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Factors influencing the utilisation of early
childhood intervention services in occupational
therapy

Introduction: Early identification of children with or at risk of
developmental delay and disability is recommended so intervention
occurs within their first 1000 days, a critical period for all aspects of
development. Early childhood intervention (ECI) services are provided
by health and rehabilitation professionals, including occupational
therapists, to identify and address developmental delay and disability in
young children in South Africa. However, there are concerns about the
low rate of caregivers accessing ECI for their children identified as
needing this intervention.
Methodology: A survey design was used to determine the reasons
caregivers did or did not utilise ECI occupational therapy services at a
district hospital in Gauteng. Structured but non standardised interviews
were used to collect the data from 16 caregivers who attended their
appointments and three who did not. Data were analysed descriptively
based on the framework by Reardon et al. in four domains: family
circumstances, views and attitudes towards services, knowledge and
understanding of services and treatment, as well as systemic issues in
health care.
Results: The 19 participants were mostly women and the mother of the
child. The children were mostly males, and only 8 children fell within
their first 1000 days of life. Most of the participants only sought help for
their children later, when the problem was more severe. Most caregivers
were unsure of their child’s problem and the implications of this.

Most participants lived in low socioeconomic circumstances between
0 and 21 km from the hospital and used minibus taxis for transport.
There was low awareness of the ECI services at the hospital, and
participants were more familiar with the work of social workers and
psychologists. Most ECI referrals were received from other rehabilitation
professionals, with the fewest referrals from doctors. Most participants
who did not attend the ECI service stated that this was due to their
uncertainty about the extent of the child’'s problem and belief that it
might resolve without treatment
Conclusion:The results identified more barriers to accessing the ECI
service at a district hospital than facilitators based on the four domains
in the framework by Reardon et al. This included a lack of understanding
of their child’s developmental problem, what interventions the service
had to offer and the service benefits, the contribution of the various
health professionals, as well as issues with the health care system being
far from where they lived and there being no intersectoral collaboration
with other child services.

Implications for practice

e Poor awareness of ECI services and caregivers' lack of
understanding of their child's need to access these services early
needs to be addressed.

e Client centred services that acknowledge a service user as a
partner in health care to enhance health literacy, understanding
of the health condition and provide patient satisfaction need
attention.

e Multidisciplinary ECI services should be offered at the primary
health care (PHC) level to improve access.
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e Occupational therapists promoting awareness of occupational
therapy related ECl services and advocating for a defined referral
pathway to ensure equitable access to ECl services

e Intersectoral collaboration between ECI, infant and toddler
wellness programmes and the ECD services should be facilitated.

INTRODUCTION

The World Health Organisation (WHO) and United Nations Children's
Fund (UNICEF) estimate that over 50 million children under five years
old have developmental disabilities, with four out of every 10 children in
low middle-income countries missing critical developmental
milestones'. Young children are left behind and experience occupational
deprivation due to poverty, inadequate access to essential nutrition,
health, water and sanitation services; lack of access to early stimulation,
responsive care and learning opportunities®. In South Africa, Early
Childhood Development (ECD) was introduced in 2005 as an
intersectoral service between the Departments of Social Welfare, Health,
Basic Education, local government, and the non-profit organisation
sectors. These services aimed to ensure the promotion of child
development, adequate stimulation, provision of early play-based
learning opportunities, sound parenting practices, as well as behaviour
management practices®. Initially, this programme was administered by
the Department of Social Development (DSD) and, in 2022, was
transferred to the Department of Basic Education (DoBE) as ECD was
viewed more as a learning function than a child protection function®.
Inherent in the approach used by the DoBE is the early identification of
children with or at risk of developmental delay and disability between
birth and age eight years'. These children need to be identified as early
as possible since it is recommended they receive intervention in their
first 1000 days, or two years, which is considered critical for optimal
cognitive, physical, language, motor and social development®.

The identification of these at-risk children demands the provision of
accessible services for early childhood intervention (ECI) “to promote
child health and well-being, enhance emerging competencies, minimise
developmental delays, remediate existing or emerging disabilities,
prevent functional deterioration and promote adaptive parenting and
overall family function"®™, According to the National Integrated Early
Childhood Development Policy of 2015, the Department of Health is
responsible for these services at all levels of health care’. Health and
rehabilitation  professionals, including occupational therapists,
physiotherapists, as well as speech therapists and nutritionists, thus play
a role in the provision of ECI. These services address identified
impairments in client factors as well as performance in developmentally
and contextually appropriate everyday activities®. However, despite
policies indicating accessible free health services for children under the
age of six years®, concern has been reported at the low rates of caregivers
accessing ECI for their children'.

LITERATURE REVIEW

In South Africa, environmental factors such as poverty affect ECD, with
approximately half of the children in the country living below the lower
poverty line". This context has the potential to adversely affect
development, especially for children with disabilities,? resulting in a
greater need for ECl services. Children in these circumstances may be at
further risk for developmental delay or increasing disability due to a lack
of early identification of the problem,

and a lack of referral to or an inability to access ECI".

Screening of young children to identify those at risk occurs within
education and health settings. Nationally, the developmental screening
tool used in health services is the parent-held Road to Health Booklet
(RtHB), revised in 2018 to include the Side by Side campaign, which
considers access to special care needs or support for children with
developmental delay or disability™. Once a child is identified as being at-
risk or in need of special care, referral for ECl in the health sector should
occur, where intervention includes providing diagnostic and evaluation
services. Early childhood intervention is provided by a multidisciplinary
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team including medical, nutrition and rehabilitation services®.
Occupational therapists are among the rehabilitation professionals
offering ECl and play an important role in health promotion, prevention,
and intervention for the development of at-risk or disabled children by
facilitating participation in the occupations of childhood™. These
therapists use screening tools that determine the child's ability to
complete various activities to ensure an objective assessment of the
child. If children present with impairments or delays in occupational
performance, a full assessment based on age and culturally appropriate
functional ability is completed. Family-centred intervention is offered,
usually on a monthly outpatient basis'".

However, significant numbers of children in South Africa at-risk due
to undefined developmental delay or established disabilities, do not
currently access EDI®. To understand the possible factors that act as
enablers and constraints to service users in utilising ECI, a framework
developed by Reardon et al."® was applied in the current study (Figure 1,
below). The framework includes four domains: family circumstances,
views and attitudes towards services, knowledge and understanding of
services and treatment, as well as systemic issues in health care.

Child and
family
circumstances

-

Knowledge and
Attitudes understanding
towards service of the problem
providers and and help
treatment seeking
process

\ Systemic

Issues in Health
Care

Figure 1: Factors which enable or constrain caregivers in utilising
health services for their children®™.

Family Circumstances

Reardon et al.”® identified that barriers to seeking help for the child by
their caregiver are related to aspects of the family life, such as the
religious and cultural views, as well as the impact of the family’s financial
situation. Consideration must be given to the religious and cultural
beliefs of the community’?°. For example, a child who presents with
developmental delay or disability in some cultures may not be
considered to have “ill health” and caregivers are reported to feel that
the problem will resolve spontaneously, so they do not seek health
care’?, Kyarkanaye et al.”® reported that if health care services are not
offered in a culturally relevant way, it is less likely that community
members will access these services.

A family's socioeconomic status and the environment in which the child
lives impact not only the child’s nutrition and development but also
access to health services in terms of cost and time.

Views and attitudes towards services and treatment

Past experiences, as well as the perception of the quality of services
provided at the health care facility, influence whether caregivers would
seek help for their child® Negative attitudes of staff and a lack of
collaboration with caregivers and parents of children discouraged the
parents and caregivers from accessing health care. This negatively
impacted the number of children accessing the services®. Poor
interdisciplinary team functioning, resulting in multiple appointments
on different days and sites for health care, also plays a role®.




If the caregiver or parents are not aware of the child’s problems, they are
unlikely to access services, particularly those of ECI*. Socio-cultural
factors such as a low level of education, lack of adequate understanding
of health information and low levels of health literacy have been linked
to the caregivers’' choice of care for young children with disabilities.
Research has indicated that many caregivers did not think that the
child's problems were serious enough to seek help.

Knowledge and Understanding of the services

A lack of awareness of services was identified by Reardon et al.'® as a
barrier to the utilisation of healthcare. Frequently, a patient will be
requested to go for follow-up at the clinic for continuation of services or
will be referred up to a more specialised level of care at a hospital for
further management. However, they do not always understand the
reason for this and as a result, return home without having sought the
necessary health care recommended®.

Systemic Issues in Health Services

Literature indicates that even when children attend ECI services, there is
very little coordination with the DoBE and other sectors offering ECD
services®”. Caregivers of children, as service users, have also reported a
lack of collaboration between themselves and health professionals®
and poor inclusive services for children requiring ECl in ECD" as affecting
the utilisation of ECI services.

From the first author's experience, attendance for ECI services at an
urban public sector district hospital in Gauteng, South Africa, was found
to be inconsistent. It was also noted that not all caregivers and their
children were referred for occupational therapy when developmental
delay or disabilities had been identified or made appointments or
attended ECI even when appointments were made. Many caregivers
only sought assistance for their children at a later stage when secondary
complications had occurred or the severity of problems associated with
the diagnosis had progressed significantly. Although there is literature
available in the South African context on the factors (enablers and
constraints) that influence access to health care, it is unclear what
specific factors influence access to ECI services in an urban context. To
address the poor utilisation of occupational therapy services, this study
aimed to determine the factors that influenced the caregivers' decision
to access ECl occupational therapy services for their child.

METHODOLOGY

A descriptive, cross-sectional, quantitative, and non-experimental survey
design?® was used to determine the utilisation of occupational therapy
ECI by caregivers of children referred for intervention services at a district
hospital, as well as the factors that enabled or constrained access to
these services.

Setting

The occupational therapy ECI service at a district hospital in Gauteng,
South Africa, forms part of the specialized multidisciplinary ECI centre
developed in 2014, in accordance with the Guidelines for ECD?. Services
include occupational therapy, speech therapy and audiology,
physiotherapy, nutrition and as from 2017, psychology and social work.
Specialized services, early identification of problems and rehabilitation
are included in the ECI programme. Service users were referred from the
surrounding clinics and from the hospital's neonatal intensive care unit,
paediatric wards, and outpatient clinics.

Sampling

This study used purposeful total population sampling and included all
caregivers of children referred to the occupational therapy ECI service
for the first time, regardless of age and referral source, over a period of
six months?. Based on a record review of referrals, a sample size of 40
was anticipated. The recruitment of participants was hindered by the
non-arrival of caregivers for booked appointments, requiring the
researcher to recruit additional participants by telephoning those who

missed their appointment.
SA Journal of Occupational Therapy

Research instrument

The data were collected in non-standardised interviews using a survey
questionnaire which was developed specifically for this study based on
the literature. The questionnaire had three sections: demographic
information of the caregiver; information about the referred child,
including birth related information, medical history and the
presentation of signs and symptoms of the condition that initiated the
referral; and finally, factors which enabled or constrained the utilisation
of the occupational therapy ECI service. The face validity of the
questionnaire was evaluated by a multidisciplinary panel from the ECI
team. Changes suggested were made to the questionnaire based on
their critique.

A second questionnaire was developed for the caregivers who failed
to attend the booked appointment for their child, to explore the reasons
for not accessing the service. This questionnaire was administered
telephonically and had two parts: demographic and medical history of
the child, followed by the reasons for not attending the given
appointment. Both questionnaires were piloted on five caregivers
attending other services at the ECl centre. The purpose of the pilot study
was to ensure the questions were user-friendly, understandable, and
consistent with the study aim.

Both questionnaires had open-ended questions, which allowed the
participants to explain their answers to questions and comment on their
answers.

Research Procedure

The study was approved by the Human Research Ethics Committee at
the University of the Witwatersrand (M160846) as well as the Gauteng
Provincial Health Department and the Hospital where the research took
place. All first-time users of the occupational therapy ECI service were
invited to participate and were provided with the approved information
sheet. A research assistant was trained to assist with translation if the
caregiver was not proficient in English, to ensure that the caregiver
understood the purpose and nature of the study. Caregivers gave
informed consent prior to the structured interview.

The data were collected face-to-face with participants on the first day
they accessed the occupational therapy ECI service. The researcher
conducted the structured interview and recorded the caregiver's
answers on the questionnaire to accommodate the low literacy rates.
The questionnaire took an average of 15 minutes to complete.
Telephonic interviews were conducted with caregivers who did not
attend their appointments.

Data Analysis

Data from the questionnaires were analysed using descriptive statistics
based on the domains included in the framework by Reardon et al.'®,
Content analysis was used to analyse comments and responses to the
open-ended questions.

RESULTS

The occupational therapy ECl service received 36 referrals during the six-
month research period. Only 21 caregivers (58,3%) arrived for their
appointment and five refused the invitation to participate and thus, 16
participants (44%) were recruited into the study. The researcher was
able to recruit a further three participants (20%) from the 15 caregivers
who did not attend their given appointment for telephonic interviews.
The remaining seven caregivers could not be contacted by the
researcher as the call was not answered, or the number was out of
service or incorrect.

Demographics

Caregivers

Of the 19 caregiver participants, the majority (84.2%) were female and
15 (779%) were the mother of the child, while two were the
grandmothers and one was the father of the child attending ECI. One
child was brought to ECI by a friend of the mother,
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Children referred to occupational therapy for early childhood
intervention

Of the 19 children referred for occupational therapy, most were male
(68.4%; n=12) and their ages ranged from six months to over five years,
with only eight children (42.1%) falling into the first 1000-day category.
Eleven children were over the age of 24 months and the seven children
(31.5%) who were five years of age or older would be considered late
referrals.

Table I (below) reports the diagnoses of the children referred for EC|,
but some participants (10.5%) reported being unaware of any medical
diagnosis or reasons that may have caused the child’'s developmental
delay or disability.

Table I: Diagnoses or reasons for referral to Early Childhood Intervention occupational therapy(n=19)

Attended appointment

Did not attend the appointment

Number of 9% of
children Children

Number of % of
children Children

Retroviral Disease 1 5.3% The school indicated 1 5.3%
learning problems

Autism Spectrum 2 10.4% Speech difficulties 1 5.3%

Disorder

Hydrocephalus 1 5.3% One arm was not 1 5.3%
working well.

Down's Syndrome 1 5.3%

Developmental delay | 11 579%

Of the children who were referred with developmental delay, caregivers
reported that eight children (42.1%) had problems since birth due to
prematurity (n=2) and neonatal jaundice, respiratory distress, asphyxia,
and a heart condition. Six children (31.5%) had been admitted to hospital
after birth for tuberculosis, seizures, a liver cyst, to insert a shunt,
bronchitis and being underweight.

Eight children (42.1%) spent their day at home, seven (36.8%) went
to ECD centres (creche or nursery school) and four (21.0%) went to
school. It was reported that nine (81.8%) of the 11 children who went to
ECD centres or school presented with the following developmental and
learning problems: letter reversals, difficulties copying from the board,
behavioural problems, concentration problems, poor social skills, poor
appetite, difficulties with handwriting and not speaking.

Factors enabling or constraining the utilisation of occupational
therapy early childhood intervention services.

Family Circumstances

Two thirds (n=12) of the caregiver participants reported having a
monthly income of between R0-5599, indicating a low socio-economic
status, while the remaining earned between R5600-R40,000, which is
considered a middle-income status. Caregiver participants reported that
they lived between 0 and 21 km from the Hospital offering ECI services.
Taxis were the most common mode of transport used by 14 (73.6%)
participants, with one participant indicating that more than one taxi was

required to access the ECI service. One participant used the train, and
three (15.8%%) participants indicated that they walked to the hospital.
Four (21.0%) participants reported transport problems due to a lack of
finances for transport or no direct transport available for accessing the
hospital. Five (26.3%) participants indicated that they did not seek help
for their children earlier because of transport constraints.

Caregiver participants reported that nine (52.6%) of the primary
caregivers of the children referred to occupational therapy ECI, were
employed. Four (21.0%) of these participants reported that it was easy
to get time off work, while two (10.5%) reported that it was difficult or
somewhat difficult to get time off work to bring their child to
appointments. Five (26.3%) of the working caregivers were able to send
someone else to attend the appointment with the child, should they be
unable to do so. In four cases, this was reported to be the father, and in
one, the grandparents.

Views and attitudes towards services and treatment

Participants reported that family members, particularly the
grandparents, were most concerned (52.6%) about the child and
suggested that they received ECI. Over 20% of fathers and teachers at
school also recommended the child be assessed for developmental
problems.

It was reported that 57.8% of participants had been advised to seek help
from the hospital and 42.2% from the clinic (Figure 2, below).

60

50

40

30

Percentage

20

10

Hospital School

=== Advised to utilise service

TraditionalHealer Clinic

Service utilised

Figure 2. Facilities where participants were advised to utilise and those they did utilise (n=19)
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Most participants reported utilising the clinic services, since they
perceived that more help would be available from the clinic, while only
22% attended the hospital. One participant (52%) believed the
traditional healer would be of most assistance (Figure 2, page 4).
Fifteen caregiver participants indicated that they were concerned about
their children at or before 24 months. Five participants (26.3%) reported
being concerned about their child from birth to three months, while five
(26.3%) were only worried from 24 months onwards. However, nine
caregiver participants who were referred to occupational therapy ECI
services early only attended appointments later when the child was over
24 months old. Seven participants (36.8%) reported they thought the
child would just get better, and one participant (5.2%) indicated that she
was unsure if the child had a problem and was waiting for the doctor to
confirm and refer her to other services (Table Il below).

Table II: Reasons for not seeking help for the child in their first 24
months (n=11)

Reasons for not seeking help Numl:!er of % of Caregivers
caregivers

Unsure if the child had a problem - waited for the | 5 30

doctor to refer the child '

Child did not have a problem 2 10.5%

Child would just get better 7 36.8%

Unaware of the reason for referral 3 15.8%

Three participants (15.8%) reported being unaware of the reason for
referral to occupational therapy ECI services. Two caregiver participants
with children older than 24 months, who did not attend occupational
therapy ECI, one indicated that she had forgotten about the
appointment and did not see any of the problems that the school had
reported at the time of making the appointment. The other caregiver
participant did not wish to have their appointment rescheduled, as she
also did not perceive her child had a problem anymore.

Knowledge and Understanding of the services

Two thirds of the 19 caregiver participants were more aware of general
hospital services than specific services, such as occupational therapy or
the ECI programme in the hospital. Ten (52.6%) participants indicated
that they did not seek help for their children earlier since they were
unsure where to seek help. Six (31.5%) of the caregiver participants were
aware of occupational therapy, while three (18.8%) of the participants
were aware of the ECI programme. Of the participants who were aware
of ECI services, two (10.5%) had heard about the services from other
health professionals and the remaining one (5.3%) from ECI promotion
and prevention talks at the hospital (Figure 3, below).
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Figure 3: Awareness of service available in the hospital (n=19)
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Figure 4 (below) indicates that the highest percentage of caregiver
participants were aware of the other services provided by social work
and psychology. Just less than a third of participants were aware of
services by speech therapy and physiotherapy services, with the lowest
awareness for audiology services.
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Figure 4: Awareness of specific services available for children (n=19)

Systemic Issues in Health Services

Most children were referred to the occupational therapy ECl service by
other health professionals. Eight (42.1%) referrals were from other
rehabilitation professionals, followed by nurses (n=5, 26.3%) and
doctors (n=3; 15.8%). Four (21.0%) caregiver participants were self-
referred and there were no direct referrals from creches or schools
Only three (15.8%) participants reported challenges in utilising the
service at the hospital (Table IlI, below).

Table Ill: Reasons for caregivers not attending the hospital-based
service (n=3)

Reasons Number of caregivers| % of Caregivers

Long waiting times 1 5.3%

Easier to access the clinic 1 5.3%

Clash of appointments 1 5.3%
DISCUSSION

The study was based on a framework developed by Reardon et al.®
allowed for barriers and facilitators in attending ECI occupational
therapy services to be viewed from four perspectives. While views and
attitudes towards services and treatment and knowledge of services
provided the most attitudinal and informational barriers, family
circumstances and health service issues present greater structural
barriers to accessing ECI.

Family Circumstances
Most families of the participants in this study could be considered as
having a low socioeconomic status in terms of income and with less
than half being employed. This environmental factor has been identified
as significantly associated with risk for or exacerbating developmental
delay®®. The level of financial stress caregivers experience affects their
access to assistance for the child, as well as their ability to provide a
cognitive stimulating environment® and the adequate nutrition
required to prevent developmental and educational impairments.
The socioeconomic status of the participants in the study meant most
were reliant on public transport. The National Households Travel Survey
in 2020 indicated that in Gauteng, minibus taxis were the most common
mode of transport used by 70,9% of the population®. Transport to
accessing services, including health, remains a major deterrent in the
current study, with trips for health visits not included in the budget of
most families, where the cost of transport is not prioritised*. A similar
finding was reflected in a study in a high-income country (HIC). Canada
also reported that the most significant logistical challenge in attending
ECI was reliance on public transport®.
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Access to health services may be affected by the location of health
services as they are far from the child’'s home and the need to take time
off work to use the services. Adedini et al** reported distance from
services as the greatest barrier to accessing health services for children
in urban South Africa. This supports the importance of moving services
to their communities, which was also a recommendation made by
participants in a study by Frost et al** on the lack of attendance at
appointments in a district hospital in the Western Cape.

Views and attitudes towards services and treatment

Children referred to occupational therapy ECI services ranged in age
from six months to over five years. Developmental delays can present at
any stage in the child's life* and thus, while it is encouraging that just
over a third of the sample sought help as soon as they became aware of
their children’s problems, as indicated by Smythe et al.*> a large number
of children with disabilities in lower-middle-income countries (LMIC)
never receive ECl and thus do not maximise their developmental
potential and functioning,

Participants in the current study indicated that the delay in or lack of
uptake of ECI services was based on their knowledge of child
development and their understanding of the child's challenges was
supported by Phoenix et al*2. Although 42.1% of the children were
admitted to hospital at or just after birth and most had diagnoses such
as retroviral disease, hydrocephalus and Down's Syndrome associated
with pre- and peri-natal risk for developmental delay*** over half of the
children attending ECI occupational therapy did not have a diagnosis.
Caregivers' lack of knowledge, particularly on developmental
milestones and the lasting effects of chronic disability, was found to be
an important factor that influenced whether healthcare services were
accessed or not**, Similarly, a poor understanding of the diagnosis and
its developmental implications also plays a role in the type of help that
the family members may seek for the child. Alternative treatment
methods or care services from traditional healers may also be sought®,

Often, it was older family members with experience of raising
children who Dbetter understood developmental delay who
recommended that ECl services be sought. Tomlinson et al.*° indicated
family support structures as a significant factor influencing whether or
not early childhood services are accessed. However, as indicated by
Magnusson et al.*, the parents’ beliefs about health and development
are the most important factors in seeking help for their child. In their
study, as in the current study, the parents’ belief that the child would
outgrow the concerns identified or that the child did not really have a
problem affected the attendance at ECI. Magnusson et al.* reported that
mothers from low socioeconomic situations often rely on social
networks to deal with the issues rather than the health system, where
they feel their concerns are not heard or understood. It is therefore
important that caregivers understand what to expect of their child's age
band and receive training on how to implement a home programme
with the child to encourage participation in occupations such as bathing,
dressing, feeding, play and education** so the child can reach their
developmental potential®®*. Magnusson et al* also emphasize the
importance of understanding the parents’ developmental expectations
and making them an equal partner in how concerns should be
addressed”, rather than imposing therapy and home programmes®.

In the South African context, parents who work often leave the child
with an alternative carer** who may not be able to identify problems
that the child may be experiencing. Parents also relied on carers or
family members to access ECI on their behalf if they could not get time
off work. This compounded the issue of the child’s needs not being well
understood by the parents themselves. Education campaigns on child
development and recognising developmental delay should occur at the
primary health care level, with involvement from a multidisciplinary
team'03%,

Although only one participant in the current study forgot about the
appointment, this was the most reported reason for lack of attendance
for outpatient services reported by Frost et al.** in the Western Cape. It

was suggested that a messaging system with appointment reminders
should be considered, allowing cancellations if necessary.

Knowledge and Understanding of the services

While 50% of participants were aware of the hospital services, only a
third of the participants were aware of the various professions offering
ECI and only three participants were aware of ECI services. Services
offered by the psychologists and social workers were known to a higher
percentage of participants, with services offered by occupational therapy
being limited. These results reflect those of Kotsokoane et al.** and Zziwa
et al* when exploring factors influencing the utilisation of rehabilitation
services in LMIC. A lack of awareness of rehabilitation services was
significantly associated with utilisation of the services. In the current
study, a lack of knowledge about what services are available also
appears to affect most participants' understanding of what they offer and
why their child would benefit if they accessed these services. In addition,
health care professionals refer children to ECI but do not always explain
the reason for the referral*®. Many did not appear to do so, as many
parents did not understand the reason for the referral, which may also
affect attendance at the appointment given. Participants often did not
make further enquiries on the referral, resulting in exacerbation of the
developmental delay before intervention was sought. Similar findings of
parent dissmpowerment were reported by Hohlfeld et al*” and Lynch
et al * when determining parent self-efficacy in dealing with
developmental delay and disabilities in pre-school children with
disabilities in resource-limited settings in LMICs.

Systemic Issues in Health Services

A number of local and national health service issues were identified as
impacting access to occupational therapy ECI, indicating the need to
address and advocate at all levels of policy making and implementation.

The health system structure and issues with the management and
service provision at the hospital did affect the access to ECI for a small
number of participants. Another urban South African study by Adedini
et al® reflects similar issues expressed by caregivers of children
accessing ECl services. Although most participants were positive about
the services, there were issues in terms of waiting time for appointments.
When appointments were given, the child was not always seen at the
appointment time, so visits were perceived as time-consuming and
sometimes disorganised. They also felt the frequency of appointments
was insufficient*®,

The participants also mentioned that they relied on nurses at the
well-baby clinics with whom they had regular contact to assist with
identifying developmental problems with their child. Almost half of the
participants verbalised that they could access the clinic and preferred
local services rather than coming to the hospital, although referrals were
made to the ECl team at the hospital. This indicates the importance of
providing the ECl services at a primary health care level in the clinics or
using @ community outreach approach, since there are limited
therapeutic services available in the clinics. This type of local service
provision was identified by Richter et al.** and the DoBE in their ECD
2030 Strategy*° as essential to providing services that support parents in
addressing developmental delays®.

In the current study, workforce and training were issues highlighted
by participants. A quarter of the referrals to ECl came from nurses who
do developmental screening at the clinics, although this is not
mandatory. The clinics are often understaffed and therefore, only
children with severe and moderate problems are more likely to be
referred to ECI from this source™. Even if participants were to receive ECI
at the clinics in their area, they offer limited rehabilitation services,
sometimes these only occur twice a month and due to workload and
the children were not seen regularly. These findings were supported by
literature in South Africa and a few early intervention professionals® and
in other LMIC countries, where the availability of appropriate
assessment tools affected referral and treatment offered in ECI*.

The lack of cross-sectoral governance and intersectoral cooperation
between the Department of Health and DoBE® is of concern due to a
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lack of funding, limited strategic planning for large-scale change, and
uneven progress in integrating services across government departments
and local structures *'. This means that despite the implementation of
ECl services in the hospital, these services are not currently assisting in
early intervention for barriers to learning identified by teachers, as
parents are not following up on recommendations and no official
referral between education and health exists. For the children referred
for occupational therapy ECl, who were in school or ECD centres
(nursery school and créche) for over 80% of the child’s caregivers were
made aware of developmental problems by the ECD staff, who
encouraged them to seek intervention for their child®. However,
accessing ECl was dependent on the child's parents, a problem reported
in many LMIC®.

These issues are related to policy-practice gaps. Although policies
such as the WHO Nurturing Care Framework? and the National
Integrated Early Childhood Development Policy (NIECDP)” and its 2030
Strategy*® support the provision of comprehensive ECD services,
fragmented progress in South Africa has been made”'. As reported by
Lynch et al.*® with other LMIC country policies, the South African polices
lack referral pathways from ECD to ECI to rehabilitation and
occupational therapists. This lack of pathways further impedes
collaboration with other services and the provision of handovers Thus.
ECI occurs in isolation within the health sector, where Balton et al®
identified poor implementation of the ECI provincial policy, with no
records of children shared between services, as challenges to the
provision of these services in Gauteng,

Limitations of the study

The study had a small sample size, which influences the external validity
and generalizability of the results to other contexts. The results may not
reflect all the factors impacting attendance at ECl occupational therapy
even in the current context. It was not determined in this study whether
the developmental problem had been identified whilst the child was in
hospital at birth and whether the child had been referred for ECI at that
stage.

CONCLUSION

In conclusion, there are both barriers and facilitators influencing access
to early childhood services. However, there are more barriers than
facilitators and initial barriers to uptake of services were informational
and attitudinal due to a lack of knowledge of childhood development
and the belief that the child did not require health services. The
caregiver's knowledge of the problem, as well as developmental norms
was also noted as a barrier, as it influenced the time at which services
were sought. Even for participants who did wish to attend ECI
occupational therapy, structural barriers such as availability, cost and
access to transport appeared to be significant. Systemic issues in the
health system due to gaps in policy implementation, limited workforce,
location of services and lack of intersectoral collaboration between
government departments further limited uptake of ECl services.
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