-clinical support were coded
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1 Search terms for identifying publications included in our
systematic review

#1 Health (health or well* or ill* or disease* or “health care” or
patient™ or hospital* or treatment™* or medic* or pain* or chronic)
AND

#2 Australian context (Australi* or “New South Wales” or
Queensland or “Northern Territory” or “WA” or “SA” or Tasmania or
Victoria* or “ACT” or “NSW") AND

#3 Indigenous context (Indigen* or Aborigin* or Koori or Murri or
“Torres Strait” or “Oceanic Ancestry Group”) AND

#4 Eye care (eye care or blindness or ocular or optom* or ophthal*
or refractive error or myop* or visual acuit* or vision screening* or
visual impairment or vision impairment or eye-care or vision care or
visually impair* or amblyop™ or cataract* or spectacle™ or eyeglass*

or glasses or vision or trachoma or trichiasis)

with the NVivo qualitative data analysis software, version 12
(QSR International). Data extracted from publications were cat-
egorised as being either about types of non-clinical support or
about the people who provide non-clinical support. Quantitative
results directly related to the impact of non-clinical support
were also coded. Study characteristics, including year of pub-
lication, location, sample size, and methods, were recorded for
each article.

Quality assessment

To limit the risk of bias, the quality of included articles was
independently assessed by two reviewers with the QualSyst
tool;'* disagreements were resolved by discussion. The
QualSyst tool, developed for assessing qualitative and quan-
titative studies, applies a scoring system to specific aspects
of study design and reporting (final calculated score: range,
0—1.00).]6 For mixed methods studies, both qualitative and
quantitative aspects were assessed and a combined average

score was calculated.

by retinal camera,”’ and coordinating community screen-
ing, including community trachoma control programs.”* In
the Kimberley region of Western Australia,”’ introducing a
regional diabetic eye health coordinator increased retinal
screening coverage — from 9.4% to 29.8% of the projected 1684
diabetic eye examinations required annually for Indigenous
Australians in the region — and the number of screening sites
from four to 17.

Primary eye care coordinationincluded organising outreach op-
tometry clinics as part of primary health care services, provid-
ing transport, and enabling patient attendance.””” Secondary
and tertiary eye care coordination included organising and fa-
cilitating surgery attendance, booking travel and accommoda-
tion for ophthalmic care, and ensuring appropriate follow-up
care.”®*! Key providers of eye care coordination and associated
support included eye health coordinators,'"'?? 203034354041
Aboriginal Health Workers (AHWs),”**?** primary health
care staff,”****" and community liaison staff.'”* One study
reported that support provided by regional eye health coor-
dinators was intended to cover multiple communities, but in
practice was delivered only to the communities where the co-
ordinators resided.”’” The need for a central trachoma coordina-
tor in the Northern Territory was suggested in one study, but
the lack of sustainable funding for such a role was a barrier.”*

Administrative functions, such as clerical support for visiting
eye care practitioners,'"”” and case management, including or-
ganising eye care appointments for patients,”* were identified
as cost-effective enablers of improved outcomes for patients
undergoing cataract surgery. Cultivating patient engagement
with eye care was noted as a central component of coordi-
nation, with several studies identifying that contacting and
counselling patients, reminding them about appointments,
and community outreach were enablers of patient attendance
at ophthalmic outreach clinics™ and cataract surgery.'”"
A mixed methods study in urban Queensland*' found that

Results

Our database search identified 1811 potentially rel-
evant articles; after removing duplicates, the titles
and abstracts of 1678 were screened. Of the 104 full

2 Preferred Reporting Items for Systematic Reviews and Meta-Analyses
(PRISMA) flow chart of our systematic review process

text publications retrieved after screening, 77 articles
were excluded after review (Box 2). The characteris-
tics of the 27 included articles, including quality as-

Identification

Records identified by
database searching
181

sessment scores, are summarised in Box 3. Quality
assessment scores ranged from low (0.40) to very high

(1.00); the mean score was 0.76 (standard deviation,
0.15). The studies were undertaken in various loca-
tions in urban and rural Australia. Most studies were

Records screened after
duplicates removed
1678

Screening

specifically concerned with Indigenous eye care, but
several reported eye care data in the context of diabe-
tes care'®*? or specialist outreach care.”””" Inductive

> Records excluded: 1558
Duplicates: 16

thematic analysis identified five key areas of non-
clinical support for Indigenous eye health.

Eligibility

Full text articles
assessed for eligibility
104

Full text articles excluded: 77

Coordination of care

As coordination of eye care was mentioned in 20 of
the 27 included articles, it was defined as a key type

* Not an empirical study: 32

>| « No data on non-clinical support: 21
« Conference paper/abstract: 13

* No data on eye health: 11

of non-clinical support. Examples of preventive
eye care coordination included organising and fa-
cilitating screening of school students for refractive

Included

Studies included in
qualitative synthesis
27

error,” coordinating diabetic retinopathy screening
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3 Characteristics of the 27 publications included in our systematic review
Overall Quality
Study Year Location Participants Methods study assessment®
Gruen" 2001 NT 22 clinicians, 3 patients Interviews and clinical = 0.80
audit
McDermott™® 2001 Qld 678 people with diabetes Randomised cluster — 0.87
trial
King™ 2003 SA 3 Aboriginal health workers Health promotion — 0.45
intervention
Gruen® 2006 NT 2368 patients Population-based — 0.95
observational study
Mak?' 2006 NT, WA 95 people involved in trachoma control Interviews, prevalence — 0.73
data
Smith?? 2006 Qld 226 patients Retrospective audit — 0.90
Bailie”® 2007 NT 12 health centres Quality improvement 1.00
intervention
Wright?* 2010 NT 1 health clinic staff, one GP, one Interviews — 072
paediatrician, one ophthalmologist, one
school principal
Turner’ 20M NSW, NT, Qld, SA, 9 outreach ophthalmology services Cross-sectional case IEHS 0.65
WA including nurses, clinic clerical staff, study
Aboriginal Health Workers, hospital staff,
optometrists, ophthalmologists, eye
service managers, and regional eye health
coordinators
Turner’® 201 NSW, NT, Qld, SA, 1189 patients Randomised cluster IEHS 0.98
WA, VIC, Tas trial, survey
Anjou? 2012 NSW, NT, Qld, SA, 530 clinicians, government/non- Interviews, focus IEHS 0.75
WA, VIC government stakeholders, community groups
members
Baunach?® 2012 NT 87 ACCHS, government stakeholders, 12 Health promotion TETS 0.40
Indigenous reference group members intervention
Harch? 2012 WA 2351 baseline patients, 2471 follow up Clinical audit — 0.82
patients
Maher® 2012 NSW 43 eye health service providers Interviews, cataract — 0.67
surgery rates
Anjou?' 2013 NSW, NT, Qld, SA, 81 community members, 98 ACCHS staff, Interviews, focus IEHS 0.75
WA, VIC 14 health clinic staff, 31 optometrists, 25 groups
ophthalmologists, 35 hospital staff, 10 GP
division staff, 16 non-government staff, 50
government staff
Anjou" 2013 NSW, NT, Qld, SA, 81 community members, 98 ACCHS staff, Interviews, focus IEHS 0.88
WA, VIC 14 health clinic staff, 31 optometrists, 25 groups
ophthalmologists, 35 hospital staff, 10
GP division staff, 12 NACCHO staff, 29
government staff
Boudville® 2013 NSW, NT, Qld, SA, 81 community members, 98 ACCHS staff, Interviews, focus IEHS 0.63
WA, VIC 14 health clinic staff, 31 optometrists, groups
25 ophthalmologists, 35 hospital staff,
10 GP division staff, 12 NACCHO staff,
29 government staff, 116 unclassified
(@)
= stakeholders
~
'§ Boudville® 2013 NSW, NT, Qld, SA, 98 ACCHS staff, 14 health clinic staff, Interviews, focus |IEHS 0.75
2 WA, VIC 31 optometrists, 25 ophthalmologists, groups
) 35 hospital staff, 10 GP division staff, 12
- NACCHO staff, 29 government staff, 116
W, unclassified stakeholders
~
2 Boudville®* 2013 NSW, NT, Qld, SA, 530 clinicians, government/non- Interviews, focus IEHS 0.85
S WA, VIC government stakeholders, community groups
members

(Continues)




3 (Continued)
Overall Quality
Study Year Location Participants Methods study assessment*
Hsueh' 2013 NSW, NT, Qld, SA, 530 clinicians, government/non- Interviews, focus |IEHS 0.70
WA, VIC government stakeholders, community groups
members
Tapp™>® 2013 NSW, NT, Qld, SA, 370 clinicians, unclassified stakeholders Interviews IEHS 0.55
WA, VIC
Lange®® 2014 NT 72 ACCHS clinic staff members Knowledge Attitudes TETS 0.74
Practices survey
Meyer’’ 2016 WA 84 patients Pre-, post- — 0.69
intervention
questionnaires
Copeland*® 2017 WA 69 patients, 8 clinicians Interviews — 0.78
Lange® 2017 NT 272 baseline participants, 261 follow up Cross-sectional TETS 0.95
participants (health clinic staff, school pre-post intervention
staff) survey
Moynihan*° 2017 WA 974 patients Intervention and — 0.82
retrospective audit
Penrose™ 2018 Qld 55 patients before, 103 patients after the Intervention and — 0.77
intervention retrospective audit
ACCHS = Aboriginal Community Controlled Health Services; IEHS = Indigenous Eye Health Survey; NACCHO = National Aboriginal Community Controlled Health Organisation; TETS = Trachoma
Elimination Toolkit Study. * Two independent reviewers used the QualSyst tool for mixed method studies.”® ¢

introducing regional cataract surgery coordinators at the
primary care level increased the rate of surgery completion
among Indigenous patients from one of 55 (2%) to 46 of 103 pa-
tients (45%); the increase was partially attributed to additional
non-clinical support, such as facilitating patient and commu-
nity engagement.

Organising travel and providing transport were identified in
four studies as facilitators of patient attendance.”*”***! For in-
stance, an intervention in which home visits were introduced
as additional non-clinical support for chronic disease patients
and transport was provided by chronic care coordinators was
associated with an 18% increase in visual acuity checks and a
20% increase in attendance at ophthalmology appointments over
two years.”” In a qualitative study that analysed factors which
influence attendance at ophthalmology appointments, transport
drivers were identified as enabling patient engagement and at-
tendance through their familiarity with the local population.®

Integrating and linking services

Fostering links between services and integrating eye care into
primary, tertiary and chronic disease care'®***?%*4 were
identified as key non-clinical support types. Eye health coor-
dinators were described in several articles as central to build-
ing and supporting links with and between services.”>***"* A
cross-sectional case study” found a significant correlation be-
tween ophthalmic surgery case rates and the integration of pri-
mary, secondary and tertiary service providers, and also that
eye health coordinators were key enablers in increasing clinical
activity (1.9 times as many cataract operations and 1.4 times as
many clinical examinations each week) and reducing waiting
times (42% reduction). Several studies reported chronic care
coordinators as playing a central role in integrating primary
eye care into chronic disease care.””*! Integrating primary eye
care into routine chronic disease care enabled a 29% increase in
the number of annual eye examinations'® and an 8.8% increase
in the number of visual acuity screenings.”’ Several studies

found that not having an eye care coordinator was a barrier to
effective referral pathways.”>*’#*% Factors related to ineffec-
tive referral pathways included primary care clinicians being
reluctant to conduct vision screening’” or to support patients in
post-operative cataract care,32 as these tasks were perceived to
be outside the scope of their work. One study highlighted that
poor correspondence from tertiary services after ophthalmic
surgery was associated with 47 of 221 patients (21%) not receiv-
ing follow-up care after treatment for ocular trauma.”

Cultural support

Different types of cultural support were identified, includ-
ing acting as a bridge between eye health services and the
community, cultural mediation in consultation with eye
care practitioners,25’26’33’35’38’4] explaining and interpreting
health information,'”?*3% providing cultural knowledge
support,”>** and improving cultural competence among
non-Indigenous clinicians.” Providers of cultural support in-
cluded AHWs,'7232426 community-based liaison 0fficers,23_25’41
eye health coordinators,” family members,'”*** Elders,”
interpreters,”” and Indigenous reference group members.
Several studies noted that different types of cultural me-
d1at1on grompted and facilitated attendance at eye care clin-

5,72 203033,35, 5841 55 well as improving patients’ understanding
of medlcal processes.”” Cultural assistance from Elder groups
and interpreters in chronic disease care™ and from commu-
nity liaison officers in trachoma control®* was reported, al-
though this type of support was often unpaid.”* In one study
in the NT, involving an Indigenous Elders committee was
found to improve integrated chronic disease services;”’ an-
other NT study described the assistance of Indigenous inter-
preters in translating trachoma control surveys in schools.”
Interpreting assistance provided by AHWs during the de-
velopment of a health promotion video improved knowledge
about diabetic retinopathy in 27 of 84 Indigenous patients in
Western Australia.”’
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Health promotion

Consulting AHWs," community members,” and Indigenous

consultative group members™ provided support for health
promotion by designing materials or strategies regarding tra-
choma,” visual impairment,” and diabetic retinopathy” that
ensured cultural and linguistic appropriateness. Several stud-
ies noted that the support of AHWSs, school staff,” >0 and
family members™ were integral to trachoma control programs,
including delivering and maintaining hygiene information.
Conversely, lack of community involvement was a barrier to ef-
fective control programs. One study reported that inadequate
clarity about the role of AHWs in school-based trachoma ini-
tiatives was a barrier to eliminating the disease.”* A survey of
community stakeholders about knowledge, attitudes and prac-
tices found that 33% of school staff believed that young children
having eye and nose secretions every day was normal, posing
a major barrier to trachoma elimination.” Two studies sug-
gested that fostering principals and teachers as trachoma educa-
tors could increase awareness, engagement, and knowledge in
Indigenous communities.”**’

Social and emotional support

Social and emotional support included escorting and sitting
with patients while attending eye care outside their com-
munities'”'”*! and providing post-operative home care sup-
port, including delivering meals to patients." Hospital-based
Aboriginal Liaison Officers, support workers, carers, and fam-
ily members were identified as key providers of social and
emotional support,>”*! and were reported to improve patient
attendance at specialist care appointments.'”*" A Queensland
study introduced community liaison officers to assist patients
who had no carer to accompanying them to cataract surgery,
and a home support team that delivered meals and social sup-
port to patients after surgery.41

Discussion

Our systematic review collated evidence about non-clinical
support for preventive, primary, and tertiary eye care for
Indigenous Australians. Providers of non-clinical support are
both health system-based (clinicians, coordinators, administra-
tors), and community-based (Elders, family, school staff). We
found that patient liaison and case management is central to the
coordination of eye care services,”” particularly given patient
distrust and fear of cataract surgery.””** A key finding was the
prominent role of eye health coordinators in providing these
types of non-clinical support. However, eye health coordinators
are often employed part-time,"*” which may be attributable to
the complex funding arrangements for eye health coordination
through government initiatives such as the Visiting Optometry
Scheme, the Medical Specialist Outreach Assistance Program,
and the Indigenous Chronic Disease Package, as well as through
non-governmental initiatives.”* A 2013 study"” found that the
total annual cost for coordinating eye care (treatment of refrac-
tive error, cataract, diabetic retinopathy) was $21.3 million. The
2019 update of the Roadmap to Close the Gap for Vision report'
stated that achieving targets for workforce resources for eye
health, including eye care support and case management per-
sonnel, is still incomplete for most regions.

Because the numbers of eye care support personnel are lim-
ited, AHWs, primary care clinicians, administrators, trans-
port drivers, Elders, and family and community members
provide non-clinical support to fill gaps in care. While the

need for culturally responsive health services for Indigenous
Australians is acknowledged,”’ the levels of cultural mediation
and interpreting in practice are poor."’ This may be because
of the restricted availability of Indigenous interpreters** and
the shift in the role of AHWs from providing cultural support
to activities requiring greater clinical skills and responsibili-
ties.”*® The limited availability of personnel to fulfil the lin-
guistic and cultural needs of patients has reportedly resulted
in burnout among the declining number of AHWs who act as
both family or community members and clinicians.”” Cultural
liaison officers and advisors can also facilitate cultural safety,
but the lack of specific funding and supportive programs
are barriers to establishing such positions. The author of one
study'’ found that the lack of funding for these roles reflects
the general tendency in Australian public health systems to
disregard or oversimplify Indigenous cultural heterogeneity
and associated needs, and that this is directly linked with
poorer eye health outcomes. Placing Elders and Indigenous
health service staff in authoritative cultural knowledge posi-
tions in renal® and sexual health* services has been found to
foster cultural awareness in non-Indigenous staff. However,
because of the challenges discussed above, service providers
should consider additional strategies for increasing cultural
safety and community engagement in eye care.

A study of the engagement of Canadian indigenous people
(Cree) with tele-ophthalmology clinics described initiatives for
overcoming linguistic and cultural barriers, including employ-
ing nurses fluent in Cree, incorporating cultural artefacts into
clinic screening protocols, and introducing a cultural space
(tepee), whereby Cree Elders played a key role in health promo-
tion initiatives. The program increased the tele-ophthalmology
clinic attendance rate from 20% to 50% in the first and to 85% in
the second year of its operation.”’ In the Indigenous Australian
context, actively seeking collaboration with Elders has built
trust and engaged the community in food security”™’ and mental
health initiatives.”" Community health networks have improved
community engagement in cancer care by demystifying screen-
ing processes, responding to the fears of patients and barriers
to care, and assisting community members build relationships
with others with similar health concerns.”

Having family members, carers, or escorts present during oph-
thalmic care appointments improves patient attendance and
communication with health staff.”*’*! Dedicated funding for es-
corts to accompany patients to ophthalmic surgery is available in
all states, but only NSW and Victoria provide escorts with finan-
cial assistance for social, emotional or cultural support alone.
The lack of this support in other jurisdictions is a key barrier
to family-centred and culturally appropriate specialist eye care.

Limitations

Our systematic review was limited to peer-reviewed publica-
tions, and therefore did not include potentially relevant grey
literature articles.

Conclusion

Non-clinical support is critical to maximising patient attendance
at appointments and the accessibility of preventive, primary,
and tertiary eye care services for Indigenous Australians. The
capacity of staff to provide these important services is currently
limited. We recommend financial investment to support key
providers of non-clinical support, particularly eye health coordi-
nators, community-based liaison staff, and family members and
carers. However, sustainable policies and additional resources



are required to facilitate such support. Improving access to cul-
tural mediation, interpreting, and social and emotional support
is needed in all areas of Indigenous health, and current defi-
ciencies reflect barriers in the health system in general. Further,
our review highlights the disjuncture between acknowledg-

ing the important roles of family and community members in

supporting the access of Indigenous Australians to health care

and providing the specific resources and programs essential

for supporting these roles. Improving the availability of and

access to community-based cultural mediators, liaison support

and advisors, and Indigenous language interpreters, as well as
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