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Background: Nearly 20 years since the establishment of the National Rehabilitation Policy,
strides have been made within the health and education sectors to improve accessibility to
rehabilitation services as well as the quality of life of children with cerebral palsy (CP).
Shortfalls, however, still exist in implementing the policy. An in-depth study into the
implementation of policy would be beneficial in identifying and understanding the shortfalls
of the rehabilitation process.

Objectives: To investigate the perceptions of Speech-Language Therapists (SLTs) working in
the Gauteng Department of Health (GDH) and Gauteng Department of Education (GDE), in
Johannesburg Region A, about systemic strengths and weaknesses surrounding the service
delivery for children with CP, from birth to 6 years.

Method: A qualitative study was conducted. Thirty-one (31) SLTs working in public hospitals,
clinics and schools for Learners with Special Educational Needs participated in eight focus
group interviews. Interviews were audio-recorded for transcription and subsequent thematic
analysis.

Results: The participants reported a lack of resources and knowledge that contributed to a
perceived chasm between the GDH and GDE, resulting in fragmented and uncoordinated
service delivery for children with CP leaving the health system and entering the education
system.

Conclusion: The results suggest that a cohesive plan should be formulated to bridge the
perceived chasm between GDH and GDE in the referral process of children with CP from the
health setting, into the school environment. This may facilitate communication, collaboration,
education, as well as resource-sharing between the departments. Rehabilitation professionals
should actively participate in such planning processes.

Keywords: perceptions; rehabilitation; disability; referral; education; procedure; South Africa.

Introduction

The South African Department of Social Development (2009) states that there remain fragmented
and unequal services for children with disabilities in the country. Government departments are
uncoordinated and act in isolation. Early identification of disabilities and tracking of progress
through early childhood to school-going age remain systematically deficient (Department of
Social Development, 2009). This is the situation, despite progress made in legislative and policy
reform. Furthermore, as noted by Rule, Lorenzo and Wolmarans (2006), many children are
receiving formal rehabilitation for the first time when they enter the formal schooling system.
Given the socio-economic environment of the country, despite policy dictating that a child’s
formal education begins at 6 years of age, this can often be later (Munnik & Smith, 2019). Speech-
Language Therapists (SLTs) working in the public sector, given their interaction with the systems
and procedures in place with regard to the management of children with cerebral palsy (CP), can
provide valuable insight into the effectiveness of policies. An in-depth investigation into the
perceptions of such SLTs could assist in identifying deficiencies in existing policies as well as
suggestions to rectify these. This could facilitate improved service delivery, and cohesion and
collaboration between sectors.

Cerebral palsy is a neurodevelopmental disorder that affects movement and posture because of
nonprogressive damage to the immature brain, thus affecting the child throughout his or her life
(Rosenbaum, Paneth, Leviton, Goldstein, & Bax, 2006). As a child develops into an adult, the
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severity of the disability and functional level of the individual
changes. The functional level achieved as an adult is entirely
dependent on the levels of function that the individual was
able to reach as a child. Achieving the best possible outcomes
is facilitated through continuous rehabilitation to achieve
maximum potential and prevent functional deterioration
from occurring (Vos et al., 2013).

For a long time in South Africa, continuous rehabilitation
had notbeen provided to children with disabilities. Therefore,
a need arose to develop a strategy that addresses the neglect
of paediatric rehabilitative services. This gave rise to the
Integrated National Disability Strategy that was established in
1997 by the Office of the Deputy President of South Africa
(1997). For optimal functional levels to be reached and
maintained within children with disabilities, by means of
rehabilitation, the Integrated National Disability Strategy
proposed a National Rehabilitation Policy (NRP) (Office of
the Deputy President, 1997). The NRP was finalised and
published in 2001.

Simultaneously in 2001, the Department of Education (DoE)
issued a framework policy document called White Paper 6
(WP6): Special Needs Education, Building an Inclusive Education
and Training System (Department of Education, 2001). This
policy document set out the government’s proposal for
future legislation regarding special needs education. The
policy acknowledged that all children and youth can learn
and those requiring remediation to cope with educational
demands should be provided with support. Furthermore, the
policy aimed to acknowledge the education structures,
systems and learning methodologies required to meet the
needs of all learners (Department of Education, 2001).

In 2013, the South African Department of Health recognised
that to address the health inequalities experienced by persons
with disabilities in our society, a transformation of the current
South African health system had to occur. Hence, the
Framework and Strategy for Disability and Rehabilitation Services
in South Africa (National Department of Health, 2016) was
compiled. This framework aims to reconfigure rehabilitation
as an integral part of health services across all programmes,
within all levels of care. It aims to increase access, equitability,
inclusivity and participation for the population living with
disabilities within their communities (National Department
of Health, 2016). The framework recognises that rehabilitation
services are a vital link between medical treatment and the
transformation of a person’s restored capacity into a
productive and health-promoting social and economic life
(National Department of Health, 2016). Furthermore, it
highlights a number of challenges that complicate the
effectiveness of rehabilitation services within the population
of children with CP in South Africa such as poor collaboration
between sectors, and poor knowledge in the rehabilitation
chain regarding the specific needs and challenges of persons
with disabilities (National Department of Health, 2016).
Furthermore, the framework states that appropriate referral
pathways create access to suitable care and these must be
aligned with departmental policy.
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Louw et al. (2018) stated that access to effective rehabilitation
is a basic human right and that rehabilitation has the ability
to economically optimise health outcomes and the overall
quality of life. However, the 20 rehabilitation professionals
(physiotherapists, occupational therapists, SLTs, podiatrists,
rehabilitation managers or directors) who participated in
Louw et al.’s (2018) study stated that, despite the South
African government’s efforts to re-engineer public healthcare,
rehabilitation services at primary healthcare level have not
improved (Louw et al., 2018).

A study on the experiences and challenges faced by
rehabilitation community service therapists within the
South African Public Health Care (PHC) system (Ned,
Cloete, & Mji, 2017) revealed that the conditions at
community healthcare level are particularly difficult as
there is a scarcity of professionals, failures in resource
allocations, as well as overcrowding. A study conducted by
Khoza-Shangase and Mophosho (2018) supported this
finding, specifically stating that there is a shortage of SLTs
working in the public health sector. When referral happens,
in some instances, there are no human resources available
to receive these referrals at the community level (Hussey,
MacLachlan, & Mji, 2017). Premature discharge from
tertiary and secondary levels of care, with referral into the
primary level of care, often creates problems with carryover
of care because of a lack of follow-up between institutions.
Collaboration between the various levels of care would
result in comprehensive insight amongst all stakeholders
in the care chain into contextual issues of disability and
further promote investigations by these stakeholders into
health systems (Ned et al., 2017).

Nearly 20 years since the development of the NRP and
WP6, strides have been made in both the health and
education sectors to implement policy in order to improve
accessibility to all rehabilitation services and thereby
improve the quality of life of children with disabilities
(Department of Basic Education, 2015). Yet, anecdotal
evidence as well as research conducted by the National
Department of Health (2016), Louw et al. (2018) and Ned
et al. (2017) suggests that limited collaboration exists
between these sectors, resulting in continued fragmented
and uncoordinated service delivery.

The main aim of this study was to investigate the perceptions
of SLTs working in the public health and education sectors
in the greater Johannesburg region, about institutional
strengths and weaknesses within service delivery for
children with CP, from birth to 6 years of age. The objectives
were as follows:

e To report on the SLTs’ perceptions about the availability
of services for children with CP in the public health and
education sectors.

e To describe the carryover of rehabilitation of children
with CP between hospitals, clinics and schools.

e To identify the strengths and weaknesses of the referral
pathway for children with CP in the public sector.
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Research methods and design

Study design

A qualitative research design was used. Qualitative research
methods can provide detailed descriptions of the insights of
individuals, useful quotes that bring realism to applied

research, as well as information about how different healthcare
settings operate (Taylor, Bogdan, & DeVault, 2015).

Setting

Participants were recruited from public health and education
institutions in Region A of Johannesburg. Johannesburg was
selected for this study because of its cosmopolitan nature.
Two central hospitals are located in this region. Furthermore,
the first author works as an SLT in this region and had
professional motivation to investigate the research objectives
as they apply to this particular geographic area.

Study population and sampling strategy

A purposive sampling strategy was used for this study.
Qualified SLTs working with children with CP in the public
health (hospitals and Community Health Centres [CHCs])
and education (Learners with Special Educational Needs
[LSENT] schools) sectors were asked to participate (Table 1).
Participants ranged in age from 23 to 65 years, with varying
levels of experience ranging from less than 1 year working
experience to 43 years of experience. Speech-Language
Therapists were included based on the following criteria:

*  Minimum of a 4-year degree in Speech-Language Therapy
or Speech-Language Therapy and Audiology.

* Registered with the Health Professions Council of
South Africa.

e Working in hospitals (tertiary, central and district
hospitals), CHCs and LSEN school settings in the public
sector, in Region A of Johannesburg, Gauteng province.

e Therapists specifically working with children with CP
from birth to 6 years as part of their current caseload, or
within their last 6 months.

All participants met the inclusion criteria. Three therapists
working in the hospitals and five working in the CHCs were
completing their year of compulsory community service.

TABLE 1: Number of speech-language therapists who participated in the study.
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Therapists with more than 10 years” working experience
with children with CP were based at the LSEN schools. This
level of experience did not exist in the hospital and clinic
settings.

Data collection methods

An interview guide was used to conduct semi-structured
interviews with the participants.

Ensuring trustworthiness

The trustworthiness of a study refers to ensuring credibility,
confirmability, dependability, as well as transferability (Elo
etal., 2014). Credibility was achieved through the pilot study
and member checking processes, confirmability through
consultation with colleagues and peers, dependability
through the use of purposive sampling, and transferability
by providing an accurate and honest description of the
research process, context and participants.

Pilot study

A pilot study was conducted to evaluate the feasibility of the
study, specifically the effectiveness and appropriateness of
the interview guide. The guide was developed to address the
research objectives after a comprehensive literature review
was undertaken.

Focus groups and depth-interview

The interviews were conducted in the hospitals, CHCs and
school settings where there was a team of SLTs working
with children with CP. They were conducted at the
therapists” place of work. The therapists working at the
CHCs all travelled to a central CHC to participate in
the focus group. The number of participants in each focus
group ranged from three to eight. All interviews were
conducted in a space free from external noise. The interviews
lasted approximately 30 min — 60 min each. Eight focus
groups were conducted in total, and one individual depth-
interview, where there was only one therapist employed at
the institution. Four of the focus groups and the individual
depth-interview were conducted at the hospitals, one focus
group was conducted at a CHC, and three were conducted
at the schools.

Gauteng region A — Health Number of facilities in Number of facilities

Total number of SLTs Total number of SLTs who Total number of SLTs

and education facilities the region that participated working in the institutions  met the inclusion criteria who participated{
Central hospitals 2 2 48 9 8

Tertiary hospitals 4 2 13 7 4

District hospitals 2 1 4 2 2

CHCs in Johannesburg metro 9 9 8 8 8

rehab}

LSEN schools§ 3 3 10 10 9

Column totals 20 17 83 36 31

SLT, Speech-Language Therapists; LSEN, Learners with Special Educational Needs; CHC, Community Health Centres.

', Speech-Language Therapists who met the inclusion criteria and gave informed consent.

1, Primary Healthcare Facilities include clinics and Community Health Centres (CHCs) of which only CHCs were included in the study (Gauteng Provincial Government, 2018).
§, The schools for Learners with Special Educational Needs (LSEN) in the public sector of the region, who admit children with cerebral palsy presenting with Mild and Moderate Intellectual

Disabilities (MID) (Gauteng Department of Education, 2019) were included in the study.
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Audio recordings

Each participant was required to sign consent for the
interview to be audio-recorded for later transcription and
analysis. Author A listened to the recordings and transcribed
all the interviews verbatim. The abbreviations “‘HT” (Hospital
Therapist), ‘CT’ (Clinic Therapist) and ‘ST” (School Therapist)
were used to protect the participants’ identities.

Data analysis

Thematic analysis using the approach proposed by Braun
and Clarke (2006) (Figure 1) was used in the analysis of the
data.

Ethical considerations

An application was made to Stellenbosch University’s
Health Research Ethics Committee (HREC) for permission
to proceed with the research. The permission was granted
in June 2019 with the HREC Reference number: S19/05/093.
A further request to conduct research at the specified
hospitals, CHCs and LSEN schools was sought and granted.
An information sheet and informed consent form was
given, in person, to each potential participant, explaining
the aim of the research and the research procedure. Only
participants who provided informed consent were
interviewed.

Findings

The findings are summarised in Figure 2. Three major themes
emerged, highlighting institutional shortcomings within
service delivery for children with CP. The circles represent
the relationship between the themes: the lack of resources,
lack of knowledge, and the consequent ‘chasm’. The arrows
represent the cyclic process of how a lack of knowledge
together with weighting, a process of assigning values to
different disabilities based on pre-determined formulas for
the purposes of staffing allocation, entrenches a lack of
resources whilst failures in interdepartmental collaboration
perpetuate a lack of knowledge.

Perceptions of a lack of resources

Time, infrastructure and adequate staffing are the resources
that were identified by the participants as lacking in the
public sector. High caseloads with low staff complements,
accompanied by poor physical infrastructure and time
constraints, resulted in increased frustration levels, low
morale, and a sense of despair amongst the participants. The
sense of defeat stemming from the inadequate current
institutional facilities available for children with CP, such as
the number of therapists in Department of Health (DoH),
LSEN schools, training and stimulation centres (institutions
that provide care and/or education for children with lower
cognitive abilities), and the genuine concern about the lack of
vocational institutions available for these children once they
leave school, was palpable.
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Perceptions of a lack of knowledge

A strained relationship with the Gauteng Department of
Education (GDE), as a bureaucratic collective, was
communicated by most of the participants. The participants
perceived a general lack of wunderstanding by the
administrators at the GDE as to the nature of CP and what
therapeutic interventions are required to ensure the best
possible outcomes for this population. Participants working
in school settings felt that the GDE did not focus on the best
interest of the children with CP during the admissions
process. The perception of the participants was that the GDE
did not appropriately allocate children to specific LSEN
schools, given the children’s cognitive and physical level of
functioning. This constituted an important aspect of the
narrative. Participants conveyed dissatisfaction about several
facets, namely a general lack of consultation from the GDE, a
lack of urgency in LSEN school placement, inappropriate
admissions into LSEN schools hampering the efficacy of the
curriculum, inappropriate admissions into LSEN schools
with weighting scores for learners and the negative
consequences of this on staffing, and the lack of infrastructure.
Participants working in the school setting reported that
inappropriate weighting of learners in LSEN schools
negatively affected the staffing at the school. They stated that
if the schools did not appropriately admit learners with
specific disabilities, they did not achieve the desired child-to-
staff ratio, and this resulted in fewer allocations of therapists
and teachers to schools.

Perceptions of a chasm between the
Department of Health and the Department
of Education

A consistent theme that emerged from the data indicated the
perception of a chasm between the Gauteng Department of
Health (GDH) and the GDE. The participants reported that
this perceived chasm resulted in a belief amongst caregivers
that the ‘transfer into the next stage of life” (HT3) will fail.
Some participants stated that the caregivers experienced
apprehension in leaving the hospital and/or clinic setting
and entering the education system. The participants
expressed that the fear of the unknown accompanied by the
slow process, such as waiting lists at the district-level of the
education sector, resulted in delayed procedures and
reluctance and distrust of caregivers to move their children’s
rehabilitation from the familiar healthcare sector. A further
finding was that there was a desire in hospital, clinic as well
as school-based participants to close this chasm that seems to
exist between the two departments, by creating collaborative,
interdepartmental systems. They were aware that improved
communication between therapists during carryover
procedures will improve handover of the child’s care.

Discussion

Given that CP is a lifelong condition that requires ongoing
intervention to assist the child and family to function in the
most effective way possible (Levitt & Addison, 2019), it is
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Thematic analysis

Author A familiarised herself with the data through the transcription process, as well as through reading and re-reading the transcripts
and field notes. Initial ideas were noted for coding purposes and for possible patterns to start taking shape.

Author A began to generate initial codes by listing ideas and interesting characteristics of the data in a logical way across the complete
data set. This allowed for the data to be organised into meaningful groups for themes to develop.

Author A then began searching for themes by means of the codes that had been collated. The codes were sorted into potential themes.
These codes were applied to specific relevant participant quotations that were identified and extracted and sorted into the identified
themes. The relationship between codes, between themes, and between different levels of themes (main themes and subthemes) was
identified.

Author A reviewed the themes by checking that the themes worked in relation to the coded extracts and entire data set. A refinement of
the themes took place, by ensuring that the data within the themes cohered meaningfully, with distinct differences between the different
themes. Author A then discussed these themes with Author B for further refinement.

Author A defined and named the themes by refining the specifics of each theme and analysing the data within them. By determining the
fundamental nature of what each theme was about, as well as deciding what aspect of the data each theme characterised, Author A
defined and refined the data. Author A then identified a story within each theme in order to retell the broader story about the overall data
obtained. This story was reviewed by Author B for trustworthiness.

<

Phase 6:

Author A produced the resulting analysis and write-up of the study once a set of completed themes had been established. Author A
attempted to tell the complicated story of the data in a manner that will convince the reader of the merit and validity of the analysis.
Author B reviewed this process and provided feedback.

Since Author A is working as a SLT at an LSEN school for learners with CP in Region A of Johannesburg, it was important to reflect on her
views and experiences through continuous reflection (epoché). This was an attempt to help her identify the perceptions of the
participants and their meaning. A further effort to make sure that the findings described the participants’ perceptions was through
member checking. A summary of the research findings was emailed to the participants to report on their accuracy, and to indicate
whether the findings resonated with their experiences. Fourteen participants responded to this request, that included a reminder email.
The participants indicated no disagreement regarding the findings of the study. Three responses were from HTs working at a tertiary

hospital and one was from an HT working at a district hospital. Two responses were from

SLT, Speech-Language Therapists; LSEN, Learners with Special Educational Needs; HT, Hospital Therapist; CP, cerebral palsy.

FIGURE 1: Thematic analysis as proposed by Braun and Clarke (2006).

paramount that governments provide adequate staffing and
infrastructure within public hospitals, clinics and schools.
Yet, the provision of specialised facilities with adequate staff
for this population is an ongoing challenge in South Africa.
Not all healthcare and educational facilities equally
accommodate the varied needs of children with CP. Without
sufficient and appropriate facilities, therapists are often
unable to refer children to a facility where their specific needs
will be met. Johannesburg, being home to the largest
cosmopolitan population in the country (Statistics South
Africa, 2016), is one of the most resourced regions in the
country. The insights gained through this study into
difficulties in departmental collaboration, communication
and handover, are thus noteworthy.

The participants in our study reported that interinstitutional
collaboration assists in the mitigation of therapeutic
regression of each child that can occur because of handover
from one institution to the next. Where given the
opportunity, relationships between participants at different

http://www.sajcd.org.za . Open Access

institutions in Gauteng Region A have been created,
attesting to a sense of agency amongst these therapists.
However, administrative hurdles in the provincial DoH and
the DoE made it difficult for collaborative interinstitutional
relationships to develop.

Each child with CP is unique and this highlights the
importance on the referral process from one rehabilitation
institution to the next. There was an overwhelming sense of
frustration amongst participants in both the provincial
health and education sectors that highlighted a desperate
need to address the lack of communication between these
two sectors. According to the National Department of
Health’s Framework and Strategy for Disability and
Rehabilitation Services in South Africa (National Department
of Health, 2016), rehabilitation should be decentralised and
begin as early as possible and should extend from
community to tertiary and specialised rehabilitation levels.
The frustration amongst the participants resonates with
the findings of Watermeyer, Penn, Scott and Seabi (2019)
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@ ‘I think they [SLTs] are doing the best they can under the circumstances. You
can't expect to make a huge difference if you can only see a child once in three
months. So, | think they're all really trying their best under terrible
circumstances, but it's definitely not enough. It's definitely, definitely not
enough. But not due to their wrong-doing, but because of the system. It's just
too overwhelming.’ (ST18)

@ ‘... because they [central and tertiary hospitals] have the staff
complement, there can be better processes and bigger projects

@ ‘I think getting people from Department of Health and
Department of Education sitting down and saying let's
develop the link between the two and not have Health
this side, Education that side. But a middle point with

@ ‘The gap between Health and Education is so big, it
shouldn't be that big. Our patients go from here [Health],
we've taken care of them, now please can you help us and
carry on this treatment? There's no communication and at
the end of the day both play such an important role...the
gap between Education and Health must be closed...” (HT11)

@ ‘... our main focus from the year of five to the year of six
years old is making sure that they [patients] try get into a
school. A lot of issues we have is the moms’ perceptions of
schools and centres for CP, and a lot of them will out-right
refuse to take their child because they don't trust...they trust
that no one else knows this child as well as they do and they
refuse.” (HT3)

@ ‘... the Department of Education often won't accept our
suggestion and um, we end up keeping the kids, even if
they're not correctly placed here. [LSEN School]’ (ST1)

Lack of resources

The Chasm

Lack of communication©

Lack of knowledge

Lack of consultation®

Inappropriate LSEN
School placement

@ ‘... so if they [patients] had therapy closer to home,
where they can get more regular therapy, that
would be ideal, ya. Open a school that side of the
world, please!’ (HT2)

@ ‘... but then after that, what in society, where in society are
they [children] supposed to fit in? Because there’s no camps
[vocational facilities] that have been made available to
them...you see them as children but what kind of adult life

coming out of the woodwork, but most facilities are like ours. |nfrastructure® are they going to have at this stage?" (ST5)
We're quite understaffed for the caseload that we support, and
I think that affects the quality of therapy that we give...” (HT3) Staffing©

@ ‘Our biggest concern is the waiting lists. The waiting lists
from here [Health] to the Department of Education. We're
not happy, so that's why we decided to keep the patients
until they are placed in a school or until they receive the
care they need.’ (CT2)

people who are eager on actually developing that...
I think that would be a good starting point.” (HT7) @ Waiting |i$t$® Weightlng
Poor inter- mental
00 te depart enta . ® ‘The Department of Education needs to realise the
collaboration Distrust

importance of therapists and do their weighting properly
when they weight those learners. We've been fighting this
for years and years and years to get a proper weighting to
get a proper establishment, so we can have more therapists,
and we have had no results whatsoever.” (ST1)

@ ‘I mean, you don't get feedback. You almost have to fight or
burn a building down to get a response [from district].” (ST6)

(® ‘One mum said it's like going there [district] and like
speaking to an answering machine, as in hello, leave a
message, goodbye.” (HT4)

‘But the severe intellectually disabled children would be at the
school that caters for them, and there are many SID [Severe
Intellectual Disability] schools that have correct programmes
for them. So...we [a Mild/Moderate Intellectual Disability
school] currently have a lot of children that are incorrectly
placed here by the Department of Education.” (ST1)

SLT, Speech-Language Therapists; LSEN, Learners with Special Educational Needs; HT, Hospital Therapist; CT, Clinic Therapist; ST, School Therapist.

FIGURE 2: Visual representation of research data obtained through thematic analysis.

difficulties with communication in

decentralised tuberculosis care. It seems that when

regarding

communication between healthcare, education institutions
and administrative entities fails, responsibility for
communication and continuity of care is unduly shifted
onto the patient or caregiver (Watermeyer et al., 2019). As
reported by some of the participants, the therapists are
often excluded from the school admissions process because
of procedures that rely on the simplified classification of
cognitive abilities of each child, from a limited group of
medical professionals, signifying a medical model approach.
Yet, the Department of Basic Education (2014) specifically
states that the medical assessment on its own must not be
used to make decisions about admission to a special school.
The assessment should be conducted by all the relevant
professionals. Without in-depth diagnostic assessments
performed by rehabilitation professionals, it is unsurprising
that inappropriate school placements for children with CP
are common. The SLT’s specialised understanding of a
child’s communication difficulties and other associated
complications in the management of CP should not be
overlooked in the referral process. Procedural review and
reform at the GDE could be instrumental in removing
barriers to interprofessional communication and ensuring
that rehabilitative gains made at hospital and clinic-level
are carried over reliably into the therapeutic environment at
LSEN schools in the province. Furthermore, a consultative
process with rehabilitation professionals, including SLTs,
occupational therapists, physiotherapists, as well as
educational psychologists working at LSEN schools,
could substantially reduce the incidence of inappropriate
admissions.

http://www.sajcd.org.za . Open Access

Failure to place children into schools where the existing
resources and infrastructure are aligned with the specific
needs of the child, placed enormous strain on the participants.
Participants reported that feedback that suggested a particular
school was not a suitable placement for specific children with
CP was often met with resistance by the GDE. According to
the guidelines of the Department of Basic Education (2014)
appropriateness of placement should be reviewed annually
or at least every 2 years. The reason why the GDE appears to
act in a manner contrary to this departmental policy was not
investigated in this study. The overall effect of this perceived
lack of understanding seems to be that there is an
inappropriate distribution of resources, a lack of direction in
the establishment of new infrastructure, and the destruction
of the existing cohesive elements within the system.

The participants perceived a gap in communication between
the DoH and the DoE in the referral process of children with CP
from the hospital or clinic setting, into the school environment.

The findings of this study suggest that a cohesive plan
needs to be formulated and executed to bridge this chasm,
and to facilitate communication, collaboration, education,
as well as resource-sharing between the two departments.
Bidirectional communication enabled by a cohesive plan
may improve the referral pathway and result in improved
handover and carryover of therapeutic strategies into
appropriate LSEN schools, preventing children from ‘falling
through the cracks’ (HT8). This will also assist caregivers in
making the transition from the health setting into the
education setting and thus improve their trust in the
‘system” and individual institutions.
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Therapists who deliver services to clients and families can
and should be actively part of or even initiate and drive such
planning. Rather than assuming a position of reliance on
higher level administrative divisions for reforms and
plans, rehabilitation professionals should confidently and
assertively fulfil their advocacy role within the healthcare and
education systems. The multidisciplinary rehabilitation team
possess a wealth of knowledge and skills. Speech-Language
Therapists are valuable as experts in communication and may
develop, monitor and evaluate communication processes.

Strengths and limitations

As qualitative research is focused on attaining in-depth
understanding of the perceptions of participants, the
number of participants is necessarily limited. The limited
sample size of 31 participants forming eight focus groups
was, however, representative of the region under
investigation, as many therapists approached via the
purposive sampling strategy agreed to participate (31 out of
36). This yielded good insight into the perceptions of the
participants with data saturation being achieved, giving
credence to the findings. However, conclusions about the
perceptions, practices and procedures of therapists working
in other parts of the province and country should not be
drawn.

Recommendations

As the GDE is responsible for placing children in schools,
further research should be conducted at the administrative
district level of the GDE to further investigate the perceived
chasm between the provincial departments of health and
education. With the insights obtained from such an
investigation, further recommendations can be made for the
implementation of improved communication procedures
and strategies between sectors and institutions. This
communication needs to be bidirectional and create
opportunities for the GDE to inform the GDH of the services
available in LSEN schools, and for the GDH to be able to
share relevant referral information about a child, when
assisting with school placement. This communication should
be conducted in a manner that fosters trust.

Although the study was set out to investigate the (dis)
continuity of speech-language therapy services for children
with CP in the public sector specifically, the results
highlighted that some of the contributing factors fall outside
the direct purview of SLTs. Further research could include
investigating the perceptions of the doctors making
diagnoses and referring to the educational districts for
LSEN school placement. Their perceptions of the various
LSEN schools and motivations for recommending one
school as opposed to another can further increase
understanding and possible improvement of the referral
process.

Lastly, further investigations similar to the current study
should be conducted in other provinces, as well as with other
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health professionals such as physiotherapists and occupational
therapists, to establish whether there are correlations with the
findings of the current study.

Conclusion

Cerebral palsy is a lifelong condition that requires ongoing
intervention. It is therefore paramount that governments
should provide adequate staffing and infrastructure within
public hospitals, clinics and LSEN schools. Each child with
CP is unique, which reinforces the importance of the referral
process from one institution to the next. By far, the most
prominent theme which emerged was the perceived chasm
between the health and education sectors with regard to
communication rehabilitation. Carryover of therapeutic goals
and strategies within the referral pathway is negatively
affected by a general lack of communication, collaboration
and resource-sharing between the two departments. There is
also little relationship between the SLTs working in the public
health sector and those working in the education sector.

Acknowledgements

We are grateful to the participants in this study for their honest
contributions to this work. To our editor, Lilané Joubert, thank
you for your technical acumen and valuable recommendations.
The authors would like to thank the reviewers for taking the
time to read and critique our manuscript. Their valuable
insight has strengthened this study.

Competing interests

The authors declare that they have no financial or personal
relationships that may have inappropriately influenced them
in writing this article.

Authors’ contributions

Both M.L. and B.G. conceptualised the study together. M.L.
completed the study as part of her thesis for her Master’s
qualification and B.G. acted as their research supervisor.
M.L. orchestrated and compiled the manuscript, whilst B.G.
reviewed the manuscript and provided suggestions and
contributions.

Funding information

We acknowledge the financial assistance received for this
study from the Harry Crossley Foundation.

Data availability

Data available on request because of privacy and ethical
restrictions. The data that support the findings, the original
transcripts of the conducted interview and focus groups,
of this study are available only on request from the
corresponding author, M.L., should compelling reasons be
provided. The transcripts are not publicly available because
of restrictions, in that they contain information that could
compromise the privacy of research participants.



http://www.sajcd.org.za

Disclaimer

The views and opinions expressed in this article are those of
the authors and do not necessarily reflect the official policy or
position of any affiliated agency of the author.

References

Braun, V., & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research
in Psychology, 3(2), 77-101. https://doi.org/10.1191/1478088706qp0630a

Department of Basic Education. (2014). Guidelines to ensure quality education and
support in special schools and special school resource centres to support inclusive
education. Department of Basic Education. Retrieved from https://www.
education.gov.za/Portals/0/Documents/Policies/Inclusive%20Education/
GUIDELINES%20FOR%20SPECIAL%20SCHOOLS%20REVISED%202014%20(1).
pdf?ver=2014-05-12-053911-000

Department of Basic Education. (2015). Report on the implementation of education
White Paper 6 on inclusive education. Retrieved from https://static.omg.org.
za/1603080overview.pdf

Department of Education. (2001). Special needs education, building an inclusive
education and training system (Education White Paper No. 6). Pretoria: ELSEN
Directorate, Department of Education.

Department of Social Development. (2009). Annual report (2009/2010). Department
of Social Development. Retrieved from https://www.gov.za/sites/default/files/
gcis_document/201409/dsd-annual-report-2010v2.pdf

Elo, S., K&aridginen, M., Kanste, O., Polkki, T., Utriainen, K., & Kyngds, H. (2014).
Qualitative content analysis: A focus on trustworthiness. Sage Open, 4(1), 1-10.
https://doi.org/10.1177/2158244014522633

Gauteng Department of Education. (2019). Gauteng Department of Education list of
schools for children with special needs. Gauteng Department of Education.
Retrieved from https://www.sachild.co.za/category/special-needs-schools

Gauteng Provincial Government. (2018). Gauteng provincial government: Hospitals
and clinics. Retrieved from http://www.gauteng.gov.za/pages/index.aspx

Hussey, M., MaclLachlan, M., & Miji, G. (2017). Barriers to the implementation of the
health and rehabilitation articles of the United Nations convention on the rights of
persons with disabilities in South Africa. International Journal of Health Policy and
Management, 6(4), 207-218. https://doi.org/10.15171/ijhpm.2016.117

Khoza-Shangase, K., & Mophosho, M. (2018). Language and culture in speech-
language and hearing professions in South Africa: The dangers of a single story.
South African Journal of Communication Disorders, 65(1), a594. https://doi.
org/10.4102/sajcd.v65i1.594

Page 8 of 8 . Original Research

Levitt, S., & Addison, A. (2019). Treatment of cerebral palsy and motor delay (6th
edn.). Wiley Blackwell. Retrieved from https://onlinelibrary.wiley.com/doi/
book/10.1002/9781119373902

Louw, Q., Grimmer, K., Dizon, J.M., Machingaidze, S., Parker, H., & Ernstzen, D. (2018).
Building capacity in primary care rehabilitation clinical practice guidelines: A
South African initiative. Health Research Policy and Systems, 16(1), 96. https://
doi.org/10.1186/s12961-018-0368-z

Munnik, E., & Smith, M. (2019). Contextualising school readiness in South Africa:
Stakeholders’ perspectives. South African Journal of Childhood Education, 9(1),
a680. https://doi.org/10.4102/sajce.v9i1.680

National Department of Health. (2016). Framework and strategy for disability and
rehabilitation services in South Africa 2015-2020. National Department of Health.
Retrieved from  http://www.health.gov.za/index.php/2014-03-17-09-09-38/
strategic-documents/category/266-2016-str?download=1569:framework-and-
strategy-final-print-ready-2016

Ned, L., Cloete, L., & Mji, G. (2017). The experiences and challenges faced by
rehabilitation community service therapists within the South African primary
healthcare health system. African Journal of Disability, 6(0), a311. https://doi.
org/10.4102/ajod.v6i0.311

Office of the Deputy President. (1997). Integrated national disability strategy [White
Paper]. Office of the Deputy President. Retrieved from https://www.gov.za/sites/
default/files/gcis_document/201409/disability2.pdf

Rosenbaum, P., Paneth, N., Leviton, A., Goldstein, M., & Bax, M. (2006). A report: The
definition and classification of cerebral palsy April 2006. Developmental Medicine
& Child Neurology, 49(s109), 8-14. https://doi.org/10.1111/j.1469-8749.2007.
thb12610.x

Rule, S., Lorenzo, T., & Wolmarans, M. (2006). Community based rehabilitation:
New challenges. In B. Watermeyer, L. Swartz, T. Lorenzo, M. Schneider &
M. Priestley (Eds.), Disability and social change: A South African agenda
(pp. 273-290). Cape Town: HSRC Press.

Statistics South Africa. (2016). Community survey 2016. Retrieved from http://cs2016.
statssa.gov.za/

Taylor, S.J., Bogdan, R., & DeVault, M. (2015). Introduction to qualitative research methods:
A guidebook and resource (4th edn.). John Wiley & Sons, Inc. Retrived from https://
www.wiley.com/en-za/Introduction+to+Qualitative+Research+Methods%3A+A+Gui
debook+and+Resource%2C+4th+Edition-p-9781118767214

Vos, R.C., Becher, J.G., Ketelaar, M., Smits, D.-W., Voorman, J.M., Tan, S.S., ... Dallmeijer,
A.J. (2013). Developmental trajectories of daily activities in children and
adolescents with cerebral palsy. Pediatrics, 132(4), €915-e923. https://doi.
org/10.1542/peds.2013-0499

Watermeyer, J., Penn, C., Scott, M., & Seabi, T. (2019). Bench, bed and beyond:
Communication and responsibility in decentralised tuberculosis care. Health SA
Gesondheid, 24, a1208. https://doi.org/10.4102/hsag.v24i0.1208

http://www.sajcd.org.za . Open Access



http://www.sajcd.org.za
https://doi.org/10.1191/​14780887​06qp063oa
https://www.education.gov.za/Portals/0/Documents/Policies/Inclusive%20Education/GUIDELINES%20FOR%20SPECIAL%20SCHOOLS%20REVISED%202014%20(1).pdf?ver=2014-05-12-053911-000
https://www.education.gov.za/Portals/0/Documents/Policies/Inclusive%20Education/GUIDELINES%20FOR%20SPECIAL%20SCHOOLS%20REVISED%202014%20(1).pdf?ver=2014-05-12-053911-000
https://www.education.gov.za/Portals/0/Documents/Policies/Inclusive%20Education/GUIDELINES%20FOR%20SPECIAL%20SCHOOLS%20REVISED%202014%20(1).pdf?ver=2014-05-12-053911-000
https://www.education.gov.za/Portals/0/Documents/Policies/Inclusive%20Education/GUIDELINES%20FOR%20SPECIAL%20SCHOOLS%20REVISED%202014%20(1).pdf?ver=2014-05-12-053911-000
https://static.pmg.org.za/160308overview.pdf
https://static.pmg.org.za/160308overview.pdf
https://www.gov.za/sites/default/files/gcis_document/201409/dsd-annual-report-2010v2.pdf
https://www.gov.za/sites/default/files/gcis_document/201409/dsd-annual-report-2010v2.pdf
https://doi.org/10.1177/2158244014522633
https://www.sachild.co.za/category/special-needs-schools
http://www.gauteng.gov.za/pages/index.aspx
https://doi.org/10.15171/ijhpm.2016.117
https://doi.org/10.4102/sajcd.v65i1.594
https://doi.org/10.4102/sajcd.v65i1.594
https://onlinelibrary.wiley.com/doi/book/10.1002/9781119373902
https://onlinelibrary.wiley.com/doi/book/10.1002/9781119373902
https://doi.org/10.1186/s12961-018-0368-z
https://doi.org/10.1186/s12961-018-0368-z
https://doi.org/10.4102/sajce.v9i1.680
http://www.health.gov.za/index.php/2014-03-17-09-09-38/strategic-documents/category/266-2016-str?download=1569:framework-and-strategy-final-print-ready-2016
http://www.health.gov.za/index.php/2014-03-17-09-09-38/strategic-documents/category/266-2016-str?download=1569:framework-and-strategy-final-print-ready-2016
http://www.health.gov.za/index.php/2014-03-17-09-09-38/strategic-documents/category/266-2016-str?download=1569:framework-and-strategy-final-print-ready-2016
https://doi.org/10.4102/ajod.v6i0.311
https://doi.org/10.4102/ajod.v6i0.311
https://www.gov.za/sites/default/files/gcis_document/201409/disability2.pdf
https://www.gov.za/sites/default/files/gcis_document/201409/disability2.pdf
https://doi.org/10.1111/j.1469-8749.2007.tb12610.x
https://doi.org/10.1111/j.1469-8749.2007.tb12610.x
http://cs2016.statssa.gov.za/
http://cs2016.statssa.gov.za/
https://www.wiley.com/en-za/Introduction+to+Qualitative+Research+Methods%3A+A+Guidebook+
and+Resource%2C+4th+Edition-p-9781118767214
https://www.wiley.com/en-za/Introduction+to+Qualitative+Research+Methods%3A+A+Guidebook+
and+Resource%2C+4th+Edition-p-9781118767214
https://www.wiley.com/en-za/Introduction+to+Qualitative+Research+Methods%3A+A+Guidebook+
and+Resource%2C+4th+Edition-p-9781118767214
https://doi.org/10.1542/peds.2013-0499
https://doi.org/10.1542/peds.2013-0499
https://doi.org/10.4102/hsag.v24i0.1208

	A chasm: Consequences of poor collaboration between health and education in paediatric cerebral palsy care in Johannesburg
	Introduction  
	Research methods and design 
	Study design 
	Setting
	Study population and sampling strategy 
	Data collection methods 
	Ensuring trustworthiness 
	Pilot study 
	Focus groups and depth-interview 
	Audio recordings 

	Data analysis 
	Ethical considerations

	Findings 
	Perceptions of a lack of resources 
	Perceptions of a lack of knowledge 
	Perceptions of a chasm between the Department of Health and the Department of Education 

	Discussion
	Strengths and limitations 
	Recommendations

	Conclusion
	Acknowledgements 
	Competing interests 
	Authors’ contributions 
	Funding information 
	Data availability 
	Disclaimer 

	References 
	Figures
	FIGURE 1: Thematic analysis as proposed by Braun and Clarke (2006).
	FIGURE 2: Visual representation of research data obtained through thematic analysis.


	Table
	TABLE 1: Number of speech-language therapists who participated in the study.


