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1. Statistics – The prevalence of Cerebral 
Palsy in South Africa

Cerebral Palsy (CP) is considered to be the single 
largest cause of childhood disability worldwide.1

However, it is diffi  cult to estimate the number 
of children with CP in South Africa (SA) as the 
assessment and diagnosis of CP is a complex and 
contested area. The global prevalence of CP is 
between 0.2 and 0.3 percent: in Australia the crude 
prevalence of CP is 2 to 2.5 per 1000 live births,2 in 
Sweden it is 2.18 per 1000 live births.3 Unfortunately 
very little is known regarding the prevalence of CP 
in developing countries. Two South African studies 
(2002) indicated high prevalence rates for CP, 
between 1.0 percent4 and 8.0 percent5, but there is 
no more recent data. The CP Association of Eastern 
Cape, based in Port Elizabeth, estimates that one 
out of every 400 babies born each year present with 
CP (giving an estimate of 2 200 children diagnosed 
with CP annually in SA).6 There is evidence that the 
occurrence of CP is increasing due to the survival 
of low birth weight and vulnerable premature 
babies (before 40 weeks), linked with the goal of 
reducing infant mortality rates.7

2. Main causes of CP – A lack of early 
identifi cation and intervention is a major 
challenge 

CP results from damage to the developing brain in 
children less than fi ve years of age. Every child with 

CP is unique and presentation depends on the type 
and timing of the injury, which can take place either 
before birth (prenatal), during birth (perinatal) or 
after birth (postnatal). Current research in well-
resourced countries indicates that the majority of 
CP is due to the same prenatal causes that are found 
in developing countries (i.e. maternal infections). 
Research has also established that there is genetic 
susceptibility in some cases. 8In South Africa causes 
can be perinatal (i.e. asphyxia or lack of oxygen 
during delayed or complicated labour, infections 
frequently tuberculosis meningitis associated with 
HIV) and postnatal (i.e. uncontrolled epilepsy, head 
injuries, near drowning). 

Dr Barbara Laughton,9 in describing the causes 
of CP10 emphasises that the diagnosis of CP is 
complicated. Assessment and diagnosis rely on 
specialised medical and rehabilitation personnel, 
usually not available in resource-constrained 
public health settings in SA. Confi rmed diagnosis 
is usually made after the age of two years and 
thus these children are not accounted for in 
the statistics of birth outcomes. In addition, the 
number of children aff ected varies as a function 
of the quality of medical care before birth, at birth 
and after birth. Furthermore, several other medical 
conditions present with abnormal postural tone11 

at birth.12 “The neurological lesion causing CP is 
static, but the clinical condition changes over time. 
CP has a wide clinical spectrum with a number 
of aetiologies (causes). It is not suffi  cient just to 
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identifi cation, eff ective referral pathways and practical ways to ensure that skills and insights are fostered and 
resources made available in a way that encourages and supports the inclusion of ALL children with disabilities 
within their communities and families. 
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make a diagnosis of CP; the term needs further 
qualifi cation by a more detailed description of the 
clinical condition. There are diff erent types of CP, 
ranging in severity and associated with a variety of 
problems. Doctors at primary and secondary level 
often feel inadequate, due to the complex and 
diverse nature of the CP cases and their associated 
problems.” 13

Premature or low birth weight (LBW) babies 
born in rural hospitals seldom have access to 
neonatal intensive care units and do not receive 
the required specialised care due to understaffi  ng 
and inexperience of health staff . Those that survive 
with neuro-developmental complications could 
result in CP.14

The lack of early diagnosis and intervention may 
result in a high prevalence of children with CP 
becoming more severely disabled over time. CP 
is typically not being diagnosed early enough 
in SA, even when there are prenatal, perinatal 
and postnatal risks that would warrant early 
intervention.15 The late identifi cation of children 
with disability may (in the past) have been related 
to cultural beliefs and negative societal attitudes 
which led to rural families hiding their CP children 
from the community.16 Now, however with access to 
social grants, a disabled child is seen as a potential 
source of income. Usually caregivers of children 
with CP only take them for assessment when they 
notice delays in age-appropriate development 
milestones e.g. sitting, walking, when severe 
feeding problems are experienced, or when they 
are unable to go to school.

3. Package of CP services at rural Primary 
Health Care facilities and district hospitals 

It is estimated that 38% of the population of SA 
live in rural communities.17 The current process 
of health care reform aims at strengthening the 
health system by re-engineering Primary Health 
Care (PHC) through the introduction of ward-based 
outreach teams, school health services and district 
specialist teams.18 Presently the District Health 
System consists of PHC facilities (clinics, community 
health care centres) and hospitals (district, regional, 
tertiary).19 Rehabilitation professionals/therapists 
(i.e. physiotherapist, occupational therapist, 
speech therapist, audiologist) are employed at 
hospital level and are mandated to do outreach 
to PHC facilities. Nine provincial rehabilitation 
programme managers are appointed to oversee 
the district rehabilitation services. It appears that 
posts for district rehab co-ordinators are only 
fi lled in fi ve provinces: Eastern Cape, Free State, 
Gauteng, KwaZulu-Natal and the Western Cape.20 

Data relating to rehab post provisioning is diffi  cult 
to access nationally and provincially and there is 
unfortunately no rural /urban disaggregation. 

In SA there is a serious shortage of  therapists 
employed in the public sector,  in 201221 the 
total 2 170 rehabilitation therapists gave an 
overall ratio of 2.4 occupational therapists 
and 2.66 physiotherapists per 100 000 sector 
population.22 The global therapist ratios per 
population, calculated in resourced countries, are 
not applicable to the situation in SA. In addition, 
in rural SA this is compounded by the lack of CP 
training and the undergraduate level of therapists. 
As CP is a complex condition23 it is recommended 
that therapists working with children with CP 
should be Neuro Developmental Therapy (NDT) 
trained. The SA Neuro Developmental Therapy 
Association off ers postgraduate training to all allied 
health professionals, however, the duration, and 
cost of the weeks-long training, in terms of leave 
and fi nances, is often an insurmountable barrier to 
most junior rural therapists.

Ideally assessments of children with CP should be 
done by a multi-disciplinary team consisting of a 
medical doctor (assessment, diagnosis, medication, 
surgical intervention), occupational therapist, 
physiotherapist, speech therapist, audiologist, 
dietician (feeding, growth monitoring), social 
worker (grants, counselling) and psychologist. Photo by Sarah Rule (CREATE)
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Access to CP services at the district hospital 
depends entirely on the available medical and 
rehabilitation service and skills in a particular area 
and this varies between provinces. Usually rural 
communities do not have experienced medical 
and therapeutic staff  trained in the assessment 
and management of CP. “The management (of CP) 
is aimed at minimising the progressive deformity, 
improving the child’s functional outcome and 
managing the associated problems.”24

CP clinics are held at district hospitals, managed by 
therapists and assistants. Although some provinces 
(e.g. Mpumalanga) have protocols for treating 
children with CP, the organisation of these clinics 
varies according to availability of rehab staff  and 
there is little standardisation. The concept of Block 
Therapy for CP children has been used extensively 
at rural district hospitals in the Eastern Cape and 
Limpopo.25 

The majority of children with CP who access public 
service hospitals have multiple and complex 
impairments – e.g. cognitive, motor and visual 
impairments, together with epilepsy. Many children 
with CP also have particular sensory impairments. 
Thus, delivering an eff ective service that addresses 
all the child’s needs poses a real challenge to 
rehabilitation departments.26

4. Shortcomings of the PHC model in terms 
of a rural CP service 

Shortcomings of a rural CP service relate to:
The PHC model is not inclusive of disability 
rehabilitation services.27 Disability is not seen as 
a crosscutting issue that should be considered 
in all vertical programmes. This impacts as 
children with disabilities (developmental delays, 
CP) are not integrated into health programmes.
Prevention of impairments in young children 
are not prioritised: “The prevention of CP is 
not emphasised, high-risk babies are often 
not monitored, and parents are not given 
information. In addition, at neonatal meetings 
the link between decreasing childhood 
mortality and increasing childhood morbidity is 
not addressed”.28

Lack of emphasis on early identifi cation and 
intervention of at risk-babies and children 
results in ineff ective developmental screening 
using the Road-to Health Chart and poor 
referral and follow-up of at-risk babies at High 

Risk Baby Clinics29. 
 Lack of a good initial assessment by a medical 

practitioner and specialised medical care as 
the average doctor has little experience in 
dealing with children with CP. This results in 
medical complications being overlooked or 
not adequately treated, e.g. refl ux, very severe 
spasticity, epilepsy. 
There is a shortage of human resources (i.e. 
rehabilitation therapists and assistants) at 
primary and secondary level. For example, the 
situation in the Eastern Cape is as follows: “We 
have 130 000 people in our catchment area: 
87 CP children receive regular treatment, but 
there are probably 100 altogether. We have 2 
employed physiotherapists, 1 speech language 
therapist, 2 occupational therapists and 1 
volunteer physiotherapist. There are no other 
services in our area, except for the annual week 
visits from Malamulele Onward.”30

There is a lack of specifi c CP training of 
rehabilitation professionals at University level. 
Junior rehabilitation therapists lack expertise 
in assessing and managing. “There are very 
few CP workshops where therapists/assistants 
can upgrade their skills, except for the Neuro 
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Development Training (NDT) courses.   The 
2-week long Malamulele Onward “Introduction 
to CP” is a wonderful new opportunity and 
very much needed.   However, obtaining funds 
from DoH is very diffi  cult, and even though 
aff ordable, the travel and accommodation costs 
can quadruple the overall costs.”32

 Structural constraints result in therapists 
working in silos and not in multi-disciplinary 
teams.  

 Lack of identifi cation of specifi c goals 
determined by the caregiver and the 
rehab professional (therapist) may result in 
subsequent treatment sessions being vague, 
especially if there are a number of therapists or 
therapy assistants.  The reality is that a diff erent 
therapist may see a child with CP on each 
occasion and there is a lack of continuity and 
follow through.

 There is poor management of postural control 
of children with CP due to a lack of budget for 
assistive devices. Some children with CP may 
receive a wheelchair but very few obtain the 
correct buggies to ensure good postural control.  
Many diff erent low cost chairs and sidelyers can 
be made but often a busy department does 
not have the time to do this, and some of the 
materials are diffi  cult to procure. 

 No rehabilitation services for CP children after 
6-years of age.

5. Strategies to support rural caregivers of 
children with CP

In response to the current situation described 
above, three organisations have over the past fi ve 
years developed community-based caregiver-
training packages, appropriate for rural caregivers 
for children with disability (often CP), which require 
a good support structure to facilitate opportunities 
to improve access to services, care and possibly 
education: 

1. Malamulele Onward (MO) based in 
Johannesburg provides specialised therapy 
services (physiotherapy, occupational therapy, 
speech therapy, audiology) to children with CP 
through outreach projects in eleven specifi c 
sites in underserved rural areas in Limpopo, 
Eastern Cape, KwaZulu-Natal and Lesotho. 
The caregivers are trained how to continue 
the programme at home and equipment 
and assistive devices are provided. Selected 

children from these outreach sites also attend 
residential two-week blocks of intensive goal-
directed therapy and caregiver training at the 
MO centre in Johannesburg. In response to the 
growing number of new children at each of the 
sites and the caregivers’ need for information 
and basic handling skills, a parent carer-
training programme was initiated in 2012. Two 
parents/caregivers from each site have been 
trained to run a series of fi ve workshops for 
new parents in their communities. In addition, 
a two-week training programme for mid-level 
workers and therapy assistants working at the 
sites is being run. More information is available 
from Dr Gillian Saloojee: www.cpchildren.org.

2. Hambisela Parent/Caregiver Programme based 
in Port Elizabeth was founded by the Cerebral 
Palsy Association Eastern Cape and focuses on 
providing support and training to empower 
parents/caregivers of children with CP to enable 
a better quality of life. A separate programme 
empowers and equips therapists to enable 
them to provide a more holistic approach to 
therapy and support of children and families 
aff ected by CP. The Hambisela Manual is being 
used throughout SA and internationally. More 
information is available from Ms Elna van der 
Ham www.cerebralpalsy.org.za.

3. The Parents’ Guidance Centre (PGC) 
REAKGONA based at Gelukspan Hospital in 
the North West Province has been training 
caregivers of children with CP for 30 years. 
The aims are to assist mothers/caregivers to 
understand the meaning of CP and to enhance 
acceptance by providing information and 
skills in order to stimulate the child, facilitate 
childhood development and independence by 
providing appropriate assistive devices. More 
information is available from Ms Undine Rauter 
koinia@telkomsa.net.

The training of primary caregivers to provide 
appropriate intervention to children with CP, as 
prioritised by these three examples, not only 
addresses the chronic shortage of rehabilitation 
therapists and assistants in rural SA, but also 
allows us to consider more deeply the viability 
of utilising community resources in the delivery 
of disability rehabilitation services, nationally. 
While it is acknowledged that more eff ort 
needs to be put into the collection of accurate 
quantitative data, there is compelling evidence 
in the qualitative stories and narratives collected 
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thus far, of the impact that caregiver-training has 
on the quality of life of children with CP living in 
rural areas. These lessons must be considered in 
conjunction with  strategies that aim to address 
identifi ed shortcomings and which, collectively, 
should ensure that the rights of rural children with 
developmental delays to access health and social 
services, is not compromised.

An international group has recently been launched 
(working-in-community-children-cerebral-
palsy@knowledge-gateway.org) in order to 
share experiences of working with CP in diff erent 
countries. Perhaps this is an opportunity for us as 
change agents for CP to share stories and build 
evidence that can lead to meaningful change for 
rural children.
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