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Abstract

Background: The lack of evidence on the priorities of carers and their Aboriginal and

Torres Strait Islander children undermines decisions to improve participant experi-

ences and engagement.

Aims: This study describes carer and staff perspectives on the aspects of health ser-

vices delivery that are important to carers and children.

Methods: Nineteen carers of Aboriginal and Torres Strait Islander children and

17 staff who work at child health programs across two urban Aboriginal Community

Controlled Health Services (ACCHSs) and affiliate organisations in New South Wales,

Australia participated in semi-structured interviews. We used thematic analysis to

analyse the data.

Results: We identified five themes: valuing relational communication (building trust

by keeping relationships at the centre, empowered to optimise child's development,

feeling heard and known); confidence in provider's clinical and interpersonal skills

(certain that the health issue will be resolved, engaging with the child to allay fears,

facilitating timely health care); finding comfort and security in community embedded

services (safety and acceptance in the familiar, strengthening child's connection to

culture); support to access and navigate health services (accessible information

appropriately presented, easy and flexible scheduling, easing the shame of financial

hardship); sustaining service use (fulfilling expectations for service standards, demon-

strating commitment through ongoing programs, clarity of benefits).

Conclusions: Carers and staff reported that approaches to communication, the content

of that communication, how access is facilitated and the service environment managed

influences their decisions to interact with health services. With these data decision-

makers can better focus resources to improve experiences with their services.
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1 | INTRODUCTION

In Australia, Aboriginal and Torres Strait Islander people seeking

health care often have to consider their own or their community's

experiences with health services before deciding where and when to

interact with the health care system.1–3 This additional step in

decision-making is attributed to the discrimination and judgement that

many Aboriginal and Torres Strait Islander people continue to face

when receiving health care.4 While there is greater awareness of

these challenges among health care providers, there remains a lack of

data connecting health service processes to participant experiences.5

Knowing what Aboriginal and Torres Strait Islander communities pri-

oritise when receiving health care could help to improve patient expe-

riences and engagement.6,7

Most Australian states and territories collect data on Aboriginal

and Torres Strait Islander patients' experiences with health care to

determine whether services are meeting patient needs, however, data

gaps remain.8 Specifically, there is a lack of data on the process char-

acteristics of the health services designed for Aboriginal and Torres

Strait Islander people – what is done to and for the people who use

those services and when and how those activities occur throughout

the delivery of health care.9 Further, data on health service processes

that are valued by Aboriginal and Torres Strait Islander people varies

across jurisdictions, with age, gender and health conditions and is

rarely based on lived experiences.7,10–12

There are insufficient data on children's health service use in

Australia, particularly for primary care.6,13 Data on the experiences of

Aboriginal and Torres Strait Islander people when accessing health ser-

vices in general are also limited6 and the available data on Aboriginal

and Torres Strait Islander children are often state or region specific.14,15

Typically, data to inform policy and decision making in Indigenous

health have focussed on bio-medical measures16,17 and less on partici-

pant and community reported experiences.

Information from Aboriginal and Torres Strait Islander carers and

children about the health processes that are important to them can

inform how decision-makers allocate resources and guide the design

of service blueprints and health promotion that is responsive to the

changing needs of communities. The purpose of this study was to

describe the aspects of delivering child health programs that are

important to carers and staff from two urban Aboriginal Community

Controlled Health Services (ACCHSs) who are partners in the Study of

Environment on Aboriginal Resilience and Child Health (SEARCH).

2 | METHODS

2.1 | Study design

This study was guided by the principles for conducting research in

Aboriginal and Torres Strait Islander communities.18 We conducted

semi-structured interviews and used the Consolidated Criteria for

Reporting Qualitative Health Research (COREQ) to report this study.

Ethical approval was obtained from the Aboriginal Health and Medical

Research Council (1345/1) and the The University of Sydney human

research and ethics committee (2018/103). Community consent was

sought and obtained from two ACCHSs in New South Wales,

Tharawal Aboriginal Corporation and Riverina Medical and Dental

Aboriginal Corporation, who are partners in the Study of Environment

on Aboriginal Resilience and Child Health. SEARCH is a longitudinal

cohort study of urban Aboriginal and Torres Strait Islander children

involving a partnership with ACCHSs to describe and investigate

health indicators for Aboriginal and Torres Strait Islander children

based on the priorities of the ACCHSs.19

2.2 | Participants and setting

Purposive sampling was used to recruit staff and carers of Aboriginal

and Torres Strait Islander children attending child health programs

offered through the ACCHSs and affiliate community organisations to

ensure we included participants from a diverse range of demographic

characteristics across the programs. Child health programs were

defined as all services specifically designed to improve, maintain or

promote the health of Aboriginal and Torres Strait Islander children.

All participants were identified and recruited by SEARCH Aboriginal

Research Officers employed at two urban ACCHSs. Carers were

approached face to face by the research officers in the waiting room

before or after their health appointments or programs at the ACCHs.

Participates where invited to participate at a time that was convenient

for them which was usually when they brought their child to a health

service. Interviews were held at the ACCHSs and written informed

consent was provided by all participants. A supermarket gift voucher

worth AUD $25 was offered to participants to reimburse participants

for their time and as a show of goodwill.

2.3 | Data collection

One author (SC) and a SEARCH research assistant conducted all the

face-to-face semi-structured interviews using the interview guides

provided in Appendix A. Both interviewers were non-Aboriginal or

Torres Strait Islander and not known to the interview participants. To

ensure cultural safety, an Aboriginal research officer was available to

observe interviews with the staff or carers and one participant

accepted the offer to have an observer present. Carers were asked

about their expectations of child health programs based on their expe-

riences with a health program their child had participated in. Staff

were asked about their views on what was important to carers and

children who participate in their programs. All interviews were con-

ducted in May 2018, each lasting an average of 20 minutes.

2.4 | Data analysis

Using thematic analysis SC read the transcripts line and by line and

using principles of grounded theory, inductively identified concepts to
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capture the processes and approaches to care that participants valued

and the impact on carer experiences and expectations of the child

health programs. Similar concepts were grouped into themes and sub-

themes. MD reviewed the preliminary themes and concepts were

revised based on discussions with SC. The final themes and sub-

themes were developed with the rest of the author group to ensure

that the full range of data was reflected in the findings. To check for

appropriateness, the themes were presented to a group of Aboriginal

and Torres Strait Islander and non-Aboriginal or Torres Strait Islander

research officers who either work at or work closely with the ACCHSs

and revised until they were acceptable. SC coded the data using

NVIVO version 12 for analysis.20

3 | RESULTS

We conducted 36 interviews, 19 (53%) carers and 17 (47%) staff.

The characteristics of participants are provided in Table 1. Most of

the respondents were female (30 or 83%) and 40 years or younger.

The majority of participants were Aboriginal and Torres Strait

Islander in both the carer (84%) and staff (71%) groups. Two partic-

ipants interviewed were both carers of children using the health

care services and staff members at the ACCHS providing the ser-

vice. When discussing their experiences, participants referred to

programs offering services in childhood development (15 or 42%

respondents), medical services (10 or 28%) and mental health

(10 or 28%). We identified five themes: valuing relational commu-

nication, confidence in provider's clinical and interpersonal skills,

finding comfort and security in community embedded services,

support to access and navigate health services, sustaining service

use. Each theme and sub-theme are described below with selected

quotations from carers and staff provided in Table 2. A schema to

show the conceptual links among the themes is provided in

Figure 1.

3.1 | Valuing relational communication

3.1.1 | Building trust by keeping relationships at the
centre

Carers felt that when staff understood and valued Aboriginal and

Torres Strait Islander approaches to interacting and communicating

(showing genuine care, concern and interest), they were better able to

strengthen relationships and build trust. Staff noted that embracing

and incorporating Aboriginal and Torres Strait Islander ways of com-

municating such as Yarning into their practice helped to maintain their

connection with participants. Yarning is a way of communicating used

by Aboriginal and Torres Strait Islander people where ‘information is

embedded within the story or yarn being told, with the onus on the

listener or receiver of the yarn to hear and make meaning of the infor-

mation being imparted’.21 Staff from an adolescent mental health pro-

gram reported that when they took the time to ‘have a Yarn’
(staff_34), the adolescents were more responsive to counsel. Similarly

staff from some clinical programs reported that when they engaged in

Aboriginal and Torres Strait Islander methods of communication at

the start of their consultation they were able to build relationships

and achieved ‘good relation’ with carers and children, improving par-

ticipation in their program – ‘they actually coming back, and many

families …they don't have severe problems, they're just coming back

for check-ups’ – staff_11.

3.1.2 | Empowered to optimise child's development

Carers expected staff to recognise and demonstrate confidence in

their capacity to help their child reach their developmental potential

while providing them with the skills to self-manage their child's condi-

tion – ‘What I expected from the speech pathology program is to give

me skills to teach him at home, what we can work on’ – carer_05.

Some staff understood the importance of ‘partnership’ (staff_16) with

the family when providing care to a child.

3.1.3 | Feeling heard and known

Carers wanted to feel heard and know that theirs and their child's

concerns would be taken seriously and responded to by health

TABLE 1 Characteristics of participants (n = 36)

Characteristic N (%)

Age group (years)

<20 1 (3)

20-30 8 (22)

31-40 11 (30)

41-50 12 (33)

51-60 2 (6)

>60 2 (6)

Sex

Female 30 (83)

Male 6 (17)

Participant group

Carer 19 (53)

Aboriginal 16 (84)

Non-Aboriginal 3 (16)

Staff 17 (47)

Aboriginal 12 (71)

Non-Aboriginal 5 (29)

Child health program

Childhood development 15 (42)

Medical 10 (28)

Mental health 10 (38)

Other nonclinical 1 (3)
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TABLE 2 Themes, sub-themes and selected illustrative quotes

Theme Quote

Valuing relational communication

Building trust by keeping

relationships at the centre

‘What's important for the child, is that mom and dad are spoken to respectfully, as well as them. And that there is,

respectful conversation that occurs right from that initial meeting, because the children often watch how we as

professionals talk to their parents and judge that as a reason to engage with us or not. And, I find that is really

important … of course, body language is massive, how you hold yourself, how your hands are, …tone of voice,

and your ability to listen’ – (staff_16).

‘Sometimes they'll come and, just little conversations they have with you is just like they need to get something off

their chest and then as soon as they have that conversation, how they act after they've opened up to you …like

the burden's been lifted off their shoulders’ –(staff_06).

‘It's trust and consistency. So, once you trust the people and they have shown, like they have proven [themselves]

…you have respect for them’ – (carer_07)

Empowered to optimise child's

development

‘And, we can all learn something from the professionals in their areas … I think that's the most important thing is to

educate us as caregivers, parents … To help us learn different skills, learn different ways for bringing up our kids’
– (carer_05).

‘…the parents as well needs education and awareness on preventing these things, you know … depression and

mental health’ – (carer_23).

‘It's about skills with adolescents. Sadly there are, you know, some parents that will come in that don't necessarily

learn all the skills. They may be reaching out because they're aware that they're not coping’ – (staff_29).

Feeling heard and known ‘… that personal relationship that you have with them, in a sense, or they know what's happening with you’ –
(carer_31).

‘See, we sort of listen to the kids though, instead of us trying to think of ideas, and they don't want to do it’ –
(staff_34).

‘She [staff] knows me, I know her. Now she knows my daughter …I found it easier because I didn't have to really

explain myself …She already knew, you know? Yeah that's nice. It's nice to not have to go through, fill out forms

and explain everything again’ – (carer_26).

Confidence in provider's clinical and interpersonal skills

Certain that the health issue

would be resolved

‘They call me and say, “Can you get me an appointment for doc – with Dr.[doctor's name],” knowing that he's hard

to get a hold of. That shows me that they want their kids to have the best. They want to make sure their kids,

when they take their kids, that when they're checked over they can trust that opinion. That's what it says to me

… They would rather wait even though a doctor or someone else would say, “Why didn't you … they should've

gone in sooner.” No, a parent saying Dr. [doctor's name] means they want the best’ – (staff_16).

‘Well I think the people who run the program are really important, their knowledge of what the, you know, um

they're talking about, they need to make sure like they're up to date on everything’ – (carer_04).

Engaging with the child to

allay fears

‘So, I think having that interaction with the kids is important. Um letting them have fun, if it's an activity where they

can engage themselves in. Um, not making them scared …’ – (carer_04).

‘… when the girls waiting for their appointment, I heard the ladies … [say], “How's your little brother going? What

have you been doing? Have you been helping mom?” So, I that little conversation with them as they're sort of

walking off … they love it’ – (carer_31).

‘Instead of, like, just getting them all up, sitting them down, making that person [staff] to talk. We'll get that person

going around and having a yarn, engaging with them … so the kids know who it is and then they get that rapport

… they can get that person one on one, go, “Oh, a little bit of trouble with this. You reckon you'd be able to help

me?”’ – (staff_34).

Facilitating timely health care ‘… I just think, like, if we didn't have this program, a lot of the ones that are in need … and need that extra help and

guidance … Would slip through the gaps’ – (staff_02).

‘We have picked up on a lot of health issues with kids that parents haven't … things like speech, if it's mum's first

child and she hasn't really been around other kids before and you know, the kid's talking but not really well for

their age and things like that. We might go, maybe it's a good idea to book little [child's name] in to have a speech

assessment and things like that so these programs are important for us to pick up on these things’ – (staff_18).

‘If it wasn't for [program] my son wouldn't have had his grommets done and I probably wouldn't have realised how

severe his hearing issues are. Um so it has opened my eyes to you know what needs to be done and how serious

it is’ – (carer_17).

Finding comfort and security in community embedded services

Safety and acceptance in the

familiar

‘The scariest thing for them (patients) … other people being judgemental. Not knowing the circumstances or the

situation. There is, you know, people out there that can be like that … And that's not good, so it puts them off’ –
(staff_02).

(Continues)
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TABLE 2 (Continued)

Theme Quote

‘They understand you. They don't see you as like, a number. They see you as a person. They want to get to know

you and things, and help you and not judge a book by its cover. They actually read the, open the book and read it

… and then help instead of judging’ – (carer_13).

‘I think he feels more comfortable around his own culture. Like his own people’ – (carer_22).

‘As a parent … It's a big thing when you let your kids go. You trust people that you're handing your children over to.

So that's a big thing as well as a parent and I felt like my kids were safe in the environment …’ – (carer_23).

Strengthening child's

connection to culture

‘And they have a lot of … learning and everything like that, it's really based around Indigenous and everything like

that, so I really thought that was important for them to be a part of’ – (carer_12).

‘… because it's Aboriginal playgroup, we have to put cultural practices and that kind of stuff-in so the kids can learn

their culture’ – (staff_06).

‘It was also with his brothers and sisters you know community, um, members but you also teenagers … And just

talking about um, being strong black, and deadly you know?’ – (carer_01).

‘Without them [staff in the service], I don't think that we would have the connection to community that we have’ –
(carer_26).

Support to access and navigate health services

Accessible information

appropriately presented

‘Um, and it needs to be, like, defined. You know, where they can understand it. Like, you know, not everyone's um,

good that they're reading and writing and that sort of stuff’ – (staff_02).

‘I take home homework. Every visit is homework to take home and I believe it's working cause he's talking a lot

more’ – (carer_05).

‘We'll put it on the table and then that's … that way that will gather their information that they need or if they have

a question and we'll just send it to the table and like, “oh there's all information like help yourself”’ – (staff_06).

Convenient and holistic care ‘… hearing checks and eye testing, and everything like that. And if your, um, child needs help with their speech, they

can offer that as well’ – (carer_12).

‘We can refer them in house, which is a good thing’ – (staff_02).

‘She came to play group on Wednesday with him, um, and signed her up for the doctors. So she can bring him

down there’ – (staff_02).

Easy and flexible scheduling ‘[name] actually done his, his needles yesterday … she come late, but she got here’ – (staff_02).

‘If I come in one week and I say like, “[child's name] is really sick, I need to get her to the doctor.” They'll say, “Oh,

we'll see, we'll see if someone can pick you up in like an hour, make sure you're ready”’ – (carer_26).

Easing the shame of financial

hardship

‘But yeah like if, like if, if I'm struggling and I need baby milk, I can be like, “Look I'm struggling, I need baby milk.”
She'll be like, “Yeah, give me two, give me about an hour.” She'll run around. She'll get me a tin of milk, the fancy

milk. She'll go and get it for me’ – (carer_26).

‘If they're not getting transported, they don't have an Opal card or they don't have the money to get up there that

day or their pay week isn't until next week, that kid's going to miss out on those medical appointments and that's

it. Then you've got to wait maybe a couple of months for the next appointment and by that time things have

gotten worse and the kid's health has declined and mum's just going, oh, this is too much and I can't deal with it

anymore and I don't know what to do. I'm just going to pretend it didn't happen’ – (staff_18).

Sustaining service use

Fulfilling expectations for

service standards

‘It would have been good to actually make sure the equipment was charged … because now we have to come back,

so that means another day where he's going to be late for school’ – (carer_04).

‘It's important to have set days on when certain programs are going to be at venues and set times and be consistent

with that … people do lose faith in services if they're not reliable. Um, and you know, things happen but there

always needs to be a back-up plan to make sure that people aren't let down … that's how we are. Like you know,

a lot of our people go, ah nah, they're dodgy, I'm not going to use them because they cancelled my appointment,

I'm going to go elsewhere. And you only get that one chance to prove your service and what you can do to help

… they lose trust easy’ – (carer_17).

Demonstrating commitment

through ongoing programs

‘Put them at a bit more continuous for other kids to have an opportunity at doing something like that. It's good to

let other community have a go. I'm happy my kids got to have a go … Have it ongoing so other people can have

another go too’ – (carer_01).

‘… what could have been done better or differently was to keep the program running. It stopped because of

funding. When the funding cut …, there was nothing here for the kids’ – (carer_23).

Clarity of benefits ‘Doctor said you know about this program and wasn't sure whether or not he'd get the antibiotics I was a little bit

hesitant …’ – (carer_01).

226 CHANDO ET AL.



service providers – ‘… I thought, when I first took him, they're gonna

turn around and say, “He's too young… we won't worry about it

until he's three or four.” But she did not do it. That was my biggest

worry' – carer_05. Staff, particularly those working with adolescents

perceived that feeling like ‘someone is listening to me’ (staff_29)

was important to participants and made them more receptive to

receiving care.

3.2 | Confidence in provider's clinical and
interpersonal skills

3.2.1 | Certain that the health issue will be resolved

Some carers felt that to be confident in the care provided to their

child, the health care providers had to be knowledgeable about their

child's health issue, keeping – ‘up to date on everything’ (carer_04)
and have the necessary clinical skills to address it. ‘… as long as I know

he's getting the help that he needs from qualified people …’ –

carer_17.

3.2.2 | Engaging with the child to allay fears

Carers felt encouraged when health services providers developed a

good rapport with their child and encouraged them to participate. For

some carers relating to children demonstrated competence and was

important to allay fears and anxieties about treatment that could

potentially impair their child's future health-seeking behaviour – ‘the
engagement with the kids for me is more so the top priority because

you need to have that rapport for them to feel safe and to feel com-

fortable so that they don't get fear’ – carer_04.

3.2.3 | Facilitating timely health care

Carers felt staff should know how to identify problems early and

either make recommendations to resolve them or refer them to some-

one who could. The need for timely advice motivated some carers to

attend programs where health staff could observe their child regularly.

Some staff understood that they were well positioned to facilitate the

early detection of issues for the children in their care – ‘If an

F IGURE 1 Thematic schema. Carers of Aboriginal children participating in child health programs expected to find comfort and security in the
community embedded services they attended, be cared for by familiar staff and where they can be immersed in activities that strengthen their
connection to culture. When staff valued relational communication, carers felt heard and known, trusting and empowered to optimise their child's
development. Carers wanted to be confident that providers had the clinical and interpersonal skills to resolve their child's health issue and could
engage with their child to allay fears of treatment and provide timely health care. Some carers required support to access and navigate health
services which involved ensuring that: The information they needed was accessible and presented appropriately, the location of the health
services was convenient and care holistic and that they would not be subjected to feeling shame about any financial hardship they may be
experiencing. Service use could be sustained by: Fulfilling expectations of service standards, demonstrating a commitment to the community by
keeping programs ongoing and clarifying the benefits of treatments
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Aboriginal kid comes to playgroup and the parents …[say] “I think that

my kid's [a] bit slow in this and that …” I'll go back to work and I'll have

a talk with my boss then, we'll sort of go back and forth to see what

can we do to help them’ – staff_06.

3.3 | Finding comfort and security in community
embedded services

3.3.1 | Safety and acceptance in the familiar

Carers felt that having Aboriginal and Torres Strait Islander staff who

were from their community, ‘our own kind’ (carer_23), made them feel

comfortable and safe in a way that services with unfamiliar staff failed

to do. Participants liked being able to regard Aboriginal and Torres Strait

Islander staff as an extension of their family and felt that the staff

should provide program environments where they could express them-

selves freely, use language they are familiar with and be comfortable

observing their cultural traditions – ‘…the staff there, they're really

friendly as well. But because they're Indigenous it's almost like they're a

family, if you know what I'm saying. Like, the bus driver, his name is

[name] but they [the children] call him Uncle’ – carer_12.

3.3.2 | Strengthening child's connection to culture

Carers wanted their children to be part of something that made them

proud of their heritage and their Aboriginal and Torres Strait Islander

identity, ‘talking about being strong black, and deadly’ (carer_01), and
helped them to connect to their culture. For some programs, staff per-

ceived that incorporating ‘cultural practices’ into the programs helped

the children ‘learn their culture’ (staff_06).

3.4 | Support to access and navigate health
services

3.4.1 | Accessible information appropriately
presented

Carers wanted to know that the information they needed to manage

their child's health successfully would be available to them at the time

they needed it and in a format that made the information easy for

them to understand and follow – ‘Easy flowing. Not overwhelmed

with a lot of information and like, big words, and basic that you can

understand’ – carer_23.

3.4.2 | Convenient and holistic care

Carers valued having all the relevant health services for their child

in the community they lived in and close to each other so they could

link in to all the services easily. Staff felt that holistic approaches to

health were important to carers because they simplified the process

of keeping up with their child's health needs, ‘everything's under

the one umbrella so you don't have to go from here, there and

everywhere all over town you just come to the one place’ –

staff_03.

3.4.3 | Easy and flexible scheduling

Carers appreciated providers who understood that their commitments

to their community such as ‘sorry business’ (funerals) were very

important and gave them the space to attend to their responsibilities

even if it meant they missed a health appointment. Staff felt that

when they accommodated changes to carers' schedules, carers were

more self-motivated to re-engaged with services and resume health

care – ‘We don't engage the families during … sorry business [period

of mourning as a community] … I notice when after a couple of weeks

they'll call me and say, ‘[name], thanks for giving us that time’ –

staff_16. Carers also liked being able to rely on services to support

them in emergency health situations and ensure their child received

timely care.

3.4.4 | Easing the shame of financial hardship

Some carers needed help when their financial situation made it diffi-

cult to attend health services because they struggled to afford trans-

port or did not have childcare. Some staff viewed relieving the shame

associated with financial difficulties as integral to their role while

being thoughtful and responsive to the participant needs – ‘We ring

up parents the day before [to say] don't forget this appointment's due

for the kid today. Then they might say, “I'm really not feeling too well

today” but really what that's saying is they do not have the money to

catch a bus up here, they do not have a car [or] petrol so then we go,

do you want me to transport today?’ – staff_18.

3.5 | Sustaining service use

3.5.1 | Fulfilling expectations for service standards

Carers wanted health services to appreciate their need to feel satis-

fied with the quality of the service they received particularly with

regards to timeliness and reliability influenced their decisions to use

health services. Carers expressed frustration with delays to their chi-

ld's care due to providers being unprepared to receive them or out-

reach health services being cancelled pushing their child's health

appointment back ‘another two, three months’. Particularly with out-

reach services, carers felt that the extended periods without care

were ‘just a long time’ and that ‘people lose faith in services if they

are not reliable’ – carer_17.
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3.5.2 | Demonstrating commitment through
ongoing programs

Some carers felt it was unfair when kids missed out on experiencing

the benefit of a health service because a program was only offered

short term. Carers wanted the health services to be ongoing and sus-

tainable so other children in the community would have the opportu-

nity to learn about how to improve and maintain their health and

wellbeing, ‘…you know it's sometimes things are just a one-off. It's

good to let other community have a go. You know? Um, I'm happy my

kids got to have a go …Have it ongoing so other people can have a go

too’ – carer_01.

3.5.3 | Clarity of benefits

Carers wanted to clearly understand how a proposed treatment would

improve their child's health. Especially when the care was provided as

part of a broader program of research – ‘doctor said you know about

this program and wasn't sure whether or not he'd get the antibiotics, I

was a little bit hesitant’ – carer_04.

4 | DISCUSSION

Our findings suggest that engaging with Aboriginal and Torres Strait

Islander carers to learn about their experiences and expectations of

health care provided to their children, can generate data to guide how

processes are operationalised. Health services that partner with carers

to identify the process characteristics that they and their children

value, can develop service delivery models for health care that centres

culture (particularly in communication), is accessible, responsive and

sustainable. Information from carers about their experiences can also

drive the policy-driven aspects of access and sustainability which

inform the frameworks that underpin the design and development of

health care for Aboriginal and Torres Strait Islander children.

This study builds on research into the delivery of health services

for Aboriginal and Torres Strait Islander people, and contributes

towards identifying the processes within child health services that are

valued by families.22 Broadly, staff and carer views around what was

important were similar, especially around communication. While pre-

vious research confirms that for Aboriginal and Torres Strait Islander

people, verbal and nonverbal communication with health care staff

can influence decisions to engage with health services,1,3 there are

insufficient data to pinpoint the moments during child health service

delivery when communication is particularly important.

Our findings highlight several instances during the provision of

health care when appropriate communication is critical. One such

moment is during discussions on managing their child's health. Carers

wanted providers to use empowering language, equipping them to

manage their child's health care which they viewed as an extension of

their parental responsibility. This desire for partnership with providers

and knowledge of the technical skills to manage their child's health

supports evidence around Aboriginal and Torres Strait Islander people

actively seeking opportunities to participate in decisions relating to

their health and wellbeing.23

It is imperative to recognise the centrality of culture when provid-

ing health care to Aboriginal and Torres Strait Islander people espe-

cially within tertiary hospitals which continue to struggle to embed

Aborginal and Torres Strait Islander ontology into service delivery.24,25

Misunderstanding cultural practices and protocols in communication

can generate feelings of disempowerment and cause some Aboriginal

and Torres Strait Islander people to refrain from fully participating in

decisions about their health care.26 The importance of strengths-

based approaches in Aboriginal and Torres Strait Islander health is

well established.22 However, our findings suggest that not all pro-

viders communicate in ways that are empowering or supportive of

Aboriginal and Torres Strait Islander carer's right to self-determination

concerning their child's health care.

Issues around power imbalances and feelings of judgement remain

significant barriers to shared decision making in Aboriginal and Torres

Strait Islander health care and may be more pronounced in child health.27

Some researchers have suggested incorporating culturally appropriate

approaches to communication in health services when working with

Aboriginal and Torres Strait Islander people. For example clinical Yarning

has been identified as a communication method that can reduce misun-

derstandings, but its use in mainstream health services remains limited.21

Racism and discrimination continue to negatively impact on the

delivery of health services to Aboriginal and Torres Strait Islander

people and globally to Indigenous or First Nations people.4,28 By tak-

ing the time to critically reflect on their attitudes and behaviours

towards patients to discard biases or misconceptions that prevent

them from listening and discerning carer's concerns, health care staff

could help to reduce inequities in access to health care.7 Considering

such approaches when providing care could prepare staff to respond

to carers using appropriate communication and ensure they provide

the relevant information and resources that carers need to action their

learning. Further research is required on techniques to guide staff

training in embedding reflexivity and strengths-based communication

into their practice. Additionally, increased access to appropriate health

education material for carers which considers their health literacy.

Consistent with our findings, previous research indicates that carers

of Aboriginal and Torres Strait Islander children are increasingly aware

that some health services provided by ACCHSs are offered as part of a

larger program of research conducted in their community.29 They recog-

nise that these research projects facilitate having the services they need

for their children. A key challenge for research programs is appropriately

communicating the benefits of the research so that participants appreci-

ate that participation will be positive for their children. Maintaining clear

and appropriate communication between researchers and health care

staff will ensure that staff are able to provide participants with answers to

questions and are willing to participate in research sponsored health care.

A notable difference between responses from the staff and carers

was that carers described their expectations of health services. Along

with those descriptions, carers explained how a services ability to sat-

isfy those expectations influenced their decisions to participate in the
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health service. Additionally, carers described their hopes for their chi-

ld's experiences, specifically how providers engaged with them and

what programs could do to help children feel better connected to

their culture.

Carer expectations around feelings of safety and confidence in

programs were linked to the presence of Aboriginal and Torres Strait

Islander staff. Previous research has shown that having Aboriginal and

Torres Strait Islander staff facilitates a trusting relationship with

TABLE 3 Implications of findings

Domain Service activities Related process characteristics Implications

Communicating to: build trust,

create welcoming environments,

ensure safety, support culture,

empower to participate in care

• Receiving participants into

service

• Administering treatment

• Health education sessions

• Managing the service

environment

• Use of culturally acceptable

approaches to communication

with carer and child

• Attitude of health worker

• Presence of Aboriginal staff

• Verbal and written messaging on

the value of culture

• Language used to communicate

health education during clinical

consultations

• Recognise and allow time for all

staff to prioritise developing and

strengthening relationships

throughout the service delivery

process

• Encourage Aboriginal approaches

to communication at all stages of

staff and participant interactions

• Support clinical staff to routinely

engage in critical reflection of

their attitudes and behaviours

towards carers and their children

• Maintain and expand state and

federal policies that help services

support and retain Aboriginal

health workers

• Collaborate with the community

to incorporate messaging around

the value of culture into health

education programs

• Support clinical staff to learn

strategies and develop skills in

strengths-based communication

with carers and children

Instilling confidence in providers • Administering treatment • Thoroughness of assessment and

demonstration of knowledge and

understanding of health issue

• Rapport and interaction with the

child

• Staff attentiveness to child and

responsiveness to carer concerns

• Understand the competencies

carers value to increase their

confidence in health care

providers

• Regularly engage with carers to

determine the interpersonal skills

they expect and include in

recruitment decisions

• Ensure staff can identify health

issues among children in their

programs

Facilitating access • Location of education

material

• Presentation of

educational material

• Getting participants to the

health service

• Scheduling appointments

• Getting to know the carer

and child

• Advocacy

• Availability and accessibility of

health education material

• Material published using the

appropriate format and health

literacy level

• Availability of staff to explain

health education material

• Transport to health services

• Ability to discern participant

needs and address barriers

without injuring the carer's

dignity

• Increasing support to improve the

availability of appropriate health

education material and training

staff to provide additional

learning support to carers when

needed

• Support for services to allocate

funding to transport and other

impacts of financial hardship on

access to care

Sustaining service use • Using equipment during

health visit

• Program planning

• Administering treatment

• Functioning equipment

• Delivering scheduled

programming

• Verbal and written

communication about treatment

options

• Routine assessment of process

efficiency

• Funding to support reliable

programming

• Clear and consistent

communication about treatment

benefits
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participants and encourages participation in health services.3,22

Although health service that provide health care for Aboriginal and

Torres Strait Islander people recognise the value in employing Aborigi-

nal and Torres Strait Islander staff, the ability to do this is limited by

the shortage of health workers and difficulty retaining staff.30 Long-

term programs to support and retain Aboriginal and Torres Strait

Islander staff working in the community should continue to be a

priority.

The importance of accessible health services for Aboriginal and

Torres Islander people is well established in the literature.22 Our find-

ings illuminated the intricacies of health care access for carers.

Reports on feelings of embarrassment about financial hardships and

the implications of those feelings on a carer seeking health care for

their child adds to the understanding of the complexity of barriers to

access. Further, our findings again highlight the value of culturally

appropriate communication from staff and the profound effect it can

have on an Aboriginal and Torres Strait Islander carer's willingness to

and seek assistance to improve access.

In Australia, funding through the Indigenous Australians' Health Pro-

gram supports care coordination and navigating the health care system,

particularly during pregnancy and for some chronic conditions.31 How-

ever, our findings suggest that not all services related to child health ben-

efit from this policy. Further evaluation of which child health services

would most benefit from additional resources to improve access and

regarding funding models that provide health services the flexibility to

determine how to use those funds to support families is required.

Other notable aspects of service delivery brought forward by

carers in this study were around their reluctance to compromise on the

quality and efficiency of health services. Although most urban Aborigi-

nal and Torres Strait Islander people use mainstream health services

more than Aboriginal specific care,32 using these services may expose

them to racism and discrimination. As such, Aboriginal and Torres Strait

Islander specific care services in urban regions, that want to maintain

high levels of satisfaction, must consistently invest in understanding

how their operations both positively and negatively affect participation.

This is particularly important for community-run services if they want

to retain participants and secure funding to keep programs running.

An ongoing challenge for health services designed for Aboriginal

and Torres Strait Islander people is sustainability. As indicated by our

findings, failure to sustain programs is an area of concern for carers

and staff who view programs ending prematurely as a social injustice.

Children were unfairly disadvantaged when they missed out on pro-

grams that clearly benefitted other children. Staff attributed changes

in programs or their abrupt end to funding cuts and confirmed that

the community felt the effects of those measures. Failure to support

ongoing funding of successful health programs erodes community

trust and has damaging effects on the sustainability of health services.

Strength of this study was the inclusion of clinical and nonclinical

programs which provided a broad appreciation of the processes that

carers value in health services. Interviewing both carers and staff

enriched the data and helped to further contextualise the findings.

Potential limitations of the study were its limited geographical scope

making transferability beyond our study population uncertain and that

we only interviewed carers and staff and did not interview the chil-

dren receiving the health care. However, the decision to engage with

a health service often rests with carers, particularly for young children.

Future research can build on our findings and begin developing rele-

vant theory grounded in the perspectives of carers and their children.

For services such as mental health which involves older children, hear-

ing directly from the children themselves would be informative. Impli-

cations of the findings of this study are outlined in Table 3.

5 | CONCLUSION

Carers and staff highlighted the operational aspects of delivering health

services for Aboriginal and Torres Strait Islander children that may influ-

ence both the carer's and child's present and future engagement with

health services. Carers emphasised the importance of staff approaches

to communication, the content of that communication, how access is

facilitated and how the service environment is managed. With these

data, decision-makers can better support monitoring and evaluation of

Aboriginal and Torres Strait Islander child health programs to improve

participant experiences and focus quality improvement resources.
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APPENDIX

Interview guides

Family interview guide (20-30 minutes).

• Thank you for participating.

• There is no right or wrong answer and you can stop at any time or

skip questions.

• We will be recording this interview so that we do not miss any-

thing you say. The recordings are confidential and what you say

will not be linked to you.

Introduction

I'm going to ask you some questions about your thoughts on the pro-

grams that your child has participated in. I would like you to think

back to a time when your child participated any health program

offered in your community. (Give participant moment to think offer

some suggestions based on the program or service they were recruited

from – proceed when ready.)

Questions

A. Motivations for accessing the program

1. Why did you decide to involve your child in the program?

2. When your child attended the program what did you hope the

staff would do for your child? (You can have more than one

answer?)

Prompt: you can think about why you thought taking your child to

that program would help?

i. What were the things that you hoped the staff would do for you

as a parent/carer?

Prompt: other parents generally mention things like: provide reassur-

ance about child's health, provide information, eg, child's condition or

how to care for child

A. Engagement – experience from point of contact with the program

3. Thinking back to the last time your child participated in a program

at the AMS, can you walk me through your experience and tell me

about what stood out to you about the program that you really

liked?

Prompt: you can think about your experience during the visit and the

specific things that happened that made you feel good about the visit,

eg, interaction with staff or clinicians.

i. What parts of the visit do you think your child liked?

4. Again when you think back on the experience of your child going a

program, was there anything else that could have been done to

make yours or their experience better?

A. Impact – what they got out of the program

5. Did you feel like taking your child to the program was worthwhile?

Why?

Prompt: After your visit can you think of reasons you were happy that

you went to the program?

6. Was the experience of going to the program what you had

expected? In what way?

7. Overall what do you think makes a child health program successful

in your community?

A. Closing

8. Is there any additional information you would like to provide?

Provider interview guide (20-30 minutes)

• Thank you for participating.

• There is no right or wrong answer and you can stop at any time or

skip questions.

• We will be recording this interview so that we do not miss any-

thing you say. The recordings are confidential and what you say

not be linked to you.

Introduction

I'm going to ask you some questions about your perspectives on child

health programs provided in your community.

Questions

A. Value of child health programs and motivations for access

1. Do you think child health programs are important for your commu-

nity? Why?

Prompt: there are no right or wrong answers, you can just tell me the

reasons you personally think having child health programs are

important.

A. Engagement – the experience of contact with the program

2. I would like you to think about what happens when the child

attends the health program you are involved in or a family walks in

to receive care for their child at the service you work in. As a staff

member, what parts of the child or family's visit do you think are

important?
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Prompt: you can think about the experience families have during their

visit and the specific things that happen while they are at the pro-

gram. Examples can be: receiving treatment, waiting time to see GP,

friendliness of staff, clean environment …

i. Are there specific parts that you think are particularly important

for the children?

ii. Do you think there are any differences in what families view as

important and what providers view as important? Why?

A. Impact – what the program does for those that use it and the com-

munity at large

3. When a patient leaves the program what outcomes to you think

are important to achieve for the patient and their family?

Prompt: what do you think should be the result of a visit to a child

health program for a patient and their family?

4. Overall what do you think makes a child health program successful

in your community?

A. Closing

5. Do you have any additional comments you want to share?
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