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Abstract: Early identification of developmental delay or disability and access to early intervention
improves outcomes for children with disabilities and their families. However, in many low- and
middle-income countries, services and systems to enable timely, co-ordinated care and support
are lacking. The aim of this research was to explore the experiences of families of children with
developmental disabilities in Fiji in accessing services for intervention and support across sectors.
This qualitative study involved conducting interviews with caregivers of children with disabilities
(n = 12), and relevant key stakeholders from health, education, disability, and social support sectors
(n = 17). We used journey maps to identify key stages of the families’ journeys, identify key barriers
and enablers at each stage, and provide multi-sectoral recommendations for each stage. Enablers
include proactive help seeking behaviours, the use of informal support networks and an increasingly
supportive policy environment. Barriers to identification include a lack of awareness of developmen-
tal disabilities and the benefits of early intervention among service providers and the community.
A lack of service availability and capacity, workforce issues, family financial constraints and a lack
of collaboration between sectors were barriers to intervention once needs were identified, resulting
in significant unmet needs and impacting inclusion and participation for children with disabilities.
Overcoming these challenges requires a multi-sectoral approach.

Keywords: children with disability; developmental disability; early childhood intervention; Fiji;
low- and middle-income country (LMIC); journey mapping; caregivers; coordination of care

1. Introduction

The earlier children with, or at risk of, developmental disabilities are identified and
receive timely, coordinated support and intervention, the better their outcomes and those
of their family are likely to be [1,2]. However, implementing effective systems for early
identification, intervention and support for young children with developmental delays and
disabilities is complex, and little evidence exists on effective practices for coordinated care
across sectors. The provision of care and support for children with disabilities typically
involves multiple sectors including health, education, and social support services, but
multi-sectoral collaboration to ensure coordinated, comprehensive support is frequently
lacking [3]. This creates challenges for families navigating services and results in children
with developmental disabilities ‘falling through the cracks’ of service and support systems.

Services for children with disabilities in many low- and middle-income countries
(LMICs) including Fiji are limited. Poor awareness of developmental disabilities, insuffi-
cient funding, lack of workforce, fragmented referral systems and an absence of contextually
appropriate tools for early identification of disabilities have been identified as barriers to
early childhood intervention (ECI) program access and growth [4]. Those services that exist
are typically provided by civil society organisations or within a segregated system [5–7]
rather than well-integrated into government systems. Regardless of the sector or whether
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services are provided by government or non-government organizations, adequate gover-
nance, guidance and coordination mechanisms remain necessary to ensure children with
disabilities and families receive appropriate supports early and when they need them [8].

The Sustainable Development Goals, adopted by all United Nations member states in
2015, aim to end poverty and inequality, protect the planet and create the conditions for
sustainable, inclusive economic growth and shared prosperity [9]. The specific inclusion
of early childhood development in Sustainable Development Goal target 4.2 (access for
all children to quality early childhood development, care and pre-primary education) [9]
acknowledges the importance of the crucial early childhood years, and recognizes there
are consequential advantages for society when all children have the opportunity for opti-
mal development. For children with disabilities to realize their potential alongside their
peers, evidence suggests that an inclusive ECD approach must include early identification
of developmental disabilities, inclusive universal services and specific early childhood
intervention (ECI) [4,7,10].

The Nurturing Care Framework for Early Childhood Development (NCF) developed
by the World Health Organization (WHO), UNICEF and the World Bank recognises that
supporting children’s development requires the collaboration and coordination of multiple
sectors [11]. This may be even more critical for children with developmental disabilities,
who often require an even greater range of supports spanning sectors that include health,
education and social services. Given the high prevalence of developmental disabilities in
LMICs [12], greater attention is needed to ensure multisectoral ECD programming in these
contexts is inclusive of the specific needs of children with developmental disabilities.

Pacific Island countries have recently established the Pacific Regional Council for Early
Childhood Development (PRC4ECD), a multi-sector, multi-government body, to guide and
strengthen approaches to ECD across the Pacific [13] and implement the Pasifika Call to
Action on ECD [14]. The Nurturing Care Framework [11] and the Pasifika Call to Action
both promote multi-sectoral collaboration and coordination to enable the best possible
outcomes for young children, and this must include those with or at risk of developmental
disabilities. A recent WHO Global report on health equity for persons with disabilities also
highlights the importance of investing in models of care that focus on ECD for children
with disabilities and advocates for cross-sector collaboration to achieve this [15].

Fijian Context

Fiji is a middle-income Pacific Island nation and a regional leader in the Pacific
with established health, education, and social sectors. With a total population of 884,887,
approximately 92,000 are children under 5 years [16].

The Fijian archipelago consists of 332 islands, although 70% of the population live
on the main island of Viti Levu and are concentrated around the capital city, Suva. For
the 44% of the population living in rural and remote island areas, travel to and from the
larger urban centres where most services are located is challenging, which impacts access to
specialist health care and other supports. The use of traditional medicine and other cultural
practices remain common.

In the 2017 census, 13.7% of the population reported at least one area of functioning
difficulty [16]. Preliminary results from the 2021 Multiple Indicator Cluster Survey (MICS)
indicate that 8.8% of children aged 2–17 years in Fiji were reported to have functioning
difficulty in at least one domain, and just 82.9% of children 36–59 months were considered
to be ‘developmentally on track’ [17].

Services for children with disabilities have existed in Fiji for some time, but have been
primarily for school-aged children through special schools. The Frank Hilton Organization
(FHO, formerly The Fiji Crippled Children’s Society—Suva Branch) is a non-profit organi-
sation established in the 1960s to provide care and education for children with disabilities.
FHO have established an Early Intervention Centre that provides individual- and group-
based services for young children with disabilities and their families [18]. Other services
for children with developmental disabilities in Fiji are limited but include a Developmental
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Paediatric service at Colonial War Memorial Hospital (CWM) in Suva, hospital-based
physiotherapy services, special schools, a diminishing community rehabilitation assistant
program and NGO-run vision and hearing services. Rehabilitation services within the
Ministry of Health and Medical Services primarily cater for adults. Fiji lacks an allied health
workforce including occupational therapists and speech pathologists and local training
programs to facilitate workforce development.

Fiji has ratified the United Nations Convention on the Rights of Persons with Disabil-
ities (CRPD) [19] and Convention on the Rights of the Child (CRC) [20], both of which
outline specific obligations to children with disabilities. At a national policy level, in
2018, Fiji adopted a national Rights of Persons with Disabilities Act and has policies on
special and inclusive education that include early detection, intervention and education.
Fiji is currently drafting its first ECD policy, the National Persons with Disability policy
is undergoing review, and is soon to release a National Disability Inclusive Health and
Rehabilitation Action Plan.

Identifying children with, or at risk of, disabilities early and connecting them and
their families with appropriate support is vital for improving outcomes and removing
inequities. To do so, we first need to understand current practices and pathways taken by
families of children with disabilities when attempting to access support. This study aimed
to understand the demand and supply-side factors influencing access to early identification
and intervention for children with disabilities in Fiji. We examined the experiences of
families of children with disabilities in accessing services for intervention and support
and sought information on current practices from key sector stakeholders involved in
services for children with disabilities. We used journey maps to identify the key stages
of the families’ journeys, identify key barriers and enablers at each stage, and provide
multi-sectoral recommendations for each stage.

2. Materials and Methods

A qualitative study utilizing in-depth interviews with caregivers of children with
disabilities and key stakeholders from relevant sectors was conducted to explore both
supply-side and demand-side factors influencing identification of developmental disabili-
ties, and the access and uptake of services for young children with disabilities.

The study was conducted between February and June 2021 in 3 areas of Fiji—Suva
(urban), Serua (rural) and Kadavu (remote island)—to capture the perspectives from
those in diverse communities. An advisory group was established at the commencement
of the study to provide advice and oversight of contextual issues relevant to the study
design, participant recruitment, validation of findings and review of study deliverables.
Advisory group members included government and non-government service providers,
representatives of key ministries, and caregivers of children with disabilities. Due to the
travel restrictions associated with the COVID-19 pandemic, data collection was conducted
jointly by the Melbourne-based researcher (FS) and a local Fiji-based researcher (SP). FS
conducted interviews with key stakeholders remotely using Zoom. SP conducted face
to face interviews with caregivers in all three areas, and with stakeholders in Serua and
Kadavu where there was insufficient internet connection for remote interviews.

Ethics approval was obtained from the Human Research Ethics Committee of the
University of Melbourne and the Fiji National Research Ethics Review Committee at the
Ministry of Health and Medical Services.

2.1. Participants

A total of 12 caregivers participated in the study, with four caregivers recruited from
each study location through existing networks. Caregivers of children with a range of
conditions or impairments and of varying ages were purposively selected from FHO
and other service provider networks to capture experiences of the journey of accessing
care at different developmental stages, and included those at various stages of accessing
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intervention and supports. The characteristics of caregiver participants are further outlined
in Table 1, and child characteristics in Table 2.

Table 1. Caregiver interviews.

Caregiver Participant Details

Location
Suva 4
Serua 4

Kadavu 4

Interview participants Female caregiver only 9
Both male and female

caregivers 3

Ethnicity I-Taukei 9
Indo-Fijian 3

Table 2. Child characteristics.

Age Gender Condition/s *

2 Female Down Syndrome
2 Female Cerebral Palsy
2 Male Down Syndrome, Club Foot
4 Female Autism spectrum disorder
4 Male Cerebral Palsy
4 Male Cerebral Palsy
4 Female Speech delay, seizures
5 Male Blind, cleft lip and palate
5 Male Global developmental delay, seizures
5 Male Global developmental delay
6 Male Cerebral Palsy
13 Male Cerebral Palsy

* Some conditions listed are suspected diagnoses based on presentation rather than formal diagnoses due to lack
of formal assessment services.

Caregivers were interviewed using a semi-structured interview guide and were asked
about their experience of identification or assessment of disabilities, referral pathways
and access to services and supports, impact of supports (or lack thereof) on the child
and caregiver, their perceptions of disabilities and intervention, and factors impacting
care/support seeking behaviours in relation to disabilities. Language translation was
provided to enable caregivers across ethnic groups to participate.

Key stakeholder interviews were conducted with representatives of government and
service provider levels from the health (n = 7), education (n = 3), social support (n = 4), and
disability sectors (n = 3). Of the 17 stakeholder interviews, 16 were individual interviews
and one group interview, with a total of 19 participants. The majority of participants were
female (n = 15). Stakeholders were identified by the advisory group and invited via email
or phone to participate. Some additional participants were identified by snowball sampling
during the fieldwork. The characteristics of key stakeholder interviews are further outlined
in Table 3.

Key stakeholders were interviewed using a semi-structured interview guide and were
asked about their knowledge, perceptions and experiences of current practices in early
identification and intervention for children with developmental disabilities, including
factors impacting on referral, access, uptake and coordination of care for children with, or
at risk, of disabilities.

All interviews were audio recorded and professionally transcribed and translated into
English where interviews were conducted in the local language. Translated transcriptions
were validated by the Fiji research team.
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Table 3. Key stakeholder interviews.

Stakeholder Location Stakeholder Level

Sector Suva Serua Kadavu Service Provider Government

Health 3 2 2 6 1
Education 3 - - 2 1
Disability 3 - - 2 1

Social Support 2 1 1 3 1

Total 11 3 3 13 4

2.2. Data Analysis

Transcriptions of interview recordings were entered into the coding software NVivo
Release 1.7.1 (Lumivero, Denver, CO, USA) for analysis by FS and MM. Thematic data
analysis was conducted inductively and deductively. FS and MM coded data indepen-
dently and compared. Where there were discrepancies, these were discussed and resolved
mutually. The objectives of the research provided an initial structure for thematic analysis,
with emerging themes coded drawing on the ‘enabling environments for nurturing care’
from the NCF [11].

The 12 caregiver interviews were analysed to map the steps each family had un-
dertaken from birth to the time of the interview to identify their child’s needs, access
intervention, and the barriers and facilitators encountered along the journey. FS performed
the initial mapping and these were reviewed by MM and SP. The journey maps were then
further analysed to identify common experiences and were synthesised into 3 composite
journey maps that reflected the broad experience of participants. Barriers and facilitators
identified in the thematic analysis were also mapped to the key journey stages.

Journey mapping is adapted from the market research sector and is a process of
examining individual’s stories to understand their unique and complex experiences of
accessing services and systems [21]. Journey maps aid in identifying gaps, barriers and
facilitators in service systems by mapping a series of ‘touchpoints’ or interactions between
the ‘consumer’ and the ‘service system’ [22]. It is a relatively new approach being used in
health and medical research to examine the patient health care experience and determine
opportunities for changes in delivery of care [23]. Examples are emerging of journey
mapping being used in the disability and social support sector, including as part of a
program evaluation in Minnesota to examine the journey of families of children with
autism as they navigate through multiple support systems [24].

Findings were presented at a workshop with the advisory group for discussion and
feedback, and input obtained for formulating recommended actions for the local context.

3. Results
3.1. Journey Mapping

Analysis of the 12 maps demonstrated three key stages experienced by families of
children with disabilities, each with their own barriers and facilitators, and opportunities
for strengthening. These stages are shown in Figure 1.
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After mapping and analysing the journeys described in the 12 caregiver inter-
views, three common pathways emerged that were synthesised into three composite
journeys—(1) children with risk factors or developmental conditions identified at birth;
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(2) children without any risk factors/developmental conditions identified at birth; and
(3) children from remote island communities. These composite journeys are shown in
Figures 2–4 and highlight some commonly reported experiences.
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Figure 2. Journey of a child with risk factors/developmental condition identified at birth. Lani is a
3-year-old girl who lives with her parents and baby brother in Suva, the capital city. Lani has Down
Syndrome. She started walking about 6 months ago and she is saying single words and using gesture
to communicate. She can feed herself and is starting to learn toilet training. She loves playing with
her little brother.

Each composite journey map shows the experiences of a fictional child and their family
from birth to the time of the interviews. By considering the experiences at the different
stages along the journey, we documented barriers and enablers at these different time
points, which enabled the identification of actions to improve the experience.

3.2. Thematic Analysis

Themes from both caregiver and stakeholder interviews were mapped to the three
journey stages and explored in terms of barriers and facilitators to timely and appropriate
intervention and support. A further overarching theme of ‘cross-sector collaboration’ was
also explored, which identified systemic factors impacting across all stages of the journey.

3.2.1. Stage 1: Identification of Needs
Missed Opportunities for Identification

In stage 1, most service interactions were with the health sector. This included hospital-
based birth and neonatal services, medical follow-up for identified complications or con-
genital conditions, and routine health care for illness or maternal and child health services,
known as ‘baby clinics’ in Fiji. Findings suggest the focus of these interactions was on
the child’s medical and health needs with little in the way of discussion about the child’s
development, or identification, referral or monitoring of known or potential developmental
concerns by health workers.
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Josefa is a 12-year-old boy living in Serua (rural area). He is the eldest of 5 siblings. He has cerebral
palsy and epilepsy. He has weakness in his left arm and leg and his speech is difficult to understand.
He is not yet fully continent and needs help with getting dressed. He likes to play with the soccer ball.
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mother again raises her 
concerns. He is referred to the 

hospital physio and given home 
exercises to help him learn to 

walk. His mum tries the 
exercises but stops because 

Felipe is distressed every time.

Felipe's family use traditional 
medicine and their own 
strategies to improve his 

feeding. He starts gagging less 
and has fewer illnesses. They self 

refer to the physio at the local 
hospital on Kadavu. A social 

welfare officer visits their village.

Stage 3: 
Outcomes 

and 
unmet 
needs

Felipe starts to walk at 4 years. 
Now 6, his walking is unsteady 

and can't walk far on his own. He 
is still on a waiting list for physio, 
it will be a long journey by boat 

and 4WD  to the physio once 
available. He has not seen 

anyone to help with his eating or 
talking. He doesn't talk but 

makes lots of noises.

Felipe's family is receiving the 
disability allowance. He does not 

attend school because he can't walk 
far enough and his mum needs to 

work so cannot stay to support him. 
He gets called 'possessed' by other 
villagers because of the noises he 

makes.

Figure 4. Journey of a child from a remote island community (adapted from [25]). Felipe is a 6-year-
old boy who lives in a remote village on Kadavu Island with his mother and maternal grandparents.
He has a history of motor and speech delays, feeding difficulties and some challenging behaviours.
He loves listening to music.
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Most medical follow-up appointments occurred at Fiji’s main tertiary hospital in the
capital, Suva. While most caregivers expressed an intention to attend these appointments,
distance to services and cost of transport was a barrier, especially for those from rural
and remote areas. This led to lost continuity of care and opportunities for monitoring and
identification of developmental concerns.

Sometimes even cases who are booked don’t come. . .we always call our patients a day prior
to the clinic. And they say that they’re coming, but because of some bad weather conditions
or transportation problems, financial issues, they don’t turn up. (Stakeholder, Health)

All caregivers reported attending routine ‘baby clinics’ with their child. Both caregivers
and stakeholders described ‘baby clinic’ visits as being a widely accepted and adhered to
practice in Fiji, with these a key first point of contact to monitor and detect developmental
delays or disabilities. However, caregivers reported their child’s development was not
discussed at these clinics. Record cards completed by nurses during baby clinics include
items for developmental milestones, but caregivers reported that delayed milestones were
not noted on the card, with some caregivers providing examples of milestones being
recorded as met many years before they were attained.

Beyond the health sector, it was reported that children with disabilities may be identi-
fied by social-welfare outreach visits, or by teachers once attending education settings at 6
years of age, missing the early years. However, children with mild developmental concerns
were less likely to be identified by teachers or social welfare officers.

To improve early identification, it was noted that the CWM Paediatric Department is
working to build the capacity of health workers in identifying developmental disabilities
and routine screening of all children presenting to hospital services.

Lack of Information for Caregivers

Caregivers of children with known developmental conditions or risk factors from
birth reported a lack of information or communication from health care staff about their
child’s condition or any potential implications for their child’s development. Some reported
being told of a diagnosis but of not receiving any other information about what this meant
for their child’s development, additional supports that their child may need, or advice
for managing their child’s needs. Others reported that they were not told of their child’s
condition at all.

Parent: They just told me Down Syndrome without even discussing the meaning of
this word.

Interviewer: were you given any advice about how to care for your child?

Parent: I wouldn’t say they gave me advice, the doctor only said they need to take the
blood. I asked what are the bloods for and she said that’s because she [baby] has Down
Syndrome. That’s it. Just that. (Caregiver, Serua)

Health sector stakeholders acknowledged that the focus on health needs during
health care interactions was a barrier to the identification of developmental disabilities and
referrals for early intervention.

We normally address care on a child as general, as a child health without the focus on
whether they have disability or not. They get sick, they come and see us, and it’s just when
they’re sick then we intervene. But there are other special areas of their needs that are being
ignored at the moment which we think we need to improve on. (Stakeholder, Health)

Stakeholders attributed this lack of communication by health workers to poor knowl-
edge and awareness of child development and disabilities, the benefits of early intervention,
or the available services for referral and support. Some caregivers reported that they may
have sought help sooner if they had information about their child’s condition earlier.

Maybe if we were familiar with the symptoms at the very earlier age maybe we could have
gone [to intervention] early. From hospital, we could have prepared to come early [to
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early intervention service], then maybe we could have, you know tackle her situation a bit
more, because I kept thinking she’s going to grow out of it you know. But at that time we
just left it and we didn’t ask for help’. (Caregiver, Suva)

Emerging Caregiver Concerns and Help-Seeking

All caregivers reported an early awareness that their child’s development was different
to that of other children, with many noticing that their child was not moving (e.g., rolling
over, crawling, standing) or talking at the same age as other children. They reported either
not seeking help, believing their child to be ‘just slow’, or sought help during health service
interactions and had their concerns dismissed. Several caregivers said they were advised
‘to wait and see’ or that their child was ‘just slower than other children’. Consequently,
many did not pursue further assessment and intervention until many months or years later,
if at all.

They just told me that it will take him a long time to do something. When I came [to the
clinic], at 1 year he was still only rolling around. Then they told me, it’s normal, Down
Syndrome, they are weak. After that I didn’t take him anywhere, we just stayed together,
and I’ve been taking care of him. (Caregiver, Serua)

However, some caregivers described proactively seeking information and support
despite concerns being dismissed, with the internet or family members reported as common
sources of information and support.

While stakeholders acknowledged the challenges with delayed identification and
support from the health care system, they also highlighted challenges with delayed help
seeking and presentation of children with development delays or disabilities to services.
Various barriers were reported by the stakeholders including negative prior health care
experiences, prevailing community stigma surrounding disabilities, and cultural norms
of respect for authority resulting in caregivers not questioning health workers when their
concerns were dismissed.

One of the main cause [of parents not seeking help] is stigma. And the fear of knowing,
you know, stigma in the sense. If they feel that their child is developmentally slow, they
will usually keep that child at home, and not seek attention, because that would bring out
the fault within the kid and in the family. And fear of knowing, because if they do accept
that something is wrong, then there is something is wrong. (Stakeholder, Health)

However, community rehabilitation assistants (a cadre of community-based nurses
with rehabilitation training) described that it was not uncommon for caregivers to approach
them when they are out in the community with concerns about their child, indicating the po-
tential benefits of community-based programs for increasing awareness and help-seeking.

Recommended Actions Targeting Stage 1—Identification of Needs

• Training on early identification of disabilities and referral for those who are the first
point of contact for families. This may include health workers at the primary care
level (e.g., village nurses/community health workers), teachers and early childhood
educators, and welfare officers.

• Strengthen processes for developmental monitoring at routine baby clinics.
• Improve information given by health workers to new parents about their child’s

condition, potential developmental implications, and sources of support available.
• Consider mechanisms for financial support for families of children born with compli-

cations to attend follow-up health and medical appointments to enable continuity of
care and not being ‘lost’ to follow-up.

• Raise community awareness of developmental disabilities, the benefits of timely early
intervention, and the services available.
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3.2.2. Stage 2: Accessing Intervention and Supports

In stage 2, families were starting to become aware of and utilise intervention and
support services. Barriers and facilitators to access were identified both at the family and
community level, and at the service and system level.

Barriers to Accessing Services

Caregivers and stakeholders agreed there is a lack of services to provide early child-
hood intervention and other supports for young children with developmental disabilities
and their families in Fiji. This is particularly the case outside the major urban areas.

If children are identified in Lautoka they have to come all the way to Suva. If our children
in the islands need services, they have to wait till someone can pay for them coming. . .this
is one of the areas that we’re struggling with. (Stakeholder, Social Welfare)

Where services exist, caregivers do not know about them or lack awareness of the
value of early intervention. Some caregivers reported believing intervention before 4 or
5 years of age to be a ‘waste of time’ and that children should be given time ‘to catch up’.
Stakeholders reported many in the community believe special schools are the earliest and
main support available for children with disabilities and do not consider accessing services
prior to school age.

The distance and cost of transport to services are significant barriers for families,
especially those in rural and remote areas where transport services are limited and access
is impacted by changing tides and weather. While some services report providing outreach
services to rural and remote areas, these are currently limited to only some parts of Fiji.

So, fare is the main problem and secondly he is in diaper, I have to buy his diaper and other
expenses to travel to town, and we have to buy something to eat. (Caregiver, Serua)

Competing priorities were also reported by caregivers as a barrier to utilising existing
services, reporting difficulties attending appointments due to work and family commit-
ments or juggling multiple appointments for their child.

Extensive waiting lists are reported due to a lack of service capacity. Among stake-
holders, there is a perceived lack of priority by government to resource early childhood
intervention services and other supports for children with disabilities, with services report-
ing they must rely on donor funding and fundraising to supplement government funding.
Lack of an adequately trained workforce to provide interventions, and a lack of funded
positions and career development opportunities for those seeking to work in ECI and other
disability services were also reported.

Facilitators of Access to Services

Despite the barriers, caregivers reported proactively seeking support for their child,
utilising informal support networks, and developing their own strategies to address support
needs. Awareness of disabilities generally in the community was reported to be improving,
largely via word of mouth and information sharing via social media, supported by recent
policy and legislation that promotes disability inclusion. Stakeholders felt this was leading
to more acceptance and awareness of supports by caregivers, and a greater understanding
of the rights of children with disabilities.

The awareness is there now, people now are coming out, like the parents they used to
hesitate to come to us and say, ‘My child is blind’. But with lots of awareness and
counselling, they have now come to us for support. (Stakeholder, Disability)

Relationship-building between service providers was reported to be facilitating greater
awareness of services and improving referral pathways, while building relationships at the
community level, including through engaging village leaders, was identified as important
in building trust and acceptance of services.
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Recommended Actions Targeting Stage 2—Accessing Intervention and Supports

• Financial support mechanisms for caregivers to take time off work to attend appoint-
ments for intervention.

• Transport allowances or subsidies for travel to and from services for families of
children with disabilities.

• Onward referral to local services where available for follow-up of rural and remote
children (e.g., hospital-based physiotherapy services).

• Funding for new and existing services to improve capacity and coverage outside the
main urban areas.

• Extend the use of outreach and remote/telehealth models of service delivery drawing
on learnings from existing community-based programs.

• Strengthen existing national policies and action plans on ECD and disabilities to
explicitly include children with disabilities, backed with appropriate resourcing.

• Develop locally contextualized, sustainable mechanisms to build the capacity of the
early intervention/disability support workforce that include training, mentoring, and
opportunities for career progression.

3.2.3. Stage 3: Outcomes—Impact of Intervention and Unmet Needs

In stage 3, caregivers described the impact that access, or lack thereof, to intervention
and supports has had on their child and family, and ongoing unmet support needs.

Benefits of Access to Intervention and Supports

For children who received intervention, caregivers reported improved function, in-
dependence and participation in family and community life. Caregivers also described
benefits for themselves, including having a better understanding of their child’s condition
and strategies to promote their abilities and inclusion, and feeling empowered to care for,
support and advocate for their child.

They [early intervention service] are able to tell us some of the techniques to do at home to
help [my child]. Now he can sit on a chair together with the [other] students, and one of
his biggest achievements now is that he is able to get down from the bed and go up again
and get down by himself. (Caregiver, Suva)

Caregivers also reported highly valuing the peer support they received from meeting
other parents of children with disabilities when attending services.

Unmet Needs and Impact of Lack of Access to Intervention and Supports

Many children with disabilities and their families were reported to have significant
unmet support needs. Negative impacts relating to developmental skills and functioning,
access to the community, access to education, ongoing stigma and exclusion, and caregiver
support were all discussed as negative outcomes of a lack of timely access to intervention
and supports.

Caregivers reported that without appropriate support and intervention, their child
missed out on opportunities to optimise independence and function, and are excluded from
many aspects of daily life, such as playing with peers, attending school and engaging in
community activities. Caregivers also reported feeling unsupported, isolated and lacking
strategies to interact with and support their child.

Sometimes she wants something and I don’t really know what is it. She’ll be pointing
and doing all this and indicating this and I’ll just say, “what is it you want? You tell
Mama. Tell Mama, come on, you can do it.” And she’ll just start pointing. That’s the
biggest challenge, the communication. (Caregiver, Suva)

According to stakeholders, while some organisations of persons with disabilities
(OPDs) in Fiji provide supports for children and FHO provides advocacy and caregiver
support, there are no OPDs specifically for children with disabilities and their families.
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The lack of availability of paediatric assistive technology (AT) was also reported as an
issue with wide-ranging implications for the dignity, safety, and wellbeing of children and
caregivers, and impacting access, inclusion, and participation.

I need one wheelchair. . .I just want him to get something to make him go here and there.
Like even when he wants to go to town or something like that. I have to carry him and
because I have 3 children, so I have to look after [all of] them. (Caregiver, Suva)

Stemming from a lack of support to promote function and independence, many
caregivers reported a reluctance to send their children to school. They cited a lack of
communication skills, not being toilet trained, and mobility issues as reasons for their
children not attending school or early education. Additional barriers reported were a lack
of awareness of their child’s right to attend school and the policy requirement in Fiji of
education settings to be inclusive.

Further, families of children with disabilities reported ongoing financial pressures.
While most caregivers reported receiving the disability allowance, several described having
to choose between meeting everyday household needs and disability-specific costs for their
child. In some cases, it was reported that siblings miss school to care for children with
disabilities so that parents can work. Caregiving pressures are compounded by a lack of
properly resourced disability-inclusive early childhood education centres and schools.

Recommended Actions Targeting Stage 3—Outcomes—Impact of Intervention and
Unmet Needs

• Develop and resource models of care to provide interim advice and support for families
on service waiting lists.

• Establish an OPD or advocacy group specifically for children with disabilities and
their families, providing representation and voice to the lived experience of families of
children with disabilities.

• Establish parent self-help groups, with consideration of options to meet in person or
virtually using phone or digital technology, if available, to overcome issues of distance.

• Review of the disability allowance to reduce financial pressure on families of children
with disabilities.

• Promote community awareness of the right to education and early education for
children with disabilities, alongside adequate resourcing for inclusion in mainstream
education settings.

• Increase resourcing for disability-inclusive ECE/childcare to enable caregivers to work
and opportunities for appropriate stimulation and early learning for young children
with disabilities.

• Establish mechanisms for the funding, procurement, and supply of paediatric assistive
technology including options for local fabrication and maintenance.

• Establish a pool for paediatric equipment that children have outgrown to be re-issued
to other children.

3.2.4. Cross-Sector Collaboration

Stakeholders were asked their views on collaboration between sectors involved in
the support of children with disabilities and their families. Both positive experiences and
opportunities for strengthening were identified.

Stakeholders reported that a lack of clear communication and co-ordination mech-
anisms between sectors impacts the timely identification, referral, and holistic support
of young children with disabilities and their families. It was described that each sector
currently has its own tools and mechanisms for identifying disabilities, largely to determine
eligibility for the supports they provide. However, even when referrals are made across
services or sectors information is not routinely shared in a way that facilitates coordinated
care. One health sector stakeholder gave the example of children being referred to health
services from the education system, but relevant information such as reason for referral
was not shared.
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Several stakeholders identified a lack of clarity or agreement at a government level of
who is responsible for what with regard to early intervention, and children with disabilities
more generally. Early intervention was described by some as appearing to ‘fall through the
cracks’ with ‘a lot of checking boxes but no one actually taking responsibility’.

If it’s like funding for children, then Ministry of Education, go okay that’s our funding
because it’s children. But they don’t talk to health to say, okay, you do the health aspect
and we do the education aspects,. . ... so, if there is better coordination, then the resources
can be better put to use. (Stakeholder, Disability)

Stakeholders discussed a need for clarification of shared responsibilities, improved mech-
anisms for communication, and formalised systems for referral and sharing of information.

Positive examples were reported of collaboration beginning through emerging net-
works and referral pathways between and within organisations, with these largely driven
by motivated individuals. Further, at a policy level, Fiji was reported to have a growing
focus and commitment to both early childhood development (ECD) and disabilities more
broadly. Stakeholders felt these policies and strategic frameworks can be further strength-
ened by explicitly being inclusive of young children with disabilities, and these must be
supported by plans for systemic change.

Recommended Actions Targeting Cross-Sector Collaboration

• Key ministries to have a disability focal point who collaborate with each other to
coordinate actions that support for children with disabilities.

• Establishment of formal agreements and guidelines between health, education, social wel-
fare and disability sectors as to responsibilities with regard to children with disabilities.

• Establish effective referral mechanisms between service providers across sectors and
appropriate sharing of information while ensuring privacy and confidentiality.

• Consider developing a common identification tool and referral form, using consistent
language across sectors.

• Ensure introduction of any identification and referral mechanisms is supported by
training for relevant workers in each of the sectors.

• Develop a directory of services available for children with disabilities that is available
for all sectors and the community.

4. Discussion

This study used journey mapping to examine the pathways undertaken by families of
children with disabilities in Fiji to identify disabilities and access intervention and support
for their children. The journey-mapping process enabled examination of the various system
touchpoints encountered by families from the child’s birth onwards, and factors that
inhibited or facilitated successful and timely access to services and supports at different
stages of the journey. The journey maps also provided a means to compare journeys
and highlight factors that were commonly experienced, and triangulate information from
stakeholders. Recommended actions were then presented for the consideration of actors
across sectors in Fiji, with some relevant for one sector or ministry, and others requiring
collaboration across sectors.

Ly et al. [23] explored the use of journey mapping in palliative care, another area of care
provision where patients or ‘consumers’ may encounter multiple service providers and sec-
tors. They argue that journey-mapping provides a person-centred perspective of the lived
experience of a service system, is effective in identifying barriers and enablers in care provi-
sion and provides opportunity to proactively address these. Similarly, Underwood et al., in
a study of mapping tools for use in evaluating early childhood services, argue that journey
maps are a useful method to understand the ‘service user’ perspective to better support
service access [21].

Utilizing the service user perspective, our study found that families have many touch-
points with the health sector in the first years of a child’s life. Building the knowledge
and capacity of health workers and other potential first points of contact, such as early



Int. J. Environ. Res. Public Health 2023, 20, 6732 14 of 16

childhood educators, to identify developmental delays and disabilities is key to building
effective systems for early intervention. However, outcomes will not be improved without
also increasing the availability and capacity of services to provide intervention and support,
particularly outside main urban centres.

Our study identified systemic issues of lack of funding and prioritization by govern-
ment, and a lack of workforce and training opportunities as contributing to the limited
growth and capacity of both universal services and disability-specific services in Fiji to
respond to the needs of children with disabilities. Addressing these systemic issues will
require the relevant sectors to work together. Pleasingly, there are already examples in
Fiji of service providers across sectors working to improve referral pathways, which may
be supported and strengthened by collaboration at the ministry levels to establish formal
agreements and guidelines on service provision for children with disabilities.

While the barriers to early identification and intervention identified in this study
are not unique to Fiji, but common to many LMIC contexts and well documented [5,6,8],
this research highlights challenges and potential opportunities to address them at specific
touchpoints of the multi-sector service and support systems. The caregiver perspective
of navigating services when combined with information from key stakeholders made it
possible to identify practical actions to improve care pathways and outcomes for children
with disabilities. This study supports current frameworks such as the NCF and Pasifika call
to Action calling for a multi-sector approach to inclusive ECD. In the Fiji context, findings
from this study could be used to ensure that the needs of children with disabilities are
adequately represented in the forthcoming ECD and disability policies, and rehabilitation
action plan.

There are limitations to be considered for this study. This study included a small
sample of caregivers from only three areas of Fiji, hence the findings provide just a small
insight into the journeys of families of children with disabilities and may not represent the
experiences of families of children with disabilities more broadly in Fiji. Given the sample
of caregivers were purposively identified, the sample could reflect families with better
knowledge about their children’s needs and available services. Further evidence is needed
on families who have missed opportunities to access care.

5. Conclusions

Opportunities are being missed for the early identification and referral of children with
developmental delays and disabilities in Fiji. Once needs are identified, lack of services
and workforce, ad hoc referral systems, and family financial constraints lead to unmet
support needs, impacting child and family wellbeing. Addressing these issues needs a
cross-sector approach. Journey-mapping has been a useful method for understanding
barriers and enablers experienced by families of children with disabilities across systems at
different stages of their journey, and to identify targeted actions to strengthen systems and
improve outcomes.

Author Contributions: This research concept and design, F.S.; data collection, S.P. and F.S.; data
analysis by F.S. and M.M.; writing—original draft preparation, F.S.; writing—review and editing,
M.M. and S.P. All authors have read and agreed to the published version of the manuscript.

Funding: This research was funded by the Australian Government Department of Foreign Affairs and
Trade under the “Partnership for Provision of Disability Technical Advice and Services” implemented
by the CBM-Nossal Institute Partnership for Disability Inclusive Development (Grant number 74096).

Institutional Review Board Statement: The study was conducted in accordance with the Decla-
ration of Helsinki, and approved by the Human Research Ethics Committee of the University of
Melbourne (ethics ID 2056170, approved 15 September 2020) and the Fiji National Research Ethics
Review Committee at the Ministry of Health and Medical Services (ethics ID 27/2020, approved
17 November 2020).

Informed Consent Statement: Informed consent was obtained from all subjects involved in the study.



Int. J. Environ. Res. Public Health 2023, 20, 6732 15 of 16

Data Availability Statement: Data sharing is not applicable to this article.

Acknowledgments: We thank all the members of the advisory group for their valuable time and
contributions to the design and outputs of this study. Special thanks to all the participants for
generously sharing their experiences and perspectives. Thank you to Kate Milner and Sue Woolfenden
for their support and advice throughout this study. Thank you also to Manon Duay and Kirsty Teague
for their support with reviewing background literature.

Conflicts of Interest: The authors declare no conflict of interest. The funders had no role in the design
of the study; in the collection, analyses, or interpretation of data; in the writing of the manuscript; or
in the decision to publish the results.

References
1. Guralnick, M. Effectiveness of early intervention for vulnerable children: A developmental perspective. Am. J. Ment. Retard. 1998,

102, 319–345. [CrossRef]
2. Scherzer, A.L.; Chhagan, M.; Kauchali, S.; Susser, E. Global perspective on early diagnosis and intervention for children with

developmental delays and disabilities. Dev. Med. Child. Neurol. 2012, 54, 1079–1084. [CrossRef]
3. Olusanya, B.O.; Gulati, S.; Newton, C.; Global Research on Developmental Disabilities Collaborators. The nurturing care

framework and children with developmental disabilities in LMICs. Pediatrics 2023, 151, 1–4. [CrossRef]
4. Vargas-Barón, E.; Small, J.; Wertlieb, D.; Hix-Small, H.; Gómez Botero, R.; Diehl, K.; Vegara, P.; Lynch, P. Global Survey of Inclusive

Early Childhood Development and Early Childhood Intervention Programs; RISE Institute: Washington, DC, USA, 2019.
5. Cieza, A.; Kamenov, K.; Sanchez, M.G.; Chatterji, S.; Balasegaram, M.; Lincetto, O.; Servili, C.; Bermejo, R.; Ross, D.A. Burden of

disability in children and adolescents must be integrated into the global health agenda. BMJ 2021, 372, n9. [CrossRef] [PubMed]
6. Yousafzai, A.K.; Lynch, P.; Gladstone, M. Moving beyond prevalence studies: Screening and interventions for children with

disabilities in low-income and middle-income countries. Arch. Dis. Child. 2014, 99, 840–848. [CrossRef] [PubMed]
7. Milner, K.M.; Bernal Salazar, R.; Bhopal, S.; Brentani, A.; Britto, P.R.; Dua, T.; Gladstone, M.; Goh, E.; Hamadani, J.; Hughes, R.; et al.

Contextual design choices and partnerships for scaling early child development programmes. Arch. Dis. Child. 2019, 104, S22–S33.
[CrossRef] [PubMed]

8. Almasri, N.; Smythe, T.; Hadders-Algra, M.; Olusanya, B.O. Prioritising rehabilitation in early childhood for inclusive education:
A call to action. Disabil. Rehabil. 2022. [CrossRef] [PubMed]

9. United Nations. Sustainable Development Goals—Goal 4 Ensure Inclusive and Equitable Quality Education and Promote
Lifelong Learning Opportunities for All. Available online: https://sdgs.un.org/goals/goal4 (accessed on 14 December 2022).

10. World Health Organization; UNICEF. Early Childhood Development and Disability: A Discussion Paper; WHO: Geneva, Switzerland,
2012; p. 34. Available online: https://apps.who.int/iris/bitstream/handle/10665/75355/9789241504065_eng.pdf (accessed on
14 December 2022).

11. World Health Organization; UNICEF; World Bank Group. Nurturing Care for Early Childhood Development: A Framework for Helping
Children Survive and Thrive to Transform Health and Human Potential; World Health Organization: Geneva, Switzerland, 2018.

12. Smythe, T.; Zuurmond, M.; Tann, C.; Gladstone, M.; Kuper, H. Early intervention for children with developmental disabilities in
low and middle-income countries—The case for action. Int. Health 2021, 13, 222–231. [CrossRef] [PubMed]

13. Pacific Regional Council for Early Childhood Development (PRC4ECD). Available online: https://pacific-child.org/pacific-
council/ (accessed on 13 July 2023).

14. UNICEF. 2019 Pacific Early Childhood Development Forum: Implementing Pasifika Call to Action on ECD; UNICEF: Nadi, Fiji, 2020.
15. World Health Organization. Global Report on Health Equity for Persons with Disabiltiies; World Health Organization: Geneva,

Switzerland, 2022.
16. Fiji Bureau of Statistics. 2017 Population and Housing Census; Fiji Bureau of Statistics: Suva, Fiji, 2018.
17. Fiji Bureau of Statistics. Fiji Multiple Indicator Cluster Survey 2021, Fact. Sheet; Fiji Bureau of Statistics: Suva, Fiji, 2021.
18. Frank Hilton Organization. Frank Hilton Organization 2023. Available online: https://www.frankhilton.org.fj/ (accessed on

30 June 2023).
19. United Nations. Convention on the Rights of Persons with Disabilities. Available online: https://www.un.org/development/

desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html (accessed on 14 December 2022).
20. United Nations. Convention on the Rights of the Child 1989. Available online: https://www.ohchr.org/en/instruments-

mechanisms/instruments/convention-rights-child (accessed on 14 December 2022).
21. Underwood, K.; Smith, A.; Martin, J. Institutional mapping as a tool for resource consultation. J. Early Child. Res. 2019, 12, 129–139.

[CrossRef]
22. McCarthy, S.; O’Raghallaigh, P.; Woodworth, S.; Lim, Y.L.; Kenny, L.C.; Adam, F. An integrated patient journey mapping tool for

embedding quality in healthcare service reform. J. Decis. Syst. 2016, 25, 354–368. [CrossRef]
23. Ly, S.; Runacres, F.; Poon, P. Journey mapping as a novel approach to healthcare: A qualitative mixed methods study in palliative

care. BMC Health Serv. Res. 2021, 21, 915. [CrossRef] [PubMed]

https://doi.org/10.1352/0895-8017(1998)102%3C0319:EOEIFV%3E2.0.CO;2
https://doi.org/10.1111/j.1469-8749.2012.04348.x
https://doi.org/10.1542/peds.2022-056645
https://doi.org/10.1136/bmj.n9
https://www.ncbi.nlm.nih.gov/pubmed/33731318
https://doi.org/10.1136/archdischild-2012-302066
https://www.ncbi.nlm.nih.gov/pubmed/24647995
https://doi.org/10.1136/archdischild-2018-315433
https://www.ncbi.nlm.nih.gov/pubmed/30885961
https://doi.org/10.1080/09638288.2022.2118870
https://www.ncbi.nlm.nih.gov/pubmed/36066022
https://sdgs.un.org/goals/goal4
https://apps.who.int/iris/bitstream/handle/10665/75355/9789241504065_eng.pdf
https://doi.org/10.1093/inthealth/ihaa044
https://www.ncbi.nlm.nih.gov/pubmed/32780826
https://pacific-child.org/pacific-council/
https://pacific-child.org/pacific-council/
https://www.frankhilton.org.fj/
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-disabilities.html
https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-child
https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-child
https://doi.org/10.1177/1476718X18818205
https://doi.org/10.1080/12460125.2016.1187394
https://doi.org/10.1186/s12913-021-06934-y
https://www.ncbi.nlm.nih.gov/pubmed/34479541


Int. J. Environ. Res. Public Health 2023, 20, 6732 16 of 16

24. Connell, E.; MartinRogers, N.; Petersen, A. Mapping the Journey of Families Who Have Children with Autism through Social and Human
Services, Medical, and Education Systems; Wilder Research: Saint Paul, MN, USA, 2020.

25. Nossal Institute for Global Health. Policy Brief: Early Identification and Intervention for Chidlren with Disability in Fiji: Current
Practices and Opportunties. 2023. Available online: https://mspgh.unimelb.edu.au/research-groups/nossal-institute-for-global-
health/completed-projects/Early-Childhood-Identification-and-Development-in-Fiji#details (accessed on 28 July 2023).

Disclaimer/Publisher’s Note: The statements, opinions and data contained in all publications are solely those of the individual
author(s) and contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to
people or property resulting from any ideas, methods, instructions or products referred to in the content.

https://mspgh.unimelb.edu.au/research-groups/nossal-institute-for-global-health/completed-projects/Early-Childhood-Identification-and-Development-in-Fiji#details
https://mspgh.unimelb.edu.au/research-groups/nossal-institute-for-global-health/completed-projects/Early-Childhood-Identification-and-Development-in-Fiji#details

	Introduction 
	Materials and Methods 
	Participants 
	Data Analysis 

	Results 
	Journey Mapping 
	Thematic Analysis 
	Stage 1: Identification of Needs 
	Stage 2: Accessing Intervention and Supports 
	Stage 3: Outcomes—Impact of Intervention and Unmet Needs 
	Cross-Sector Collaboration 


	Discussion 
	Conclusions 
	References

