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Cerebral Palsy Association (Eastern Cape)

The Cerebral Palsy Association (Eastern Cape) was established in Port Elizabeth, in 1955. The primary
mission of the Association is to encourage, assist and care for all persons affected by cerebral palsy,
and assist them to attain their maximum potential and independently integrate into the community.
The Association is a registered NonProfit Organisation, and is affiliated to the National Association
for Persons with Cerebral Palsy in South Africa.

The Associatbn presently operates from its own premises in Port Elizabeth. It has a permanent
staff of three part -time and five full -time employees, ably assisted by a network of volunteers. The
Association is directed by an Executive Management Committee of 12 membes, who are elected
bi-annually and serve on a voluntary basis.

Funders

Hambisela is a project of the Cerebral Palsy Association (Eastern Cape). Development and
implementation is supported and funded by:

: - NEDBANK
Kyle Business Projects

Nightsky Ideas Trust £ o1o MuTUAL

LOTTERY
X
2

Alexander Forbes NLDTF

COMMUNITY TRUST

Use and Distribution Rights

Hambisela encourages others to copy, reproduce or adapt to meet local needs, any or all parts of
this manual, including the illustrations, provided the parts reproduced are distributed free
or atcost 1 not for profit.

Any organization or person who wishes to copy, reproduce, or adapt any or all parts of this
manual, must first obtain permission to do so from Hambisela.

Please contactHambisela before beginning any translation or adaptation to avoid

duplication efforts , and for suggestions about adapting the information in the manual.
Hambisela would appreciate receiving a copy of any materials in which text or illustrations from
this manual have been used.
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About Hambisela

Parents and caregivers are in the front-line of caring for individuals affected by cerebral palsy and
assisting with their treatment. Historically, individuals in rural and under-developed areas had no or
limited access to skills and training to assist them with skills development. This very often
compromised the level of primary care and therapy that individuals affected by cerebral p alsy could
obtain in these areas.

To address this problem and improve the level of daily care available to individuals affected by
cerebral palsy, especially in rural and under-developed areas, the Cerebral Palsy Association (Eastern
Cape) identified a need to transfer skills to parents and caregivers through the following measures:

¢ Develop training programmes in basic skills for parents and primary caregivers of
individuals affected by cerebral palsy;

e Present these training courses to parents and primary caregivers;

e Facilitate specialized therapy training for nurses and sisters from community clinics;

* Develop the pool of specialized therapy skills in the Eastern Cape, especially in rural areas;

* Offer supplementary therapy to individuals from schools in the Eastern Cape, to
supplement the reduction in therapy support from schools.

In 2005 the Cerebral Palsy Association initiated the Hambisela project as Center of Excellence in
Therapy for Cerebral Palsy, to develop and promote excellence in therapy for cerebral palsythrough
community-based programmes.

Hambi sela is based at the Association s premises i
of 7 training modules in the AGetting to know Cer
Manual, an Activity Pack, course display material, and a Trainee Handout. Hambisela is using this

series as a primary resource to develop the skills of parents and caregivers of children with cerebral

palsy in the community.

Getting to know Cerebral Palsy: List of Modules:

Module 1: Introduction

Module 2: Evaluating Your child
Module 3: Positioning Your child
Module 4: Communication
Module 5: Everyday Activities
Module 6: Feeding Your child
Module 7: Play
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MODULE 1
INTRODUCTION

PLANNED OUTCOMES
When you have finished this workshop, you should have a
clearer understanding about cerebral palsy, and be able to

explain to someone else:

What cerebral palsy is.

The causes of cerebral palsy.

1

2

3. What cerebral palsy looks like.

4 How the brain influences movement and posture.
5

Other problems often found with cerebral palsy.
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Introduction

1. WHAT IS CEREBRAL PALSY?

» Hasanyone ever told you why your child is not developing as expected,

or why your child is disabled?
e What hasthe doctor or nurse told you?
e Whatdo your family or neighbours say about your child?
e Have you ever heard the words CEREBRAL PALSY?

Cerebral palsy is damage to part of the brain causing problems with

movement and/or posture.

Medical definition :

Cerebral palsy (CP) describes a group of permanent disorders of the development of movement
and posture, causing activity limitation, that are attributed to non -progressive disturbances that
occurred in the developing fetal or infant brain. The motor disor ders of cerebral palsy are often
accompanied by disturbances of sensation, perception, cognition, communication, and behaviours,

by epilepsy, and by secondary musculoskeletal problems. (Rosenbaum et al., 2007)

Think about the following questions o ne by one, and see what your answers are. Discuss the
guestions and answers in your family.

Q uestion: Canother children catch cerebralpalsy?Is it contagious?

NO. It cannot be passed from one child to another.

Question: Areall children with cerebralpalsythe same?

NO. Cerebral palsy affects each child differently. Each child is unique, just as you are differen
from your neighbour, and your sister, mot

Question: Will my child die from cerebral palsy?

v

A

5

t
her

A

9

Cerebral palsy normally does not affect life-expectancy. Your child with cerebral palsy will grow up

to be an adult with cerebral palsy. However, some of the complications of cerebral palsy (for

example, severe postural problems leading to decreased lung @apacity) can be life threatening.
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'l
Question: Can children with cerebral palsy go to school?

All children have the right to education. Generally speaking, in South Africa parents and teachers
have low expectations of children with cerebral palsy. What do you expect of your child?
Remember, all children have the right to education, and that includes children with cerebral palsy.

?
]
Question: Fromwhat backgroundsdo children with cerebralpalsycome?
Do they live in cities, or on farms? Are they rich or poor?

From all backgrounds. There are children (and adults) with cerebral palsy in every country of the
world. And from every city, or town, or rural area. There are poor communities with child ren with
cerebral palsy, and rich communities with children with cerebral palsy. It is commonly accepted
that about one in every 400 children all over the world has cerebral palsy. There are no known
published statistics about the incidence of cerebral palsy in South Africa.

A
2
Question: Do children with cerebral palsy always have below average
intelligence?

Many children with cerebral palsy have average or above average intelligence. Some children with
cerebral palsy have below average intelligence, and some may be profoundly intellectually
disabled. But many children with cerebral palsy are labeled with an intellectual disability too early,
especially when they have difficulty communicating, and are then not helped or trained to their
fullest potential.
P
) 04
Question: Cancerebralpalsybe cured?

Cerebral palsy cannot be cured. Early help and trainingcan hel p chil dr en devel
Remember your child with cerebral palsy will develop into an adult with cerebral palsy. Searching

for a cure will only bring disappointment. Rather help your child to become an adult who can live

with her disability and be a s independent as possible. Sometimes, when a child is older and her

muscles have become very stiff over a long time, operations can be done, or very strong

medication can be used, which can help the child to sit or lie more comfortably.

Question: Doescerebralpalsyget worse?

No. The damaged parts of the brain do not get bet
movements, body positions and the other problems we spoke about can become more obvious as

the child gets older, and seem worse, but they can also be improved. It depends on the amount of

damage, and on how we handle and position the baby/child. The earlier you start to help your

child to learn, the more she can develop.
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Sometimes, illnesses that affect the brain, like meningitis, or very severe prolonged bouts of
epil epsy, can cause further damage to the child s
become worse.

Getting to know cerebral palsy V1 - Module 1: Introduction Page7
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2. WHAT CAUSES CEREBRAL PALSY?

Now that we have discussed what cerebral palsy is
are.

. What do you think causescerebral palsy ?

. What do you know about the causes?

. What have you heard?

. What do you believe?

The following posters show all the risk factors that are associated with cerebral palsy 1 either
before, during or after birth.

Risk factors before birth Risk factors around the time of Risk factors after
birth birth
« Unknown cause « Unknown cause « Very high fever
« Alcohol and other drugs « Lack of oxygen » Brain infections
» Infections and ilinesses of the |« Birth injuries » Headinjuries
mother while she is pregnant |« Baby born too early « Lack of oxygen
+ Rhesusincompatibility « Jaundice (yellow baby) » Poisoning
« Sexuallytransmitted diseases « Near drowning
« Attempted abortion
« Teenage pregnancy
- Pregnancy at an advanced
age

Below is a more detailed list for you to refer to, and to help you answer any questions.

RIsk factors before birth.

Unknown cause
No cause can be found in about 30% of children.

Alcohol and other Drugs

Drugs are not good, as they disturb the brain. Drugs are substances such as alcohol, tobacco,
cocaine, glue, and non-prescription medication. If a pregnant mother uses drugs, they move
through the blood to the umbilical cord and, from there, to the child w hich may cause damage to
the child's brain that is still developing, e.g. a drunken person doesn't walk properly and his mind
does not function well. In the same way, any drugs the mother takes will affect the child.

Infections of the mother while she is pregnant

These include German measles and shingles (herpes zoster). If a mother has German measles, her
child can become disabled even before birth. This is why it is very important to immunise girls
against this disease when they are twelve years old.

Getting to know cerebral palsy V1 - Module 1: Introduction Page8
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llinesses of the mother

Diabetes

Toxaemia of pregnancy

High blood pressure

If the mother has high blood pressure, her blood vessels become hardened or narrower.
The blood circulation decreases, and the child won't receive enough blood and oxygen.

Rhesus incompatibility
When the blood of the mother and child doesn't go together well, there may be blockage. This
may result in the clotting of brain vessels.

Sexually transmitted diseases

HIV / Aids - If a pregnant mother is HIV positive, there is a greater chance of her giving birth to a
child with cerebral palsy than when the mother is HIV negative. The risk of cerebral palsy is also
higher because the mother may already be immune-compromised or malnourished.
Neurosyphilis - This disease is curable but, if left untreated, it may cause a child to become
disabled or blind.

Attempted abortion
If there was an attempted abortion, the child's brain may be affected.

Teenage pregnancy

When a mother is not yet physically ready to have a child, the unborn baby may sustain brain
damage through prolonged delivery, due to the pelvis being too narrow. (A father under the age of
20 is a risk factor too, though not due to the size of his pelvis!)

Becomi ng pregnant at an advanced age

If a mother falls pregnant when she is over 40 years old, especially if it is her first child, her child
may have cerebral palsy. When the mother is already older, her pelvic bones are hardened, as
they haven't opened before. Delivery can be expected to be more difficult.

Risk factors around the time of birth:

Lack of oxygen (air) at birth

The baby does not breathe soon enough and becomes blue and limp. In some areas, mis use of
hormones (oxytocics) to speed up birth narrows the blood vessels in the womb so much that the
baby does not get enough oxygen. The baby is born blue and limp -with brain damage.

Birth injuries from difficult births
These are mostly large babies of mothers who are small or very young. The baby's head may be
pushed out of shape, blood vessels torn, and the brain disturbed.

Baby born too early (pre  -maturity)

Babies born before 9 months and who weigh less than 2 kilos (5 pounds) are much more likely to
have cerebral palsy. In rich countries, over half the cases of cerebral palsy happen in babies that
are born early.

Jaundice (yellow baby)
Developing jaundice, which is a sign of an immature liver, may affect the central nervous system.

Getting to know cerebral palsy V1 - Module 1: Introduction Page9



3

hambisela

Risk factor after birth:

High fever and dehydration
Very high fever due to infection or dehydration (water loss from diarrhoea). It is more common in
bottle-fed babies.

Brain infections
From meningitis or encephalitis. There can be many causes, including malaria and tuberculosis.

Head injuries
This can be from accidents, falling, and baby battering.

Lack of oxygen
From near drowning, gas poisoning, severe pneumonia or TB, or other causes.

Poisoning
From lead glazes on pottery, pesticides sprayed on crops, and other poisons.

Bleeding or blood clots in the brain
Often from unknown cause.

Brain tumours
A tumour is tissue in the brain that grows without control, causing pressure and damage to the
brain. The signs are similar to cerebral palsy but steadily get worse ie it is prog ressive.

Getting to know cerebral palsy V1 - Module 1: Introduction Page 10
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3. WHAT DOES CEREBRAL PALSY LOOK LIKE?

These are pictures of children with cerebral palsy. As you can see they may sit, lie or stand
differently to able bodied children.

2
Q uestion: Canyou seeany pictures that remind you of how your child may look? )

Ormaybe you have seenanother child who looks similar?

Getting to know cerebral palsy V1 - Module 1: Introduction Page 11
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As you will see in the pictures, no two children look exactly the same. It is important to remember
that cerebral palsy affects every child differently. However, there are some broad categories which
describe the main ways in which a child can be affected.

Let s | ook at these different ways that cerebr al

We I | start with thegstfthiMeddiwhads ep enoupslicel ensi lar ecal |t
Ahypertoni a

Getting to know cerebral palsy V1 - Module 1: Introduction Page 13
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3.1 Muscle Stiffness or  'Hypertonia’

The child who has has muscle stiffness , or 'muscle tension'. This causes part of her body to be
rigid, or stiff. Movements are slow and awkward. Often the position of the head triggers strange
positions of the whole body. The stiffness increases when the child is upset or excited, or when
her body is in certain positions. The pattern of stiffness varies greatly from child to child

and she has no control over these movements.

These are children with stiff muscles.
Notice the positions that the stiff parts of the body go into.

'
Quesﬁon,' Are any of these positionst y pi cal of the positi

Getting to know cerebral palsy V1 - Module 1: Introduction Page 14
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Hypertoni a i s

t he
divided even further according to which parts of the body are mainly affected.

mo s t

common

way that indi

ARM AND LEG BOTH LEGS ONLY

OM OME SIDE (PARAPLEGIC)

[HEMIPLEGIC) or with slight

involvement elsewhere
arm bent; (DIPLEGIC])
hand :
spastic upper body
or floppy, this side ‘/usua.ll',.-'
often of completely normal or
little wse or almost \ Wi_‘tl‘l very
normal minor signs

She walks Child may
on tiptoe develop
orf outside contractures
of foot on of ankles
affected
side.,.

BOTH ARMS AND
BOTH LEGS
(QUADRIPLEGIC)

M —When he walks, his
arms, head, and
even his mouth may
twist strangely.

Children with all

4 limbs affected
often have such
severe brain damage
that they never

are able 1o walk,

The knees press
together.

legs and feet
turned inward

The terms the medical people use here are: hemiplegia, diplegia, and quadriplegia.

Getting to know cerebral palsy V1 - Module 1: Introduction
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3.2 Floppy musclesor 0 Hypotoni ab

Anot her type of <cerebral pal sy floppy. Thislisecalledt he c¢chi | d
Ahypotoni a

Children who have very floppy muscles often look like the children in these pictures. The
floppiness of the muscles can make it difficult for the child to move easily, and she may get tired
quickly, for example when trying to sit by herself. When she lies on her back, her legs will often
flop outwards.

FLOPPY

Child hangs
in upside
down ‘U’ with
little or no
movement.

Here s another way a person may be affected: 1inst
uncontrolled muscles movements. Medical peopl e wi

3.3 Uncontrolled Movements or 'Athetosis’

These children move too much. They have difficulty staying still and stable. They cannot
control these movements.

There can be different types of uncontrolled movements seen in different children:

o It can be slow, wriggly, or sudden big movements of the child's feet, arms, hands,
or face muscles.

o Stiff movements or positions like those shown in the section of muscle stiffness may
continually come and go.

When the child tries to move, her body parts move too fast and too far.

Her balance is poor and she falls over easily.
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