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Welcome!
Shine has been supporting people of all ages with 
hydrocephalus and spina bifida, and their families, 
carers and professionals for over 50 years. Since the first 
successful shunts were placed in the 1950s to treat the 
condition, our understanding of hydrocephalus, its causes, 
effects and treatments, has increased greatly. 

Our knowledge about the way the brain develops, especially 
in infancy and childhood, is rapidly increasing too. The 
brain’s ability to alter with each new experience, and each 
repetition of an old one, gives a fantastic opportunity 
to influence our babies’ futures from day one. This is 
important for all children, but especially so for those with a 
neurological condition which may affect their learning and 
behaviour.

Hydrocephalus can occur for many different reasons, and 
at any time of life. Most of the causes of hydrocephalus, 
such as bleeding or infection, can damage delicate brain 
tissue which may have an effect on skills and abilities. Many 
children born with open spina bifida will also be affected by 
hydrocephalus to some degree. 

Unsurprisingly, there is huge variation in both the challenges 
that children may face and the degrees to which these 
challenges may affect them. Many people with hydrocephalus 
will sail through life, with few or no difficulties. Others may have 
areas that they find tricky and for some, there will be many 
challenges throughout their lives.

We are often asked, “How can I help my child?”
This book has been written for families of children with 
hydrocephalus and the professionals working with them. It 
is full of tips to help you support your child, from the very 
first days to the start of secondary school. It takes you 
through from birth to age ten, looking at how and when 
skills develop, and what you can do to support your child at 
each stage. It also gives some prompts on what should be 
flagged up to your professionals, and when.

We hope you enjoy reading it, have fun using it, and that it 
helps you to enjoy your child’s early years even more.  

Gill Yaz 
Health Development Manager

A note about our use of pronouns. Throughout this book, the pronouns ‘he’, ‘she’ and ‘they’ are used interchangeably. 
Each pronoun can be taken to mean any child.
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Your Child and Hydrocephalus

Section one 
Introduction to Hydrocephalus



Introduction to Hydrocephalus
Within the brain, fluid (cerebrospinal fluid or CSF) is 
made by tissue called choroid plexus, which fills spaces 
called ventricles. The CSF flows through the ventricles, 
and over the surface of the spinal cord and brain, where 
it is absorbed. At the moment, we’re not absolutely sure 
what CSF does, but it seems to keep the brain supplied 
with vitamins, removes toxins, and may provide a 
cushion against the pulses in the arteries of the brain.

Hydrocephalus occurs when fluid becomes trapped in the 
head, either by a blockage in the ventricles, or problems 
absorbing the CSF. The extra fluid creates pressure on the 
delicate brain tissue, which becomes compressed and 
the nerve tissue is stretched. Hydrocephalus is treated 
by draining the CSF around the blockage so it can be 
absorbed. This is usually through a thin tube, called a 
shunt, which drains the fluid into another part of the body. 
There are very many causes of hydrocephalus. Some 
occur before birth, such as brain development changes like 
aqueduct stenosis and Dandy Walker Malformation, and 
others can occur at any point throughout life. Head injury, 
brain haemorrhage, cysts, infections like meningitis, and 
tumours can all block the drainage of CSF and also have 
the potential to damage the brain tissue directly. There is 
more information on hydrocephalus, its causes, treatment 
and complications, in the Additional Information section.

Harm to the delicate brain tissue can affect the way it 
works in a wide range of ways: emotions, movement and 
coordination; any of the senses and the ways they work 
together; talking and understanding; thinking, deciding, 

remembering…the list of what the brain does and how it 
controls our body, personality, skills and abilities is a very 
long one.

If the variation in abilities and personality between people 
with typical brains is huge, the variation between people 
with brains which have been changed by illness or 
developmental issues is infinite. There is no skill or ability 
that can’t be altered, and altering one skill doesn’t mean 
other skills or abilities will be impacted. 

The verbal skills of someone with hydrocephalus don’t 
necessarily match their understanding, as they are different 
skills. But it can sometimes be hard for others to accept 
that someone is struggling in some aspects of thinking or 
learning when in so many ways they seem (and are) so able. 
This is what is meant by the term ‘hidden disability’. 

The fact that there are so many different causes of 
hydrocephalus is very important. Many people will have no 
challenges at all and lead a completely ordinary life. Others 
will have some challenges, for example with organising, or 
multitasking. Some may have challenges in many areas of 
their life. The challenges will differ from person to person, 
and everyone is unique.

The good news is that the brain is very adaptable, and many 
ordinary and fun activities can make a big difference to the 
development of skills and abilities. You’ll hear more about 
‘neuroplasticity’ later in the book. All children will benefit 
from the simple suggestions you will find here, and the 
earlier you begin, the better. 

 Hydrocephalus occurs 
when fluid becomes 
trapped in the head, 
either by a blockage 
in the ventricles, or 
problems absorbing  

the CSF 
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Get to know your child 
All babies are unique and individual and no two babies 
are affected by hydrocephalus in the same way. When 
you are a new parent, your baby is getting to know you 
and you are learning about them. As you get to know 
your baby you will find out about their unique qualities, 
what they enjoy, what soothes them and what helps 
them to develop, learn and thrive.

It is important that you give your baby plenty of 
opportunities and experiences to help them to become the 
best that they can be with their unique condition. Like all 
children, babies with hydrocephalus need to develop, learn 
and practise skills through play. Babies and children learn 
through experience and the stimulation of their senses: 
touch; taste; smell; sight; hearing; movement; and body 
sense.

It is through play that babies and small children ‘learn 
how to learn’ so that they can build up the skills needed 
for independent life.  

Why is it important to get the Early  
Years right? 
Babies brains are immature at birth. There are billions 
of brain (neural) cells present, however, they need time 
and experience to begin to form some sort of order 
and to make sense of the world. The brain actually only 
becomes fully mature around the age of 25!

When a baby experiences some sort of sensory input, 
or tries to move a part of his body, messages are sent 
between the body and the brain. This happens all the time 

and eventually a connection or pathway (neural circuit) 
develops in the brain and the experience or skill becomes 
much quicker and easier to process. Throughout life, there 
is potential for neural circuits in the brain to develop and 
change. This is called neuroplasticity. 

This is important to understand because in children with 
hydrocephalus and/or spina bifida, there may be altered 
sensations or movements. In the early days this could mean 
that a young baby does not explore or move as much as 
a typically developing child might and therefore the brain 
develops pathways and habits in response to this. 

By giving your baby opportunities to play and learn new 
skills, and by providing the support and specific activities 
recommended in this book, it is possible to help your child 
learn new skills or strategies for coping with any challenges 
they may face. 

There is a range of health professionals who can help you 
when it comes to knowing how to support your baby’s 
development. These include physiotherapists, occupational 
therapists (OT) and speech and language therapists (SALT), 
among others. A description of their roles can be found in 
‘Therapy activities’ on page 81.

 It is important that you give your baby 
plenty of opportunities and experiences 

to help them to become the best that they 
can be with their unique condition 

6  Your Child and Hydrocephalus

Introduction to Hydrocephalus 



Stages of development
There are typical patterns of development in the way that 
children learn new skills. These are sometimes referred 
to as ‘milestones’ and most often in young children the 
focus is on their physical development. There are well- 
known big milestones like rolling, sitting and walking that 
many professionals will monitor, but just as important are 
the smaller, foundational ‘mini–milestones’ and skills that 
babies learn in between each big milestone. 

These mini skills in all areas of your child’s development 
need to be closely monitored so that it is easier to notice if 
there is something your baby finds difficult, and to provide 
support as required. 

There are four broad areas of developmental need that are 
recognised by the Special Educational Needs and Disability 
Code of Practice in England (2015):

• Language, communication and interaction
• Cognition and learning
• Social and emotional development 
• Sensory and physical development

As these areas will be taken into account in your child’s 
education provision, they are the areas of development that 
we will focus on in this book. 

1  Language, communication and interaction
This is how we interact with other people and the world around us. It’s not only speech and language, but also body language, 
facial cues, touch, attentiveness and other forms of communication, such as sign language. Babies first begin to communicate 
with us by crying - the only way they have at the beginning to tell us they need something - then through smiling and eye gaze.  

2  Cognition and learning
Cognition is the ability to learn, think and problem solve. Children do a lot of learning by actively exploring their 
environment and objects. Higher-level thinking skills (such as language and memory) affect decision making, logical 
thinking and organisational skills, all of which have an impact on how your child learns. 

3  Social and emotional development
This is our ability to interact with other people and to manage our emotions. Babies start to develop relationships with 
the people around them right from birth. However, the process of learning to communicate, share and interact with 
others takes many years to develop fully. The ability to control emotions and behaviour is also a long process and we 
continue to develop social and emotional skills well into early adulthood. 

4  Sensory and physical development
Physical development is the way that the body moves and can be split into ‘gross motor’ and ‘fine motor’ development. 

Gross motor skills are large body movements requiring strength, balance and coordination such as rolling, crawling, 
sitting, standing, and walking.

Fine motor skills relate to movements of the hands and fingers such as writing, fastening buttons, pulling zips, and 
using a knife and fork.

Physical development is closely linked to sensory development. Sensory information comes in from the environment 
and from within our bodies. The sensory nerves send information to the brain which then interprets that information 
and turns it into action, via motor nerves, which go from the brain to the muscles.
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Let’s talk sense! 
Your baby is bombarded with information from the 
moment he is born. 

It takes time for your baby’s brain to learn to cope 
with all this information so in the beginning it is your 
job to help him cope. You can do this by giving your 
baby plenty of experiences to get him used to sensory 
stimulation, and to make sure that he doesn’t get 
overstimulated. It’s a balancing act that becomes easier 
once you start understanding your baby’s cues.  

Your child’s ability to cope with sensory input varies 
depending on their mood, tiredness, hunger and personal 
preference. Also, everybody has a unique sensory profile, 
which means that some children may need more or less of a 
particular sensory experience. In the table on page 10 there 
are examples of behaviours that can show if a child is over 
sensitive or under sensitive to a particular sensation. 

As well as the ideas in this book, it might be helpful if you find 
a messy or sensory play class to take your baby to so you 
can get some ideas and support. As always, if you have any 
concerns or worries then please seek advice from a health 
professional or your Shine support worker. 

The seven sensations are those of touch (tactile), taste, smell, sight, sound, movement – both 
vestibular (movement and balance) and proprioception (body awareness).

1  Tactile (touch)

The skin is the largest, most sensitive organ of the body. It gives 
information about our body, objects and the environment. It 
responds to pain, temperature, light touch and pressure. 

Touch provides protection and discrimination (being able to 
tell the difference between different forms of touch). When 
these two functions work smoothly together, your child will be 
comfortable and willing to interact with objects and people in a 
way that is calm, alert and helps him to learn.  

2  Taste and 3  Smell

Smell travels directly to the part of the brain that controls 
emotions, memory and learning. Smell is closely linked to the 
sense of taste as well – think how bland food tastes when you 
have a cold! 

4  Vision

There are two factors regarding vision to be aware of: 

Eye Movements 
Eye movements are controlled by muscles that allow us to: 

• Follow a moving object with our eyes
• Fix our gaze on an object
• Scan a page of writing
• Focus on one object and then quickly move to another and 

refocus 

Visual Processing 
Visual processing is the ability of the brain to select and respond 
appropriately to what we see. This helps us to concentrate on 
what we are looking at and not to be distracted by other visual 
stimuli (e.g. pick out one picture on the wall amongst several or 
find a pair of socks in a full drawer).

Tactile (touch) Taste Smell
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5  Sound (Auditory)
Auditory processing refers to how the brain recognises and 
makes sense of sounds. Sounds consist of loudness, pitch, 
duration and where it is coming from. We automatically put all 
this information together and respond appropriately to it. 

Usually, unwanted noise can be cut out and we are able 
to concentrate on the noise we need to in order to do the 
task we want to. If there are concerns in this area then it is 
appropriate to first get a hearing test done to rule out any 
other medical difficulties. 

IMPORTANT TO KNOW… Sensitivity to 
noise – many people with hydrocephalus can find 
loud or high-pitched noises very difficult to tolerate. 
Young children may become distressed, upset or 
have difficult behaviour around too much noise.

Movement: Children learn movement through the 
development of the proprioceptive and vestibular 
systems. When these two systems work together a child 
is able to develop a sense of body awareness, balance 
and motor control that enables them to move freely. 

6  Proprioception
This is ‘how the body senses itself’ and is our ability to know 
where our arms and legs are in space and in relation to each 
other, without having to look at them. This information is 
passed on from muscles and joints to the spinal cord and 
brain, even when we are still. Proprioception provides us with 

an internal map of our bodies and helps us to grade the force 
we use to perform activities. 

Our proprioceptive system helps us to be able to lift a glass 
to our mouth without spilling, or to stay sitting on a chair 
without slipping off. It develops through deep pressure to the 
muscles and joints through activities like pushing, pulling, 
jumping, squashing, squeezing and exploring. 

7  Vestibular System

The vestibular sense is found in the inner ears and is 
stimulated when we move or change our head position. It 
keeps us orientated when we bend over to pick something 
up off the floor, ride in a car or walk around. It also helps to 
make sense of confusing situations such as hanging upside 
down or to be able to stabilise our visual field (for example 
being able to run and throw a ball at a target). More subtle 
vestibular activities include staying in a sitting position and 
paying attention to a task. 

Information from the vestibular sense also impacts on our 
attention and arousal levels (sleep/wake cycles). This is seen in 
how we naturally handle babies like rocking them to get them 
to sleep or bouncing them on your knee to get them excited, 
and how we concentrate best when sitting bolt upright. 

The vestibular sense is possibly the most important sense 
because it gives us physical and emotional security when we 
move as our bodies automatically adjust to stop us from falling.  

Pain: Hopefully pain will not be experienced. Older children 
may be able to describe the kind of pain or discomfort they 
feel, e.g. pricking, burning, stinging, aching and soreness.

Auditory Proprioception Vestibular
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Sensory processing
Sensory processing is the way that the brain receives, 
processes and integrates information from the seven 
sensory systems. It allows us to organise ourselves and 
ultimately helps with developing all the other skills we learn 
and use in life. 

Everybody has unique sensory differences. This means that 
some children may need more or less of a particular sensory 
experience. Children with hydrocephalus often have challenges 
with sensory processing and may have difficulty figuring out 
what is happening inside and outside of their bodies. 

As your baby gets older, you may notice your child struggling 
with activities and experiences that other children appear to take 
in their stride, and this can be overwhelming and frustrating. 

There are two types of sensory-processing difficulties:

• Over-processing/over sensitive: when it does not take a lot 
of sensory input for a child to feel overwhelmed and then 
respond by avoiding the input, and

• Under-processing/under sensitive: when a child needs a lot of 
sensory input and displays sensory-seeking behaviours.

Children with any sensory-processing issues rely on 
support from those around them. 

The following table gives some common examples of both over- 
and under-processing behaviours for each sensory system. 
If you recognise these in your child, then seek advice from an 
occupational therapist. Generally, you will notice these as your 
baby gets older so please refer back here when you need to.

Sensory System Over Sensitive Under Sensitive

Tactile (touch) 

• Withdraws from cuddles
• Easily ticklish
• Does not tolerate loose clothes
• Appears to overreact when hurt in the playground
• May walk on tiptoes on certain surfaces
• Avoids messy play
• Finds nappy-changing distressing

• Does not notice when they are messy or 
have food around the mouth

• Does not show distress when hurt
• Needs to be wrapped up tight
• Wraps self in blankets

Taste and 
Smell

• Becomes anxious at the smell of cooking
• Gags on certain foods
• Able to comment on people’s aroma
• Particularly favours certain types of food
• Finds cleaning teeth uncomfortable

• Seeks out smells e.g. sniffs people, 
smells own faeces

• Smells toys before playing
• Chews and puts everything into their 

mouth
• Grinds teeth
• Prefers strong-flavoured food

Vision

• Focuses on a tiny part of object not whole thing
• Difficulty noticing objects in peripheral vision 

(what is seen ‘out of the corners of our eyes’)
• Difficulty scanning pictures in page
• Difficulty changing focus from  the room to paper 

in front of them

• Gets excited at flashing lights on toys
• Stares at fluorescent lightings
• Fixates on a reflective surface
• Startled by unexpected light changes 

e.g. clouds blocking out sun 

Auditory

• Loud noises can be painful
• Runs from household noises
• Covers ears at loud noises or unexpected alarms 

etc. and may become very distressed
• May hum to block out external noise
• Easily distracted by background noise
• Hears things that most people don’t

• Holds toy to ear and has volume on high*
• Doesn’t appear to hear when called
• Likes repetitive sounds*
• Hums in noisy environments*
• Not alarmed by sudden noises

* these behaviours may also be seen in children 
who are overly sensitive to sounds as they are 
struggling to screen out noise in order to listen to 
your voice, or they may hum as a way to block 
out unexpected sounds

10  Your Child and Hydrocephalus

Introduction to Hydrocephalus 



Sensory System Over Sensitive Under Sensitive

Proprioception

‘Sensory seeking’ is commonly seen 
in children with difficulties processing 
proprioceptive information. You may notice:
• Excessively climbing on things
•  Bumps into things easily
•  Can’t negotiate around obstacles
•  Unaware of children on the floor and will 

trip over them
•  Seems uncoordinated
•  Likes to fall or bump and seems to seek 

this out
•  Difficulty with planning how to get in and 

out of play equipment
•  Difficulty with fine motor skills

Vestibular

• Fearful of playground equipment
•  Dislikes swings and slides
•  Gets car sick easily
•  Anxious if not in control of movement

•  Seeks out swings
•  Likes roundabouts, slides
•  Hangs upside down on bars
•  No sense of danger when climbing
•  Constantly on the go
•  Trips over own feet
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Sleep
Sleep is so important for your baby’s physical and 
emotional wellbeing. And yours too! While your baby 
is sleeping their brain is able to process all that it has 
experienced when they are awake. In the beginning, 
your baby will sleep a lot, although it is very rare that a 
baby will sleep through the night from the beginning! 

It is important that you help your baby to establish healthy 
sleep habits as soon as possible. If your baby has been in 
hospital for a while, for shunt surgery for example, it may take 
a little longer to get into a routine, as night time in hospital 
can be as noisy and brightly lit as it is in daytime. In the 
beginning, you might feel anxious about your baby at night, 
especially regarding shunt problems, but you’ll become more 
confident. Check on your baby as often as you feel is right, 
but try not to wake them or leave the light on.

 Tips for getting sleep off to a good start

• Encourage nap times as suggested for your baby’s age – 
your baby will be much happier, calmer and ready to learn 
if he is not over-tired in the day, so naps are really important

•  Have a specific area set up for where your baby sleeps 

•  Create a calming, peaceful sleep environment. Things 
that might help include white noise, a soft toy or piece 
of clothing that smells of you, lullabies, a dark room at 
night and closed curtains for naps during the day. When 
you go in to care for your baby or check on them, keep 
the light as low as you can and keep talk to a minimum

•  Create and stick to a bedtime routine. Routines are so 
important for babies! It doesn’t really matter too much 
what order you do things in or what you do, what’s 
important is that it’s the same every night. Your baby will 
soon recognise the bedtime routine as a signal to start 
getting ready for sleep. Children with hydrocephalus 
may be very light sleepers, easily woken or disturbed, 
so getting into good habits early on can help if things 
change later on

Some ideas for a bedtime routine include
• A calming, warm bath

•  Massage in a warm, dimly lit space

•  Singing lullabies or playing calming music

•  Reading a book (it’s never too soon to start this!) 

• Turning the lights down low for the last part of the last feed

•  Putting your baby in bed with her security object and 
saying good night

Put your baby down to sleep drowsy but 
awake
Often easier said than done, however, from about three 
months your baby will start to develop sleep associations. 
This means that she will start to associate falling asleep with 
certain sensory input. For example, if you rock or feed your 
baby to sleep and then put her down, she will learn that she 
needs to be rocked or fed to go back to sleep. A security 
object like a soft toy or small blanket is a good sleep 
association as it will help your baby to fall back to sleep 
again on her own when she wakes in the night. 

In general, your baby should only ever be placed to sleep on his 
or her back on a firm, flat mattress with no pillows*. This helps 
to reduce the risk of SIDS (sudden infant death syndrome, also 
referred to as cot death) and is best for your baby.

*Special considerations 
Babies with reflux, feeding tubes, hydrocephalus or 
spina bifida may have specific requirements to help 
them to sleep safely. 

This could include specific positions that are best for your 
baby to sleep in, for example the mattress may need to be 
slightly inclined or a special positioning system may be useful. 
Your child’s physiotherapist or OT will be able to support you 
and provide specific guidance for your baby’s needs.

 It is really important 
that you help your baby 

to establish healthy  
sleep habits as soon  

as possible 
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Baby massage
When babies are in the womb they get lots of rich 
sensory experiences by being in a closely cocooned, 
warm and soothing environment. It’s possible to replicate 
this experience with massage as it stretches and 
stimulates your baby’s muscles while having them in a 
calm, relaxing environment. Along with your reassurance, 
touch and love, your baby feels safe, secure and happy.

Some of the physical benefits of baby 
massage include

• A calming, soothing effect

• Relief from colic, wind, constipation and even teething 
discomfort

• Increased levels of relaxation and longer sleep

• Faster weight gain

• Less likely to cry excessively

• Speeds up the progress of premature and low birth 
weight babies

• Develops body awareness and coordination

Other benefits to massage which would be 
helpful for grown-ups too, include

• Improved breathing

• Better lymph and blood circulation

• Improved function of the digestive system

Baby massage is a wonderful experience for you and your 
baby and can begin within days of your baby’s birth. As well 
as being a relaxing, bonding activity to do together, it provides 
a perfect opportunity to gain a deeper understanding of your 
baby’s behaviour, crying and body language.

There are baby-massage courses available which your 
health visitor, GP or local children’s therapy centre may be 
able to give you details on, but in the meantime if you’d like 
to get started, here are some basic guidelines to follow.

Guidelines to get started with baby 
massage

• Be in a warm, dimly lit room

• Make sure you are comfortably positioned, either sitting 
on the floor with baby in front of you or standing with 
baby up on a changing table or suitable surface that 
doesn’t strain your back (always have a hand on baby!)

• Have your baby in a nappy only, and lie her on a towel in 
front of you

• Rub your hands together to warm them. You can use 
baby oil you choose

• Use gentle pressure in small, slow, circular movements 
with your fingertips

• Once the shunt surgery incision is completely healed, 
you can start on baby’s forehead and use gentle circular 
strokes to massage temples, cheeks and jaw area

• Slowly move down to neck and shoulders

• Always watch closely to check how your baby 
is responding. Firm but gentle pressure is most 
comfortable and will avoid uncomfortable tickling

• If your baby starts to fret or get upset or turns her head 
away from your touch, then it may be time to stop and 
try later

• Work your way down each arm to her hands and palms

• Roll your baby over on to her tummy

• Continue with small circular movements on the back of 
her head, down her back and spine

• Continue to her bottom, thighs, lower legs, feet and toes 
(legs and feet can be done when she’s on her back too)

• Your baby will enjoy it even more if you use a gentle, 
soothing voice to sing and talk to her throughout the 
massage

Hopefully, by the time you are finished, your baby (and you!) 
will be totally relaxed and possibly almost falling asleep. The 
pressure from the massage soothes your baby’s muscles 
and slows down the heart rate and breathing rate which 
helps for a more restful night’s sleep, which is an added 
bonus.

If you are starting this with an older baby, it might take 
a little while for them to get comfortable staying still for 
massage. Keep the environment calm and quiet and do 
massage at a time of day when they are winding down. 
Maybe just after a lovely warm bath or before bed.
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Your Baby’s First Year
Having a new baby takes some getting used to no matter how prepared you think you may be beforehand! You 
might be especially nervous about handling your baby following surgery but as long as you follow any instructions 
the hospital gave you, you’ll be fine. It’s really important your baby has as full a range of experiences as possible, 
including touch and moving, so if you have any concerns the team at Shine is here to help. 

0–3 months
Social and emotional needs
Bringing your baby home from hospital, especially if they’ve 
had a difficult time, can be nerve-wracking. Many parents feel 
anxious about the possibility of a shunt blockage, and you may 
find it difficult to relax or sleep. It’s important for your baby that 
you are as relaxed as you can be, to stay calm and to handle 
your baby with confidence. This will help your baby feel secure. 
Over time, the majority of parents become used to the idea of 
their child’s shunt and confident they would spot the signs of 
shunt malfunction. Feeding is a great opportunity to bond and 
your baby will soon get to recognise your face. Responding to 
your baby’s needs will help keep her calm and feeling secure.

Never bottle-prop, no matter how tired you are. It is 
highly dangerous and associated with death, tooth 
decay and ear infections.

Cognition and learning 
Babies and young children learn through play. Toys with 
different textures, or which make different sounds, or move 
(such as hanging mobiles), or that are black and white in 
colour, can help their early learning. 

Communication 
In the early days, your baby will cry to let you know they 
need something. It’s important that their crying isn’t ignored, 
partly to keep the stress hormone cortisol down (which 
is linked with permanent changes to the part of the brain 
handling emotions) but also to help your baby to learn to 
communicate. By answering your baby’s cries and meeting 
those needs, you will build a strong bond, and let your baby 
know that communication works! 

Later, communication will involve smiling and laughing, and 
copying the sounds you make. The more that babies hear 
language and new words, through talking or singing, the 
better their communication skills will develop. 

Language development supports learning and emotional 
development, so take any opportunity to chat or sing to your 
baby. It’s never too early to talk or sing to your baby; in the 
early days it doesn’t matter what you talk about – quantity not 
quality is what matters! Constant talking can be exhausting 
for parents sometimes, so you may want to use a picture 
book as a prompt to keep the communication going. 

Use words to describe what your baby is doing and how 
he is moving (for example, up, down, over, under, through). 
This helps to learn the concepts that go with the words and 
will help with learning to move too.

By the end of this stage, your baby can see clearly within 
thirteen inches from her face. She will respond positively 
to touch and will usually settle when picked up. She listens 
to voices and will smile and show pleasure in response to 
social stimulation. Her head will fall back if not supported so 
ensure that you always support it well.

Physical and sensory
Baby massage can be started from a few days old and will 
help to develop body awareness, touch sensation and is a 
fantastic opportunity for bonding with your baby. 

 It’s important for 
your baby that you are 
as relaxed as you can 
be, to stay calm and to 
handle your baby with 

confidence 

Your Child and Hydrocephalus  15

Your Baby’s First Year



Skills to look out for
• Holds on tight to your finger or toy 

placed in his hand
• Brings hands to his mouth
• In tummy time will lift her head to 45 

degrees and put weight on her forearms
• Developing head control
• Brings hands together

•  Begins to hold her hands open by 
three months

•  Grasps and shakes toys
•  Will start to put hands to her bottle 
•  Will begin to fix his eyes on your face 

and begins to follow objects with 
eyes (tracking)

IMPORTANT TO KNOW… Some children with hydrocephalus may have difficulty with things like 
recognising a toy against a patterned background. This is known as ‘figure-ground configuration’ and is 
important for judging distances and being able to walk safely, and to use kerbs and steps.

Tummy time
Tummy time is really important and the earlier 
you start it the better. 

The benefits of tummy time 

• Develops head control so your baby can hold 
her head up 

•  Strengthens back muscles for sitting up, and 
eventually standing and walking

• Stretches out the muscles at the front of the body

•  Develops all seven sensory systems

•  Gets your baby ready for crawling  
(another super skill)

•  Helps with vision

•  Promotes communication

•  Can even help with wind! 

The best time to start tummy time is from day 
one. Your baby will start to briefly lift his head 
from very early on. Little and often is ideal and it’s 
best to do a little with your baby every time he is 
awake. The earlier you start, the more your baby 
will enjoy it and it is the very best activity for your 
baby’s development in the first few months. 

Time to play
Use bright colours, patterns 
and shapes and encourage 
your baby to look at and 
follow these objects. 

Move toys to encourage baby 
to look from side to side, up 
and down. Do this in a variety 
of positions including side 
lying, tummy time, sitting and 
lying on their back. 
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IMPORTANT TO KNOW… Don’t let your baby spend more than 20 minutes at a time in a reclining seat, 
bouncer, swing or anything similar. These can slow down development – rather place your baby in a variety of 
positions to play (see positions for play on pages 21-22).

What you can do
• Get involved! Use this time to play and bond with your 

baby. If possible, get down on the floor with him. If there 
are older brothers or sisters around, get them involved too

• Distraction – have a box of toys or sensory objects close 
by that you can pull out to distract your baby and fit in a 
couple of extra minutes

• Use a variety of positions – ‘tiger in the tree’ carrying 
position, on a gym ball, over a nursing pillow or small 
rolled up towel or simply on your chest

• Do little and often – by around four months your baby 
should be spending between 60 and 90 minutes every 
day playing on his tummy. This is not all in one go but a 
few minutes little and often will soon add up! 

Ideally, by around six months your baby will be pushing up onto 
straight arms and flat hands and lifting an arm for a moment to 
reach a toy. This develops arm strength ready for crawling. 

Always be close to your baby when he or she is doing 
tummy time and never leave him on a raised surface like a 
changing table or bed (babies learn to roll really quickly!).

See positions for play on pages 21-22.

IMPORTANT TO KNOW… Babies who have 
hydrocephalus may find tummy time difficult, as 
their head may be quite heavy.  

Little ones who have had surgery may need some 
adjustments to positions and how they get the 
opportunity for tummy time – a physiotherapist 
will be able to give specific advice for your baby’s 
needs. Babies who have reflux may also need some 
adjustments to tummy time practice. 

If your baby is not lifting her head up 
at all when placed on her tummy by 8 
weeks, or if you have any concerns, 
do speak to your health visitor or 
your physiotherapist. If you don’t see 
a physiotherapist, ask your GP or 
paediatrician for a referral.
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AWESOME SKILL:  
HEAD CONTROL

Head control is super important for 
everything! It starts to develop right away, 
and tummy time is the most important 
way to strengthen head control. 

What to do to help 
• Hold baby upright while supporting her 

head

•  Tummy time 

•  After baby has some head control, after 
six weeks or so, support her in an upright 
position to practise ‘balancing’ the head

•  Some babies with hydrocephalus can 
have heavier heads, which may mean 
gaining head control can take longer

Flat Head Syndrome (Plagiocephaly)
When babies are born, their skulls are very soft and pliable so that they can be born more comfortably. This means 
there is a risk that pressure can cause the head to change shape and flatten when it is in prolonged contact with 
a firm surface. This is called plagiocephaly or ‘flat head syndrome’ and research shows that 1 in 10 babies will 
develop severe flattening of their head, causing changes in facial symmetry and ear position. 

In most cases, flat head syndrome is completely avoidable. To reduce the risk, make sure that your baby has plenty of 
opportunity to move and experience different positions. This ensures an even distribution of pressure all around the head.

Things that increase risk

• Tight neck muscles – make 
sure that your baby turns his 
head to look both ways evenly. 
Sometimes one side of the 
neck can be stiff from being 
in the womb, or from having 
surgery or being in hospital. 
This makes it difficult for them 
to move their head from side to 
side and they may need specific 
stretching exercises. In babies 
with hydrocephalus there is an 
increased risk that they will prefer 
to keep their head turned one 
way because of their shunt or 
they may have developed a flat 
spot in hospital

• Being in baby equipment for 
too long – bouncers, car seats, 
swings, pushchairs etc. all place 
pressure on your baby’s soft 
skull. Restrict the time in these to 
20 minutes at a time and for no 
more than two hours total in one 
day if possible
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If your baby begins to feed slowly again after shunting, especially if accompanied by 
drowsiness, lethargy, vomiting and a bulging soft spot at the top of their head (fontanelle) seek 
urgent attention from your neurosurgical department to check that their shunt is working.

Talk with your paediatrician or GP if reflux becomes a problem, particularly if large amounts 
of most feeds are being vomited, if your baby is not gaining weight as expected and if the 
vomiting is projectile (shooting across the room).

Feeding
Babies with hydrocephalus may be sleepier than other babies before their shunt is put in. This can make feeding a 
challenge. Babies may sleep through feed times, fall asleep throughout the feed and have a weaker sucking action. 
Some babies may need tube feeding in the early days. 

After the shunt surgery, feeding should be easier; your baby should feed enthusiastically and gain weight.  
Gastro-oesophageal reflux (sometimes called posseting or reflux) is more common in children with neurological conditions.  
Visit www.bjmp.org/content/paediatric-gastro-oesophageal-reflux-disease for more information.

What you can do 
Five tips to avoid flat head syndrome

1  Encourage your baby to turn her head to look 
both ways. You can alternate the way you 
place her in her crib, change the side you stand 
on when doing a nappy change, place toys/
yourself at both sides of your baby in turn

2  Alternate the arm you hold her in to feed her, if 
bottle feeding

3  Only ever use a car seat when your baby is 
travelling in a car. Place him in the carrycot or 
fully reclined buggy when you’re out and about, 
or even better, carry him in a sling! Check with 
a physiotherapist or OT before using a sling if 
your baby has spina bifida 

4  Start tummy time from day one and make sure 
your baby has some tummy time every time 
he’s awake through the day

5  Play with your baby in different positions (see 
‘Great positions for play’ on pages 21-22)

4–6 months
By now you can expect lots of smiles and laughs, crying 
when upset and showing excitement by waving their arms 
and legs. Favourite pastimes include smiling at herself in a 
mirror and looking at faces. She pays attention to her own 
name and notices a difference between two people based 
on the way they look, sound or feel.

• Social and emotional development 
During this time, you will become much more confident in 
understanding what your baby wants by their sounds and 
facial expressions. By meeting these needs quickly, your 
baby will continue to feel secure. Babies have no sense of 
time at all, so they don’t know how long they’ve been waiting 
– for food, a nappy change, or you! They aren’t able to plan 
out any actions; and have no idea of other people’s needs.

If you notice a flat spot developing on your 
baby’s head ask for a physiotherapist to 
assess your baby and to support you as soon 
as possible. If you notice that your baby does 
not turn her head both ways, see a children’s 
physiotherapist for advice as soon as possible.
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• Cognition and learning     
Every experience at this age helps learning. Games like 
‘Round and Round the Garden’ and ‘This Little Piggy’ will 
help your baby begin to learn to look ahead at what might 
happen – before long they will anticipate the tickle that 
comes at the end! 

 ‘Cause and effect’ toys can help with learning to predict 
events. Thinking ahead about ‘what will happen?’ is a 
useful skill because it helps with planning, managing 
change and motivation, which are all areas that can be 
hard for children and adults with hydrocephalus and this 
is a fun way to practise. 

 At six months, it’s important for the development of the 
part of the brain needed for vision that your baby spends 
time sitting completely upright.

• Language and communication  
Listen out for your baby making different sounds according 
to what you’re doing together. By listening to the sounds 
and talking or singing back, your baby will start to learn to 

‘take turns’ in conversations later on. At this stage a baby 
is effectively learning the ‘tune before the words’, and will 
make sounds which seem like conversation. Your baby will 
also start to use gestures like pointing, or looking at objects, 
to help communicate with you, as head control and control 
of their arms and legs develops. 

 Naming the objects your baby is pointing at helps the flow 
of communication before your baby can talk. Your baby’s 
pointing reflex needs to be fed with information so they 
can learn to name the world around them. Keep talking 
and singing – more is better!

 Talking about what you’re doing, and what your baby is 
doing, will help their language skills. Sometimes children 
with hydrocephalus can have difficulties with grammar, 
sentence construction or picking up the more subtle 
meanings of language. The earlier that you introduce lots 
of language and turn-taking, the better. Talk about how 
they’re moving (up, down, over, under, through). Using 
the correct language to describe positions is great for 
learning about movement.

Physical and sensory 
This is a really exciting time with lots of sensory-motor 
skill development taking place.

Skills to look out for include 
• Brings both feet to their mouth for play

•  Raises their head and chest in tummy time and pushes 
up on their hands

•  Reaches out for a toy

•  Grasps and holds a small block or cube

•  Holds a small toy with both hands

•  Rolls from tummy to back, and on to tummy again

•  Will grasp a tiny toy with their palm and fingers

•  Able to hold one toy in each hand

IMPORTANT TO KNOW… Babies who 
have decreased sensation or movement will need 
extra help and support to play with and learn about 
their legs and feet. 

They may need their skin protected when their 
teeth come in, to prevent damage from biting 
themselves, if they can’t feel. Do lots of massage 
and brush your baby’s legs with a variety of 
textures.

IMPORTANT TO KNOW… Some children 
with hydrocephalus need help to learn how to do 
new things the first few times. When it comes to 
learning about movement, they may need you to 
physically help them to move in and out of the 
positions a few times before they figure out how to 
do it on their own. 

Likewise with using things like a spoon or holding 
a cup. Although they may watch you, they might 
need you to physically help them to hold it and 
take it to their mouth a few times before doing it 
themselves.

Ways to play
• Place a small towel or padding under his bottom and 

gently lift his feet up so that they are in his line of 
vision. Bring his hands to his knees and feet, talking 
about them, kissing them and helping him to hold them 
himself. Play ‘This Little Piggy’ or other games
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Help your baby learn to roll
• Rolling is a really important milestone for your baby 

because they will start to develop rotation or twisting 
of the trunk which is needed for turning to the side to 
reach something and also important for walking. It’s 
also when babies get a three-dimensional view of the 
world and not just 2D – front and back 

• You can help your baby to get comfortable with the 
experience of rolling by helping her to roll slowly from 
her back to her tummy and back again. Sing ‘Ten in the 
bed’ as you do it to make it fun. When your baby is on 
his tummy, gently push down on his bottom and give 
him a chance to try and pull his arms out on his own 
before helping him if he needs you to

• Trying to reach for a toy is often the way a baby first learns 
to roll. Encourage your baby to turn his head to look at a toy. 
He may then bring the opposite hand and leg over to try and 
reach the toy and then roll over. You can help him to roll by 
placing your hand on his hip and slowly guiding him over, 
waiting for him to join in the movement

• Encourage your baby to roll to both sides. This is 
important, so if your little one has a shunt or difficulty 
rolling both ways, try to roll him over your legs while 

you are sitting on the floor so that his head is free and 
not in contact with a hard surface 

• Add in sensory input by rolling your baby on different 
surfaces and textures, e.g. hard, soft, rough, smooth or noisy 

•  Don’t use ‘sit in’ baby walkers! They have serious safety 
issues and many babies have been injured by falling when 
in them. They also, like the stationary activity centres, 
promote undesirable positioning and poor alignment of 
the baby’s back. It is thought that they can actually delay, 
not help, a baby to learn how to walk

IMPORTANT TO KNOW… It is important that babies start the rolling movement and motivate 
themselves because it helps to teach smooth sequencing (going from one position to another). This 
contributes to other sequencing activities later, like reading and writing. 

However, babies with hydrocephalus can have difficulty initiating movement and may need to be shown 
how to do things a few times to help them to learn.

What you can do 
• Place baby on a slightly inclined surface, like a wedge

•  Encourage continuous rolling by using a blanket either on or off the floor

• Add in sensory input by rolling your baby on different surfaces and textures e.g. hard, soft, rough, smooth or noisy

Great positions for play
It’s really important for your baby’s development that he gets the chance to play in a variety of positions. This also helps 
to reduce the risk of your baby developing flat spots on the head, while ensuring that your baby gets the chance to 
stretch, move and develop their sensory system.
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7th level 
Baby gear – it is really essential that you limit the amount of equipment with 
your baby. Bouncers and swings should only be used for 20 minutes per day, 

maximum. ONLY USE CAR SEATS IN THE CAR! The rest of the time either place 
baby in the carry cot or seat part of the buggy or use a sling which has been 

checked and fitted for you and your baby 

5th level 
On their back looking to the right and to the left – place toys to each side to 
encourage baby to turn their head each way – this helps with stretching neck 

muscles and will also encourage reaching and rolling 

3rd level 
Tummy time (see page 17 for ideas)

2nd level 
Right side lying / left side lying – roll a small towel up behind your baby’s back 

bottom level 
Sleeping on the back – this is in line with the Safe Sleep message and is essential 

for reducing the risk of Sudden Infant Death Syndrome                             

If your baby has had back surgery, it might be that you have been advised to let your baby sleep on the side until  
the site has healed – follow the advice you have been given from health professionals.

on the back to sleep

Tummy Time

being held or worn

on the back
looking above 

in
baby 
gear 

sidelying on
left side

sidelying on
right side

on the
back

looking
left

on the
back

looking
right

If your baby is not lifting her head up 
at all when placed on her tummy by 8 
weeks, or if you have any concerns, 
do speak to your health visitor or 
your physiotherapist. If you don’t see 
a physiotherapist, ask your GP or 
paediatrician for a referral.

The proactive positioning pyramid
It can be helpful to think of positioning in a pyramid. The amount of time spent in each position decreases as you go 
up the pyramid.
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Feeding
Weaning to solid food (from six months)

Introducing new foods to your baby is exciting and fun. 
Weaning babies on to vegetables, rather than baby rice or 
rusks, sets up healthy habits for life. 

New foods may have to be offered many times (up to 20 for 
some!) before he accepts them, so don’t worry if he doesn’t 
seem to like certain foods at the beginning. If he refuses 
the savoury flavours of vegetables, don’t offer sweet foods 
instead. 

Introducing a wide range of foods and flavours, especially 
vegetables, is important for long-term health. 

Mealtimes are one of the best times to help your baby 
develop their senses. Give your baby plenty of opportunity 
to use her hands during mealtimes and encourage her to 
get a bit messy – if you’re worried about your floor you 
could get a large sheet of plastic to put down. 

Most crucially, leave wet wipes to the end of the meal so 
that your child learns that it’s ok to get messy and touch 
her food. Interestingly, babies who have lots of opportunity 
for messy play tend to be able to cope with weaning and 
different food textures better and more quickly than those 
who don’t. 

When you start weaning it is best if your child is able to hold 
her head up to sit in a seat. If your child is quite floppy and 
not able to hold herself upright, then please ask your OT 
to recommend a suitable chair. Your local Social Services 
department may be able to lend you a chair.

7–9 months
Babies at this stage can express several different clear 
emotions. Your little one may get upset at the loss of a toy 
or respond to you when you talk to her or make gestures.

She may be happier around familiar people and show 
anxiety around strangers, and will possibly comfort herself 
by sucking her thumb or holding a special toy or blanket.  
Remember to continue helping your baby ‘through the 
motions’ when they are learning a new skill. 
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Skills to look out for 
• During tummy time, raises his shoulders and shifts 

weight from side to side

• Pivots his body in a circle when lying on his tummy

• Reaches and gets a toy

•  Transfers a toy from hand to hand

•  Shakes a rattle in imitation

•  Grasps a toy with her thumb and index fingers

•  Holds a toy in one hand while reaching with the other

•  Picks up food to place in his mouth

Sitting is an important milestone. Sitting upright helps the 
visual centre of the brain start to organise itself, and sitting 
allows for major changes in your child’s arm movements. 
It’s also important in developing language and early 
socialisation as they can see more of what is going on 
around them.

If sitting is difficult for your child, your physiotherapist and 
occupational therapist will be able to advise and work with 
you on achieving this. 

Ways to play 
When sitting, your baby’s back should be up nice and 
straight – this shows that his back is strong enough to 
support him in this position. If his spine is curved and his 
head is dropping forwards, then his back muscles need to 
get stronger. 

Tummy time helps strengthen your baby’s back muscles 
for sitting, so until she is actually getting herself up into a 
sitting position and sitting with a straight spine, carry on 
with tummy time! 

Supporting your baby in sitting: start with your hands over 
the ribs and as she gets stronger move your hands down 
until you are just supporting lightly at her hips/top of the 
thighs. It helps to start with baby facing you as she can then 
balance by looking at you, and will feel safer to fall forwards 
on to you. Once balance has improved, face your baby 
outwards to look at the room. 

Sitting on the floor: start with baby sitting with his legs 
straight out in front and playing with a toy in front of him. 
Once your baby can do this, start putting toys to each side 
so she has to twist a little and lean over to reach them. This 
helps to develop balance skills. 

Side sitting: once your baby is able to sit with her legs out 
straight in front, you can gently move her legs slightly to one 
side and bend her knees. She should lean to the opposite 
side to her legs and prop on the opposite hand for balance. 
Show her how to reach for toys in different directions using 
her free arm.

By moving toys just to the side, your baby will start to lean 
and reach over to get them. 
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How to help your baby learn to get up into 
sitting from lying down
• Roll her on to her side and then gently press down on 

her top hip while placing your hand under her ribs, while 
she uses the arm to push herself up. You should notice 
that during this movement she is lifting her head and 
working to get up. As she gets stronger you will be able 
to give her less support. Do it in reverse as well so that 
she learns to get back on to the floor from sitting

• From her tummy, help your baby to bring her knees up 
under her into a crawling position, then push her bottom 
back over her feet and slightly to one side until she is sitting

Moving about
Commando crawling: you may notice that your little one 
starts to scoot around the room by pulling with her arms 
and maybe bending her knees and pushing off the floor. She 
may even start to rock backward and forwards on her hands 
and knees in a crawling position. This is the best exercise 
for developing those arm and leg muscles!

Crawling is really important for developing strength in the 
shoulders, core and hips, plus it helps with learning how 
to coordinate the two sides of the body. Even if your baby 
doesn’t crawl for long, we really want to encourage them to 
experience it and to be able to do it! If you have a slippery 
or wooden floor, you will need to put a rug down so that 
your baby has some grip when trying to move.

Ways to play

London Bridge – place your baby in 4-point position over 
a bolster or your leg. Your baby should be putting weight 
through hands and knees (you may have to hold knees 
in place gently). A hand on the bottom may help to keep 
position. Encourage playing – build a tower and see if your 
little one can lift one arm to knock it down. 

Ready steady – position baby on the floor in front of you 
on their hands and knees. Support her with one hand just 
under her arm around the rib cage and the other just above, 
opposite the hip. As she gets stronger in this position you 
can change where your hands are and how much support 
you are giving by moving both hands to hips. Hips should be 
just above knees and hands under shoulders. Talk the whole 
time to your baby about what she’s doing and, as she gets 
stronger, you can gently rock her backward and forwards.

If your child is not showing any signs of wanting to move, or being able to move at all, 
either by trying to roll, pivot or pull themselves along the floor by nine months, contact 
your physiotherapist or paediatrician.
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You should contact your health visitor or 
paediatrician if
• Your child is not responding to sounds
• Your child is not smiling or responding to you 
 the way you expect 
• Your child avoids close contact or cuddling
• Your child is inconsolable at night
• Your child can’t seem to self-soothe or  
 calm herself 
• Your child has no interest in games like  
 peek-a-boo

Things to remember about moving and playing

M  Motivate your baby to move and explore their 
surroundings

O   Opportunity to play in lying, especially on their 
tummy. Helps muscles to develop

V   Vary the toys you use. Bright colours will hold their 
attention

E   Encourage your baby to do as much as they can 
independently, placing toys just out of their reach

P  Play should be fun for you and your baby

L  Look at the things your baby enjoys playing with and 
use them to motivate them to move

A  Attention observe what your baby takes notice of, 
e.g. noisy toys, interactive books, mirrors. Use those 
toys, especially during tummy time

Y  Your time with your baby should be fun. Watch your 
baby during play activities so you can see you’re both 
enjoying it

If your baby struggles to move up from soft/pureed food to lumps (for example chokes or 
splutters on them) stop for a few weeks, then introduce them again. If there is still difficulty, 
raise it with your neurosurgeon, as it could be a sign of a shunt issue, or Chiari II in babies with 
spina bifida. Your paediatrician may suggest referral to a speech and language therapist, as 
they are experts on anything to do with the mouth.
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10–12 months
Get ready, for life as you know it to change completely – your little one is about to get mobile!

Skills to look out for
• Bears weight on hands 

and knees and rocks 
backwards and forwards

• Crawls on hands  
and knees

• Can get into a sitting 
position independently

• Uses index finger to point

• Lets go of objects easily

• Can use hands to catch 
himself if off-balance 
while sitting

• Tries to copy a scribble 
after being shown

• Copies sounds

• Bangs toys together  
in play

• Places a block or  
cube in a cup

• Deliberately drops toys

• Can find a toy hidden 
under a cover

• Brings spoon from  
bowl to mouth

• Waves bye-bye

• Copies actions

• Pulls to stand

Look out for your baby clearly showing happiness to see 
your face, her toys or herself in a mirror. She can recognise 
family members versus strangers, she may show fear in new 
situations and demonstrate affection and love. 

Up on your feet
Children need to start standing by the age of 12 months 
because this helps with hip-joint development and muscle 
strength, and increases awareness of the legs. A child with 
spina bifida may not be able to maintain standing on his 
own so a standing frame could be ideal to help with this. 
Physiotherapists and OTs will be able to assess your child 
and recommend the best option. 

Standing requires control of the ankle joints as well as the 
knees. Awareness and strength at the ankle joints is needed 
to be able to stand. Children with spina bifida may require 
extra support at the ankles and supportive shoes or splints – 
called an ankle-foot orthotic can help with this.

Ways to play
Kneeling is really good for strengthening the hip and bottom 
muscles. It also helps with early weight bearing for standing, 
and promotes hip-joint development. 

From all fours, encourage your baby to pull up into kneeling 
at a surface about the height of armpit level. Put toys up on 
this surface to play. 

 Play is your  
baby’s ‘job’! The more 
he practises, the more 
confident he gets 
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Pulling up to standing

From a kneeling position your baby will start to pull herself 
up into standing. Place toys up on a surface (e.g. sofa, low 
coffee table). Some babies might need help to put one leg 
up into a half-kneeling position. Make sure you help your 
little one learn to do this with both legs. You can use this 
technique to encourage your baby to climb stairs as well 
when she’s ready. 

Encourage your baby to turn around to climb (slide) down 
backwards off higher surfaces like a sofa or bed – always 
supervise. This makes it easier to be safe when starting to 
come down the stairs in a reverse crawl.

Once in standing

All of the time your baby has spent playing on the floor 
practising tummy time, crawling and sitting has helped to 
prepare for this massive step towards independence. 

Ways to play
When he’s standing and holding on to a piece of furniture 
(something without sharp edges!), sit about two feet away 
and hold his favourite toy close to the hand that he’s using 
to support himself. See if he’ll reach for the toy. Be patient 
and don’t rush him. The more he practises and the more 
confident he gets the easier this will become. 

Once he can stand on his own, you can help him to practise 
shifting his weight ready for stepping. Do this by gently 
holding him at his hips and slowly moving him from side 
to side in a rocking motion. Make sure hands are free so 
he can use them for balance. Good songs to sing for this 
activity are ‘Hickory Dickory Dock’ or ‘The Bear went over 
the Mountain’. 

Hold your baby in standing position on your thighs, support 
lightly at hips or upper thighs, facing either towards or away 
from you. Slowly raise your legs up alternately to facilitate a 
stepping motion. If facing you, you could just hold hands if 
baby feels steady enough. A marching song would be good 
here – ‘The Animals went in Two by Two’ for example.

Encourage your baby to play while standing at the sofa, 
coffee table or a similar low surface. With arms up on 
surface for support and balance, encourage him to play with 
toys such as a shape sorter, an easy puzzle or to look at a 
book, etc. If your baby needs a bit of help with balance you 
can support by either placing your hands lightly on his hips 
or one on his tummy and the other on his bottom. 
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A word about Language
Language is vital for learning, in all its many forms – 
body language, gesture, spoken language, singing and 
symbols. It turns what a child ‘does’ into what a child 
‘thinks and knows’. 

When you’re doing activities with your child, talk to them 
about what you are doing.

For example, by saying, “Can you touch the teddy when 

you stand tall?” In this way you are explaining what your 
child is doing at the same time as prompting movement and 
providing a challenge. All this helps a child to understand 
what they are doing, and so they do it again. 

Read to your child often; this does not have to be just 
books. When out for a walk, read road signs, or adverts; at 
home read cereal packets over breakfast, anything really. It 
all helps your child develop. 

Decrease your support as he gets 
more confident. 

Once up on her feet, your baby 
will start to practise standing while 
holding on. Encourage playing at the 
surface to start increasing confidence. 
Once confident, baby will let go with 
one hand and turn their body. Pass 
her a toy to encourage this. 

As with sitting, crawling and kneeling, 
encourage your baby to stand on 
different textured surfaces like carpet, 
solid floor, grass and sand to help 
improve balance.

Some songs to try which 
use words and actions 
Head, Shoulders, Knees and 
Toes (help your child touch the 
body parts if needed)

The Grand Old Duke of York

If You’re Happy and You Know It  

Wind the Bobbin

Sleeping Bunnies

Row, Row, Row your Boat
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1–2 years 
Communication

This can be a tricky time for many parents; your baby starts 
to get a sense of himself as a whole ‘little person’, separate 
from you. He’ll start to know what he wants and what he 
doesn’t want, but won’t have the language to communicate 
it. This is where the work you did really getting to know 
your child, and recognising and meeting his needs, pays 
off. Begin to help your child with the language of emotions, 
such as, “You look happy” and “I think you’re feeling angry”. 

Your baby will understand many more words than they 
can say. They will begin to understand, “No,” but won’t be 
developed enough to stop themselves doing whatever it is 
you’re saying “No” to. This isn’t naughtiness, it is just the 
stage of development. Using positive language that tells 
him what you want him to do can be helpful. For example, 
“Put your hands on the table,” might work better than, 
“Stop hitting your brother” – it’s easier to understand. Model 
the language and behaviour you want to see, never forget 
what copycats small children are! Use lots of praise for 
the behaviour you want to see, and you’ll see more of it! 
Descriptive praise helps a child to understand what they 
are doing well, such as, “I am pleased that you are playing 
quietly with your brother”.

It can be helpful to incorporate some basic signs into your 
conversations – this gives your baby a way to communicate 
clearly with his hands before he masters the words and 
can help to decrease frustration. Some baby classes teach 
baby sign and if you see any therapists they may be able 
to help you find out where you can learn some form of sign 
language like Makaton, for example. 

Cognition and Learning 

What you can do: You can help by providing lots of 
opportunities - peek-a-boo games and cause-and-effect 
toys, like pop-up toys, are ideal. Talk through picture books, 
for example, “Benny Bear Stepped into the Shower”, then 
ask them what they think will happen next – “He got wet,” 
or “He had a wash,” etc.

To encourage initiation, give your child two or three activities 
or toys to choose from and allow them to pick. Try to be 
specific: “Would you rather play with playdough, or do 
colouring?”

If they are still struggling, reduce the choice to two different 
toys or activities.

IMPORTANT TO KNOW… Sometimes children with hydrocephalus need encouraging to explore and 
learn. They may happily watch what is going on rather than engage with an activity. The ability to learn to 
anticipate something happening, for example a that bubble will pop when it’s touched, needs to be learnt.  
It’s an important life skill.
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Social and emotional development
During this time, your baby will begin to decide what she 
wants, but won’t be developed enough to understand your 
reasons for why she can’t have her way. She’ll play alongside 
other children rather than with them, and not understand 
about sharing. 

Children of this age have no idea of time and can get anxious 
if they can’t see you — they don’t know how long you’ve 
been gone, and don’t know yet that you’ll be back for sure! 

Physical and sensory development
Language can be used to teach movement and vice versa, 
and that language and movement enhance each other. Songs 
with actions or movements are great. 

Look out for parent and baby groups near you as they 
provide good opportunities for development, and for you to 
get out of the house!

12–18 months
Skills to look out for

•  Takes steps alone

•  Walks a distance with one hand held

•  Gets up to standing, from the floor, without help

•  Walks holding/pushing a large toy on wheels, e.g. a 
truck. The toy should be well weighted so that it does 
not tip up

•  Walks independently with legs wide apart. The wide 
walking base will gradually decrease

•  Climbs on and off furniture

•  Maintains standing balance while playing games, without 
falling over

•  Eats with fingers

• Turns the pages of a board book

• Drinks from a cup independently

Ways to play

Talk to your child about her body parts, e.g. mouth, hands 
and feet. Children with spina bifida often have some loss 
of sensation so talking about different parts of their body, 
especially their legs, may not mean anything to them. 

Encourage your child to identify body parts on a teddy or 
doll, themselves and in pictures

•  Ask your child to follow simple instructions, e.g. “Please 
fetch the train,” or “Please go to the table”

• Ask them to go and get a familiar object from another 
room, e.g. potty, cup, favourite toy
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19–24 months
More complex skills emerge and a child begins to take 
an interest in the outside world. 

Help your child to
• Climb up and down stairs on hands and knees, then by 

holding the handrail. This requires looking down, judging 
depth and coping with patterned carpet. Children who 
are not walking could experience this by going up and 
down stairs on their bottoms

• Use furniture to climb for a toy

•  Look out of the window. Non-ambulant (not standing or 
walking) children could be placed at a low window or 
knelt on the sofa to see out

•  Start to run

• Start to kick a ball – you can teach your child to do this 
from sitting on a chair if standing balance is not complete

• Experiment with jumping – hands may need to be held 
to begin with to get the idea of moving up and down. 
Rebound (trampoline) therapy is a great way to teach this

•  Throw a ball – different sizes, weights and colours of 
balls can be used to widen the sensory experience. This 
can be done from a sitting position as well as standing

•  Negotiate around objects whatever form of mobility they 
are using

•  Run and stop on time

Ways to play
•  Talk to your child 

• Look at simple pictures and show ‘running’ and ‘jumping’

• Teach simple songs and let them sing and dance to 
music. A wheelchair or mobile seat or a Scoot can be 
of help for children who are unable to walk, so they can 
move to music 

Bridging the gaps 

Once she reaches the end of the sofa, your baby will need 
to start figuring out how to cross the gap to another piece of 
furniture.

You can help encourage her by placing a toy or something else 
they want. Initially she may just reach for the toy, but eventually 
will step over. Create circuits in the room by moving furniture 
slightly closer together for your little one to practise on.

Walking and independent mobility

If your child is physically unable to move around on their 
own then consider alternatives. Independent movement 
is so important for children to develop memory training, 
navigating and decision-making. In a child with spina bifida 
who may have difficulty with weight bearing through the 
legs your physiotherapist will be able to advise on options 
of walkers that can give more support, or possibly even a 
little chair or seat that can be manoeuvred, either by your 
child wheeling it with her arms or using a power supply (like 
an electric power wheelchair). 

Our aim is that your child has independent mobility from 
around 18 months, just like their friends. If you have 
concerns about your child’s mobility, speak to your 
physiotherapist.

 More complex skills 
emerge and a child 

begins to take an interest 
in the outside world. 

If your child is unable to crawl or pull 
themselves up to stand by 12 
months, please make sure that you 
get some support from your 
physiotherapist or OT to decide on 
the best way to help. Remember to 
avoid baby walkers and equipment 
unless specifically advised to use 
these by a physiotherapist or 
occupational therapist.
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AWESOME SKILL:  
CRUISING

This is when little ones move around by stepping side to 
side and holding on to furniture. It’s really important for 
learning how to shift weight so that they can take a step. 

You can encourage cruising by making sure that your 
child has lots of opportunity to cruise. Move pieces of 
safe furniture closer together and place toys to one side 
that your baby has to reach and move to get them. If 
your baby needs help getting started, place your hands 
on his hips. Gently shift him over to one side so that 
all his weight is on one leg. Then slightly push him to 
the side of the leg that he needs to lift to step out. Your 
physiotherapist can help you with this if you get stuck.

Once your little one is cruising and confidently standing, 
he may be ready to start walking while pushing a walker 
or wheeled toy. These first steps are very unsteady with 
wide legs. Make sure the push-along toy/walker is sturdy 
and not easily tipped over!
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2–3 years
Your little one is now officially a toddler and probably 
getting into all kinds of mischief and fun. They will be 
curious and inquisitive, eager to learn new things. If 
you haven’t before, this is a good time to be attending 
toddler groups with their peers. 

Skills to look out for 
• Gets up from the floor without using their hands

•  Steers push-along toys around objects

•  Becomes more skilful at jumping without falling  
over – can be done on different surfaces, to music  
and counting

•  Kicks a ball

•  Catches a ball with both hands

Language can be used to teach movement and vice versa. 
When you help your child to develop new skills, talk to her 

about what they are doing and why. It’s important to do this 
with all children, even those who may have difficulties with 
movement because of spina bifida. 

Ideas for talk and play

• Songs, rhymes and games with actions and words

• Talk about size – ‘big and small’

•  Talk about ‘in, on, down and under’. When your child 
can follow these words without a visual clue then these 
words can accompany the activity, e.g. “Where are 
you?” – “You are in the box/under the table”

•  Ask your child “What are you doing?”

•  Ask your child to follow instructions without visual clues 
so that auditory memory can be extended, e.g. “Please 
get your shoes and socks” (two things to remember)
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Toilet training 
While children with hydrocephalus may take a little longer 
with toilet training there’s no reason not to start at much the 
same age as other children, i.e. 18 months to two years.

If your child also has spina bifida, they should be under the 
care of a Urology Team.

You may have to take the lead more actively than you 
would with other children.

A helpful book is ‘ERIC’s Guide to Potty Training’ for advice 
on how to prepare yourself and your child for potty training.

You know your child best and will be able to judge whether 
they are able to understand instructions and communicate 
with you about weeing and pooing. Every child is different 
so watch for signs which may suggest your child is ready to 
begin toilet training, such as: 

•  awareness that they are passing urine or doing a poo

•  waking from naps with a dry nappy

•  asking to have their nappy changed

Start at a time when you can spend a lot of time with your 
child, when your child seems happy and there are no major 
distractions or stressful events in his life (e.g. a new baby 
or moving house). Watch them to see what times of the day 
they are most likely to poo, and how often they wee so you 
can plan the routine of sitting on the potty.

A young child with hydrocephalus may have difficulty 
balancing when sitting. The potty or toilet should provide a 
stable and secure position, with a comfortable, supportive 
seat. If necessary, rails (or something for your child to hold 
on to) will give stability to the upper body. It can help to 
get your child used to sitting on the potty before training 
starts as they’re more likely to relax if they know they can 
sit comfortably. An occupational therapist should be able to 
help with equipment if your child has poor sitting balance. 
You want your child to be able to sit with his hips and knees 
bent at 90 degrees and to have his feet flat on the floor (you 
might need to use a box).

All children, especially those with hydrocephalus, learn better 
when there is a routine. Before you begin toilet training, plan 
what that routine will be and stick to it until a habit is established 
(e.g. where the potty will be, what time to ‘try’). Go straight into 
regular underwear; pull-ups won’t give any different experience 
of wetness than nappies, so are confusing. Talk through each 
step of the routine each time, to reinforce it, being as consistent 
as you can. Watch your child for times he is most likely to have a 
bowel action, (such as after breakfast), and try those times first.

Reinforce the behaviour you want to see, such as sitting on the 
potty, with praise. If nothing ‘happens’, say nothing. Praise the 
behaviour not the ‘result’, but when your child wees or poos in 
the toilet, let them know that this is what we’re working towards. 
Show your child that you empty the potty into the toilet, and 
change their night-time nappy in the bathroom, to reinforce ‘this 
is where it happens!’ As with everything, children learn best by 
seeing and copying others, so if it is acceptable in your family 
take your child into the bathroom when you or family members 
use the toilet, to reinforce what you’re aiming at.

If your child struggles to manage changes in their everyday 
life you may need to vary aspects, once a good pattern is 
established. For example, buy a different-coloured potty, place 
it in a slightly different position in the house, or have a different 
potty for when you’re out and about. This can support your child 
to learn that toilets come in many shapes, sizes and places.

Children with hydrocephalus may have setbacks in toilet training 
when starting school; there is so much going on that the child 
may not ‘listen’ to the body’s signals. When they get a feeling of 
a full bladder, your child may need a prompt to recognise that 
they need to act on that feeling and go to the toilet. They may 
need reminding to check if they need the toilet and may need 
showing several times where the toilet is. Talk to classroom staff 
about what you’re doing at home towards toilet training: how 
often you prompt your child to go to the toilet; what signs might 
mean they need the toilet; and whether they need reminding to 
drink enough water. Classroom staff should be ready to support 
this to help your child settle in successfully.

Example of a more supportive seat.
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3–5 years
When you are three, the world is an exciting place to 
be. Whilst still dependent on you, their personalities 
are really beginning to develop. They are likely to be 
letting you know if they do or do not like something 
and starting to question you when you ask them to do 
something. Up to now, the world has been mainly about 
their relationship with their family, but they are entering 
a world of many others as they embark on preschool 
and school and all the skills that come with that.

Skills to look out for 

• Talks and asks questions

• Builds a tower with blocks

• Begins to understand the concept of time,  
(‘now’, ‘later’ etc.)

• Ready to stop their afternoon nap

• Feeds themselves, introducing cutlery (it will be messy 
but don’t rush in with the wet wipes!)

• Takes easy clothes on and off

• Draws, beginning to hold a pencil

• Plays with others, although sharing their favourite toy is 
unlikely to happen

Physical development – Gross motor skills 
(large movements) 

They will be beginning to have control and coordination 
over their movements, which may include

• Walking unaided

• Increasing confidence on the stairs

• Balancing on one leg for 3-4 seconds

• Kicking a large ball

• Throwing a ball 

• Beginning to ride a tricycle or scooter

Mobility 

If you notice that your child is tripping when walking, 
struggling with the stairs, bumping into objects, or has 
difficulties throwing and catching a large ball then it may be 
worth speaking to your physiotherapist.

Hydrocephalus can result in difficulties with coordination of 
movement, balance and/or visual perceptual skills and your 
therapy team can help you with this. 

Bikes, in particular, can be a challenge for some children 
with hydrocephalus. Balance bikes, larger saddles, 
stabilisers or specialist bikes and trikes can help. Charities 
can often help with funding.

The ability to explore your environment independently is 
very important for all aspects of child development. If your 
child is unable to do so on their own, then explore the 
potential of therapy and mobility equipment to enable this. 

Some of the causes of hydrocephalus can also affect 
mobility, for example brain bleeds may cause cerebral palsy.
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Upper limb skills – Fine motor skills 

As your child gains greater control of their upper limbs 
(shoulders and arms), this leads to finer, more precise 
movements (fine motor skills). By the age of three, we 
are looking at gaining skills relating to holding a pencil, 
holding cutlery, preparing for preschool and school. (See 
handwriting tips on page 46)

• In order for your child to fully develop their fine motor 
skills, they need to have enough stability in their trunk and 
their shoulders 

• It’s helpful to make sure that your child is sitting well when 
doing things that require a steady hand 

Tips to help

Activities in long-leg sitting such as batting a balloon, or 
catching bubbles encouraging them to reach from side to 
side are excellent for core control.

Activities to help shoulder stabilisation 

• 4-point kneeling and playing on hands and knees rolling 
over a ball to rest on hands with straight arms – try lifting 
alternate hands

• Doing activities such as drawing, puzzles, or lego on 
their tummies propped on their arms

Grip strength
In order for your child to successfully start to grip pencils, 
they need to have strength in their hands. 

Good activities to help with hand strength and coordination 
include:

• Any construction toy that involves pulling and pushing 
such as Duplo, Lego, Stickle Bricks 

• Playing with clothes pegs

• Playdough

• Squeezing wet flannels

• Baking is a great multi-sensory, fun activity to do together; 
it allows for lots of different skills:

Physical – kneading or rubbing breadcrumbs, rolling, 
pouring and lifting.

Sensory – exploring textures and smells of flour, butter, 
washing-up liquid, etc. There are also the sounds made 
by the equipment, and of course the tastes! 

Language – learning to follow a recipe, beginning to 
read words and follow instructions.

Cognitive/learning – weighing and measuring sizes or 
volume. Science, sequencing and questioning: “What do 
the eggs do in a cake?” 

Social/emotional – working together and sharing the 
finished products. The sense of achievement from 
producing something themselves.
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Screen time

All children seem to love screens and they are everywhere, 
but how do we know how much is too much?

Evidence is currently mixed, but research into children’s 
development has shown that excessive screen time can 
affect areas such as behaviour, sleep patterns and fine 
motor skills (the hand skills needed for writing, using cutlery 
and doing buttons, etc.).

Time spent on a screen is time away from exploring 
the wider world and developing physical, sensory, 
communication and social skills that are so important, 
especially for a child for whom these things may not come 
naturally.

Young children learn best when they are with another 
person, communicating face to face. 

Children with hydrocephalus can have difficulties with their 
visual perceptual skills, including depth perception which 
is important for being able to judge distances when going 
down kerbs, or crossing the road.

Activities on flat (2D) screens, especially small, handheld 
devices, require limited eye movement which can affect the 
full development of visual perception abilities.

A screen also requires very little physical movement. No 
strength is required to swipe on a screen, but we know that 
activities such as crab-walking, climbing frames, baking and 
Lego encourage good shoulder stability and strength which 
are important for developing good fine motor skills.

Are screens all bad? No. We all need down time. Structured 
screen use can aid learning. There are some really useful apps 
that can help with learning, memory and behaviour. Screens 
can be used to help calm and relax both you and your child.

Top screen tips

• Establish family screen time rules. Under twos should only 
use screens very occasionally. For over twos, the limit 
should be two hours a day

• No screens in bedrooms, especially before bedtime. The 
blue light from screens can reduce the effect of melatonin, 
which helps regulate sleep

• Screen-free time at meals; it’s a great time to spend time 
talking with your child

• Use interactive apps so you are learning together

• Invest in a screen stand. It’s not good for posture to be 
looking down at a screen 

• Use fun and educational apps to help your child learn, 
whilst having fun

• Make sure you have the correct safety filters on your 
devices

Ref: Paediatrics & Child Health, Volume 22, Issue 8, 27 November 2017, 
pages 461–468, Fine motor skills on testing were reduced or delayed in 
preschool children who use screens regularly. (Lin yi ling 2017)

https://medium.com/s/little-minds-and-big-screens/six-screen-time-
studies-that-changed-my-parenting-approach-68a3d32e0bc2

Some children with hydrocephalus can have difficulties with balance, coordination and their 
vision, all of which can affect their fine motor skills. If you feel this is the case, then a referral to a 
paediatric occupational therapist would be recommended.  They will be able to assess your 
child and to give you a therapy plan to help. If possible get them to see your child at home and in 
a preschool/ school environment. See page 81 Additional Information for some practical advice.
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Skills for life
Your child is beginning to get more independent and is starting 
to learn some of the important skills needed for life.

Washing – when having a bath or shower, give them a 
flannel, or body puff (easier to grip) and allow them to wash 
themselves. This is helpful for developing body awareness, 
especially if they have spina bifida with little or no sensation in 
their legs and feet.

Dressing – learning to dress yourself is an important skill to 
master.

Many children find dressing/undressing skills a challenge. 
This can be particularly difficult if you have additional needs. 
Children with hydrocephalus may have difficulties planning 
movements and with their balance and visual perception. 

Here are some tips to help:

1   Be organised – if you are organised and have clothes in 
different sections, it will help your child to be organised.  
Keep shoes and coats in the same place. You can label 
drawers using pictures or words to help.

2   Start small – practise with one item at a time, for example 
putting on a T-shirt or underwear. Give them a choice of 
two or three items. Praise them every time they try.

3   Choose your timing – getting ready for bed can be 
stressful, especially if you and your child are tired. Having 
a bath and getting in pjs before tea can make for a more 
relaxing evening.

4   Weaker side first – if your child has a weaker side, when 
putting clothing on always put that side in first.

5   Get your balance – teach your child to get dressed sitting 
down on a stool, bed or better still the floor as they will 
have more stability.

6   Choose easy clothes – elastic waists, T-shirts and 
stretchy fabrics can help. Going up a size, especially with 
socks and tights, can make things easier. Polo shirts are 
easier than shirts for school. Skirts are easier than dresses.
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7   Zips and buttons – if zips are difficult, attach a small 
keyring or piece of ribbon through the zip pull to help with 
grip and visual clues.

8   Buttons can be tricky – look for clothing with large 
buttons to start.

9  To help line up buttons and holes – put a coloured 
mark using nail varnish underneath the button and 
corresponding hole. Get one right and the rest should 
follow.

10  Socks – use socks with brightly coloured heels to help get 
them the right way. If you put socks on first, trousers slip 
on easier.

11 Putting clothing on – use brightly coloured name tags at 
the back of clothing. Teach them that the label goes at the 
back. Buy underwear with pictures on the front. 

12  Order of clothing – try laying out clothes in a body shape. 
You can use picture charts for the order of item – “Pants 
first” is a good motto! 

13  Shoes – learning to tie shoelaces is a complicated 
business; it requires concentration, fine motor skills and 
hand-eye coordination. Try practising with your child at 
a quiet time, not when you are in a rush. You can get 
alternatives such as elastic laces or try velcro shoes. 

As a parent, teaching any child how to get dressed can 
sometimes be frustratingly slow, but with patience and lots 
of praise they will get there. If you think your child is having 
difficulty with dressing themselves you can get further support 
and advice from an OT and/or Shine.

Toileting
Ideally, your child will be continent (or have their continence 
managed) before starting school. If this is a cause for 
concern, or if your child has other continence difficulties 
relating to spina bifida, or other conditions, do speak to your 
health visitor and look at a referral to a continence advisor. 
See section on ‘toilet training’.

Eating and drinking
Your child should be beginning to feed themselves, with 
finger food and also holding cutlery. 

You can help them by
• Being prepared for a mess

•  Using child-sized cutlery. You can mark knives and 
forks to show them where to hold them. It can be 
tempting to continue feeding your child if they are 
struggling, but it is important to let them try

• Sensory and food – children at this age can become 
fussy in their eating, but it is a good time to get them into 
good, healthy eating habits. This is particularly important 
if your child has restricted mobility, as they may gain 
weight more easily than others. Some children with 
hydrocephalus can have issues with hyper - or hypo - 
sensitivity to different textures, smells, etc. which can lead 
to a restricted diet. See page 10 on sensory issues 

•  It is ok for your child to have messy hands and 
face when eating; it helps develop normal sensory 
experience, so as before, keep those wet wipes until you 
have finished the meal and allow your child to practise 
cleaning themselves 

Drinking
Keeping hydrated is important for all children, and 
especially important for children with hydrocephalus, who 
might get headaches if they don’t drink enough. Good 
fluid intake helps to maintain a healthy bladder and reduce 
the risk of urinary tract infection. It can also help maintain 
concentration throughout the day. Your child might need 
prompting to drink throughout the day. Even if the drink is in 
front of them, they might not realise they’re thirsty and need 
to drink.
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Cognition and learning
By the age of three children are doing a lot of their learning 
by exploring, actively doing things, and using their senses to 
explore. 

Some children with hydrocephalus can have difficulty with 
learning, in particular the higher-level thinking skills such as 
language and memory, which in turn can affect decision- 
making, logical thinking and organisational skills. All these 
can have an impact on how your child learns. 

Ideas that can help include:
• Creating a routine – children learn best when they have 

some boundaries and a routine. Putting some structured 
routines in at home can help and begin to prepare them for 
school life. Have a written or visual timetable for the day 
and then the week. If the routine needs to change, prepare 
your child and show the changes on the picture timetable

• Consistency – do the same things in the same places

• Time – some children with hydrocephalus struggle with 
time, especially understanding the passing of time. You 
may have asked your child to get dressed ten minutes 
ago, but they don’t feel the ten minutes in the same way 
as you. Time might pass with nothing happening, leading 
to tension and upset in an already busy household. Using 
visual countdown times on a phone, with verbal prompts, 
may help  

• Organisation – it does help if you, as the grown-up, can 
be organised. This will be more natural for some people 
than others

Communication
A preschool child typically has a large range of 
vocabulary, around 1500 words, and will be asking you 
about the world around them: “Can we fly to the moon?” 
…“Why not?”

They can understand a lot of your conversation, so do be 
aware of what you are saying! You can help communication 
by keeping questions and statements separate. For example,  

instead of, “Would you like to tidy your toys now?” use, “It’s 
time to tidy your toys now”, which is less confusing for your 
child and doesn’t give them the option to say no all the time! 
Say what you mean, simply, clearly and in short sentences.

Nursery rhymes and songs with actions are a really fun and 
useful way to improve and develop language skills.

Language is not just ‘speaking’, it includes the process of 
understanding (comprehension) as well.

Language is more than just words. A neutral tone of voice 
can be hard for a child with hydrocephalus to interpret and 
they may ask, “Are you happy with me?” just to check.  
Body language and facial expressions can be tricky for a 
child with hydrocephalus to understand and this can lead to 
misunderstandings. There are some useful books and phone 
apps that look at facial expressions which may be helpful at 
home and at school.

Verbal fluency (speaking) and comprehension 
(understanding) occur in different sections of the brain. 
Children with hydrocephalus may have good vocabularies 
but may struggle with comprehension. Other children 
may find it hard to find the right word quickly, or to use 
grammar in the correct way. This is important, as the 
meaning of the sentences we speak is based on grammar. 
Not understanding how words are used means not 
understanding the sentence as it was intended. This can 
sometimes be missed, so it is important to make those 
working with your child aware of this if it is an issue.

An occupational therapist, speech and language therapist 
or an educational psychologist should be able to carry out 
standardised tests to identify any areas of difficulty and then 
provide tips for helping at home and school.

Social and emotional 
Your child is beginning to have more awareness of the 
world around them, including how they fit in the world. 
If they have some limitations, or differences from their 
brothers and sisters or peers, they may become aware of 
this and this can lead to different emotions. 

Make time to chat to your child and allow them opportunities 
to talk. The Benny and Bella books from Shine may be useful 
to read through.
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Some children with hydrocephalus can find it hard to adjust 
emotionally to changes in plans or routine. If possible, pre-warn 
them of changes and be aware that their initial response may 
not be positive, but just give them time for the information to 
‘sink in’. Keeping to routine will help your child, but helping them 
learn that things can change and still be ok is important too.

If you have any concerns about any aspect of your child’s 
development do speak to your health visitor, or relevant health 
professional. You may also contact us here at Shine.

Reading really matters
Reading with your child is a fantastic opportunity for you to 
enjoy something together while developing important life 
skills. Organisations like Book Trust, the National Literacy 
Trust and The Reading Agency promote reading for pleasure 
and shared reading in the UK, to help children become 
confident readers as well as building social awareness.

Raising readers at home gives children a great start in life. The 
benefits of early reading with your child includes improved 
brain function, better literacy and enhanced vocabulary.  
Reading regularly at home leads to the ability to read better 
when starting school, which also improves behaviour in the 
classroom. By promoting a love of reading at home, parents 
and carers encourage their child’s learning development.

When you share and talk about books with your child you 
help them to focus on pictures and text. You help your child 
to learn that pictures and symbols have meanings. They also 
learn to follow a sequence and to predict how a story ends, 
while learning new words. It’s the perfect learning tool for 
having fun and entertaining your child.

Children who struggle with print, including children and young 
people with dyslexia or who are partially sighted, can still 
enjoy picture books and large print in order to decode the 
written word. Many libraries have dyslexia-friendly books 
which are helpful for a range of children. Children with 
hydrocephalus often enjoy word play and love remembering 
favourite stories. Some children can struggle with subtle 
hidden meanings so reading regularly together can develop 
that skill for use in everyday life.

Sitting together, sharing a story and having quality time with 
your child has so many positive effects on communication, 
learning development, social, sensory and hand skills. You 
are not just teaching your child to read; you are teaching your 
child to enjoy sharing a book and all the fun that can be.
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Handwriting tips
Your child will spend a lot of their school days holding a pencil, 
and later a pen, so preparing your child for this is important.

Pre-writing skills – do fun activities that help prepare your 
child for writing such as painting, threading pasta and beads, 
colouring and simple dot-to-dots. Practising cutting skills with 
close adult supervision is also very good. 

To find free downloadable sheets by generous arrangement 
with Twinkl, visit www.twinkl.co.uk/resources

When children first grip writing tools, they tend to use their 
whole fist. This then develops gradually until they move on to 
what is known as a tripod grip. This allows for finer control of 
the pen. Children do not usually achieve this until around six 
years of age.

Are you sitting comfortably?
Sitting in a good position is an important part of learning to 
write. If feet are off the ground, or the child is perched on the 
edge of the seat, they will not be stable enough.

Tips to help
•  It is best to have a seat and table at the correct height. 

The table should reach to just above the elbow

•  Feet should be flat on the floor, you can use a non-slip 
footrest if needed

•  They should be sitting up straight, with their bottom right 
at the back of the chair

•  To reduce leaning over the desk to write, you can use a 
sloping surface – a small lever-arch file could be used or 
you can buy writing boards

•  It is easier to write with the paper angled away from the 
hand they are writing with

•  You can always use some tape to secure the paper.
Using a non-slip product such as ‘Dycem’ can also help 
to secure items in place

Holding the pen/pencil

The way your child grips the pencil will affect the quality, speed 
and flow of the handwriting.

Show your child how to hold the pencil with the middle finger 
resting underneath and the first finger and thumb on top – this 
is called a ‘tripod grasp’. The pencil should be held about one 
to three centimetres from the writing tip, so that there is control 
over its movement. The grip should be relaxed, not pressing 
too hard on the paper.
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Start with larger crayons, and pencils which are easier to grip.

You can get a variety of pen and pencil grips that can help. 
Schools often have a selection of these you can try with your 
child. Many children benefit from a simple rubber triangular 
pen grip which are not expensive.  

Tips to help:

• Copying words from a whiteboard on to paper can be 
difficult for some children as they have to look at the 
board, remember what it is they need to write and then 
look down to write it out

• Where possible have a copy of the work next to them

• Using graph paper can help with spacing letters

• Mark where to begin writing, as children with visual 
perception issues might not begin at the top left-hand 
corner

• Be aware of concentration levels

Writing and hydrocephalus

It is often more common for a child with hydrocephalus to 
be left-handed, owing to prematurity and other events that 
result in hydrocephalus. Most often the tools your child has 
available to them will be for right-hand use and therefore 
totally back to front for them. This can make them appear 
clumsy and awkward. Fortunately, there are lots of left-
handed products available such as scissors, notebooks, 
knives, rulers, pens and even potato peelers! 

You can make writing easier by encouraging them to start 
writing to the left of their body, with the left corner of the 
paper tilted up, holding the pen 2-3cm from the tip. As well 
as physically gripping a pen, some children can struggle 
with their visual perceptual skills and their concentration 
which can make handwriting difficult.  

If you have any concerns about your child’s handwriting 
skills, speak to your school. You can ask for a referral to 
paediatric occupational therapy who will be able to offer 
assessment and advice.

Vision and visual perception  
in hydrocephalus
Visual difficulties can be quite common 
in children with hydrocephalus. It 
is recommended that children (and 
adults) are regularly monitored 
and reviewed by an optician or 
ophthalmologist. This may be in a 
hospital or via your local optician. Your 
optician will look at the health of the 
back of the eye where any increase in 
pressure may sometimes be identified. 
You should always inform your optician 
of a diagnosis of hydrocephalus. Eye 
problems can cause headaches and 
blurred vision, which can mimic the 
symptoms of shunt malfunction; an eye 
check can be helpful in addressing this. 

Children with hydrocephalus may also be 
seen in the orthoptics department if they 
have problems with eye movements. The 
nerves that control eye movements come 
directly from the brain (cranial nerves) and 
can be affected by hydrocephalus. Double 
vision, squints or nystagmus (involuntary 
eye movements) can have a big impact 
on learning and brain development, so the 
earlier they are treated, the better.

If a headache is severe, sudden and accompanied by any other signs of acute shunt 
malfunction, take them straight to A&E and contact the Neurosurgery Centre.
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Visual perceptual difficulties

What do we mean by visual perceptual skills? Visual 
perception is the way we know and understand the world 
around us through what we see. Children who have difficulty 
with visual perception often find the world a very confusing 
place. They may experience difficulty with some of the tasks 
other people take for granted.

Why is it important? We use our visual perception skills in 
everyday life; to find our way around buildings, to judge the 
depth of steps and stairs or to work out what an object is 
when we cannot see the whole object. 

Visual perception and hydrocephalus 

Studies have shown that some children with hydrocephalus 
can have difficulties in this area, in particular with figure-
ground and visual-spatial perception.

What is figure-ground perception?

Visual figure-ground perception is the ability to focus on one 
piece of visual information on a busy background.

Figure-ground perception can help you to:

• Find your favourite socks in a messy drawer

• Find the milk in the fridge

•  Find a specific toy in the toy box

•  Find a dropped item if it fell on to a similar-coloured 
background (e.g. a 2p coin on a brown carpet)

A child with difficulties may
• Struggle to find information on a busy whiteboard or 

worksheet
•  Lose his place when copying work from the board
•  Lose her place on the page while reading
•  Struggle with map work
•  Struggle to find personal items in a cluttered place

How to help
• Keep desks and bedrooms organised and reduce 

distractions
•  If at school, try sitting at the front of the classroom
•  Reduce visual distractions when trying to concentrate on 

a task, such as switching off the TV 
•  Reduce and simplify the amount of information given at 

one time. Focus on one simple task at a time
•  Use paper or a ruler to cover up part of the page when 

reading
•  Practise pairing socks from a basketful – start with just a 

few
•  Play spot the difference games – start very simply
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What is visual-spatial perception?  
Visual-spatial perception is the ability to understand where 
your body is in relation to other objects and people in a 
room. It also includes the ability to identify different shapes 
and understand distance. 

A child with difficulties may struggle with:
•  Writing letters on a line

•  Spacing letters and words

•  Jigsaws

• Putting on clothes the right way around and in the 
correct order

•  Knocking over things and tripping

•  Walking up and down stairs safely and going through 
doors without bumping into doorways

How to help
•  Practise with easy tasks to build your child’s confidence

•  When dressing, when putting on T-shirts and jumpers 
encourage your child to put ‘labels at the back and 
pictures at the front’ 

• Encourage your child to explore different surroundings 
and surfaces, for example soft play, playgrounds, gravel 
and sand

•  Encourage your child to move slowly through doors or 
up and down stairs, holding on to the rail

•  Help your child to know where his or her arms and legs 
are, and understand how they work together. Songs 
such as ‘Head, shoulders, Knees And Toes’ work well

•  Place a small sticker on writing paper to indicate to your 
child where to start or stop writing

•  Darken the line on writing paper to help with the 
positioning of letters

•  Use graph paper for writing, which will encourage the 
suitable spacing of words

• Visual perception games can train your child’s brain to 
complete complex tasks. Matching, finding and spotting 
games help with visual discrimination. Finding hidden 
objects and making mirror pictures assists with visual 
closure 

 Dot-to-dot pictures and obstacle courses can reinforce 
visual-spatial relationships. Visual and sequential 
memory can develop with jigsaw puzzles and figure-
ground discrimination can improve with ‘odd one out’ 
games. Your child may not naturally choose toys and 
games like these but, with a positive approach, learning 
when playing with these particular toys can be fun.

IMPORTANT TO KNOW… If you think 
your child may have difficulty in this area it is 
worth getting a referral to your local children’s 
Occupational Therapy Service. They can carry out 
assessments to identify specific areas of difficulty 
and give practical suggestions to help.
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School and education
Looking for pre schools, nurseries and schools

Going to school can be a big step for both you and 
your little one. It is often something that  parents worry 
about and it’s useful to do some research beforehand to 
understand your options. 

You can gather information about pre schools, nurseries and 
schools in many ways. You may wish to send your child to 
your nearest local education setting. Talk with other parents 
you know and find out what the support is like for children 
who may need extra support. When you are looking at Early 
Years Provision it will be difficult to know for sure if your 
child will require extra support or what this may be. 

For children who do require extra help in school this is 
delivered as additional needs provision. You may want 
to research other schools and education providers in the 
area that could meet your child’s needs. You can do this 
by reading the Local Offer, which will be part of your Local 
Authority website, containing information about additional 
needs provision.

Hydrocephalus affects children in different ways and it is 
important that, whatever school you choose, the staff there 
are open to learning more about the condition and to using 
strategies to minimise the possible effects of hydrocephalus 
on your child. 

Shine can support both you and staff at the school with 
strategies and information.

Sometimes when children have hydrocephalus or other 
neurological conditions there is a predominant focus on 
additional needs, but it is just as important to look at 
general facilities that your child enjoys, such as the school 
library, sports facilities, clubs and activities, outside space, 
music, ICT or academic achievement.

 Shine can support 
both you and staff at the 

school with strategies 
and information. 

IMPORTANT TO KNOW…  
Good communication between whatever 
educational setting you choose and your family will 
be essential throughout your child’s schooling so 
it’s worth taking some time over this.
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Specific areas for consideration  
could include
• Classroom management strategies to help your child 

stay focused and facilitate learning

• Medical support and staff training, for example if your 
child has epilepsy, or being alert to the effects of a shunt 
malfunction

• If mobility is a concern then you will want to check 
the school’s accessibility with regards to the physical 
environment, room sizes, corridor width, uneven or 
sloping surfaces, door thresholds and ramps, etc. 
You may wish to invite your child’s physiotherapist or 
occupational therapist to visit the school with you in 
order to get their opinion and advice

• If continence management is an issue then ask 
questions about staff training, respectful privacy and 
personal care

Tips for visiting an Early Years setting
• Visit during normal school hours, maybe with your 

partner, a relative or a trusted professional who 
knows your child well

• Have questions ready beforehand 

• Ask to meet with the school’s Special Educational 
Needs or Additional Learning Needs Co-ordinator, 
and find out what their areas of expertise are. If the 
co-ordinator has little knowledge of hydrocephalus  
let staff know that Shine can provide information, 
advice and training for school staff

• You may wish to use Shine’s ‘Visiting an Early Years 
Setting’ checklist and add any further questions 
specific to your child’s needs 

There is probably no such thing as the perfect school, 
but you should find one you feel comfortable sending 
your little one to. As mentioned, the most important 
thing is that the school is open to good communication 
and has the best interests of your child in mind.  

Getting ready for ‘big’ school
Starting school is an exciting time for children and their 
families. The transition from an Early Years setting, like a 

pre school nursery, to full-time school is often daunting for 
many children so here are some top tips for getting ready to 
start school:

TOP TIPS for Starting School

Good Communication

• Build up good relationships with your child’s class 
teacher, teaching assistants, SENDCo and head teacher

• Let them know that they can talk to you about 
hydrocephalus and how it affects your child. Let them 
know about Shine and our resources for schools

• Speak regularly to teachers and the SENDCo. If you 
have concerns, share them early.

• A communication book can be helpful for some children

Build your child’s confidence about what to expect: 

• Read books together about starting school.  
Picture books, such as the Shine publications Benny 
Goes to School and Now I Am Four about Bella Bear are 
recommended. Also Starting School by Janet and Allan 
Ahlberg and Come to school too, Blue Kangaroo! by Emma 
Chichester Clark, are good starting points for talking about 
going to school (see information about reading)

• Visit the school for fun events such as open days, plays, 
fundraising fetes and sports days

• Have play dates with friends who are starting in the 
same class

• Practise packing the school bag the night before

• Practise the morning routine for school to find out how 
long the process will take and where the hotspots of 
the morning will be. Time can be tricky. Use a phone 
with a countdown clock/timer so they can see how long 
different things take

• Practise the school run so your child experiences the 
journey and they are prepared for the route, sights 
and events along the way. Talk through the journey to 
reassure them about what to expect

• Wall charts may be helpful for your child to prepare for 
what to expect at school

52  Your Child and Hydrocephalus

School and education



Independence
Hopefully by the time your little one starts school you 
will have developed strategies for your child to learn to 
help with everyday skills like getting dressed, toileting, 
feeding themselves and getting around independently. It is 
important to continue with these and to link with the school 
to make sure they are confident with how best to support 
your child in these areas.

If your child has spina bifida as well as hydrocephalus, 
this is particularly important, and if at this stage you still 
have concerns about any of these skills then do contact a 
professional for advice and support. Your child’s OT and/or 
physiotherapist will be able to liaise with you and the school to 
make sure that your child is supported in the best way possible. 

Remember, everyone is different so these challenges may 
not apply to your child. Some of the information that follows 
is written for, and to, your child. This may help you to 
explore and explain things to them as they are getting to the 
age where they can start to understand their hydrocephalus 
and start taking some responsibility for managing any 
challenges themselves. 

Tips for rewards and praise
You know what your child loves to do, so reward your child 
with the activities they love in readiness for school. 

Reward the effort rather than the achievement. For example, 
instead of ,“That’s a lovely picture,” you could say, “I can see 
you tried really hard,” or, “I love the colours you used, can 
you tell me about your picture?” (acknowledging effort plus 

opening up conversation. Also, you are less likely to put your 
foot in it by guessing what they drew and getting it wrong!). 

Praise the small successes your child makes every day.

Some families use a reward system, such as sticker charts, 
for their children to maintain good behaviour both in and 
outside the home, leading to a chosen reward. Often very 
young children need the reward to follow the behaviour 
immediately, so that they can relate the two before they 
forget. This can be particularly true for children with 
hydrocephalus and may be something that needs to be 
continued as they grow older. However, for some other 
children, they work less well, as the child finds it hard to 
imagine the reward, and care whether they get it or not.

Avoid rewarding with food or sweets, or anything expensive. 
Reading a favourite book together can be a great reward.

 Remember, everyone 
is different so these 

challenges may not apply 
to your child. 

IMPORTANT TO KNOW…  
Often very young children need the reward to follow 
the behaviour immediately, so that they can relate the 
two before they forget.

IMPORTANT TO KNOW…  
REWARD THE EFFORT rather than the achievement.
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Listen carefully
Sometimes a child’s behaviour can change when they start 
school, so keep calm and maintain your routines and rewards 
to help your child settle in school.

• Listen to your child’s concerns about starting school and 
find positive ways around their worries

• Make school aware of any hidden effects of hydrocephalus 
and give written information if possible 

• When you pick up your child from school, listen when 
they talk about school, ask questions and offer positive 
feedback. Your child is trying to process the information 
and experiences they’ve had during the school day so they 
may want to talk about their day

• Some children with hydrocephalus have issues with 
episodic memory, and might not be able to remember 
details of the day. A communication book might help 
prompt

• Encouragement and motivation are vital to a child, who 
may have some anxiety about being separated from you, 
so positive reassurance will help your child settle in. Put 
aside some special time to chat about the day together

Organised activities out of school
Sitting all day in school can be difficult for children. You 
can support your child’s physical development,like gross 
motor skills, balance and coordination by involving her in 
sports and activities out of school, with supportive and 
understanding leaders.

Learning at school and home
Some children will need some extra support in the classroom; 
many of the effects of hydrocephalus can be hidden. At 
the beginning of school life, children are taught basic skills 
(counting and arithmetic, word recognition and how to write). 

As school progresses, children begin to use these skills to 
learn ( reading to learn, writing to record information) These 
extra demands can be hard for children with hydrocephalus, 
who may have coped fine at the start. Encourage your child’s 
teacher, support worker, (where they have one) and SENDCo 
to be aware of these difficulties and to have a written plan 
for how best to support your child in school, with clear 
achievable goals.

Continuing to practise the skills at home can be a big help.

Reading together every day, construction toys, puzzles, 
baking and memory games are fun ways to support your 
child’s learning.

Technology can help. Schools should follow the SEND Code 
of Practice to make ‘reasonable adjustments’ by providing 
‘an equivalent method for learning’ so your child can 
effectively learn in the classroom.

IMPORTANT TO KNOW…  
Reading together every day, construction toys, 
puzzles, baking and memory games are fun ways to 
support your child’s learning.
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Helpful technology in schools
• Dictaphone or other voice-recording device

• Apps to help with organisation and reminders

• Social stories on apps to embed routines 

• Visual timetables to aid memory

• Talking photo albums with drop-in photos and paint 
tools to create order

• Talking mats as prompts

• Pen readers to speed up the reading process

• Apps to help with inaccurate touch on keyboards or 
screens

• Keyboards with word and phrase prediction to ease 
communication

• Change from QWERTY to ABC keyboard

At Annual Reviews in schools, parents and carers may 
wish to share details of technology that they have found 
to be helpful at home. 

Young children learn best by doing and through experiential 
learning, but where a child is struggling to make the same 
‘expected progress’ as their classmates then helpful 
technology may be used to prevent a child from becoming 
fatigued in the classroom.
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Medical information for schools
It is always useful to give your school as much information 
as possible about your child’s medical condition including 
what to look out for, in particular with regards to shunt 
malfunctions. You and your school should have a written 
health plan with details of what to do in an emergency.

Some symptoms of a shunt malfunction  
to be aware of include
• Headaches
• Drowsiness
• Dizziness

• Vomiting
• Sensitivity to light

Shunt malfunctions can occur and if this is the case then 
urgent medical treatment should be sought at your local 
neurosurgical unit.

Please see the additional information at the back of this book 
for more details of symptoms.

Shine has a range of shunt alert cards. Please contact us for 
your free card.

Taking part in school activities,  
including sports

Unless your neurosurgeon has said otherwise, your 
child should be able to participate fully in all aspects of 
school life, including PE.  

Shunts themselves are not fragile: they are made from 
silicone, which is strong and flexible. As they are usually 

positioned at the side of the head, they are difficult to break 
accidentally through a fall, as the shoulder would break the 
fall before the shunt hit the ground.

Some activities may need to be adapted if your child has 
balance or mobility issues. 

Some contact sports that involve being grabbed around 
the neck, such as Judo, are best avoided, but there are 
non-contact versions of many sports and martial arts. 
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5–11 years
This is a very exciting time for your child and is often 
a time of mixed emotions for many parents. Going 
to school and coping with new experiences and 
expectations can be a challenge for many. Children with 
hydrocephalus may find some things difficult because 
of the way that their brain has been altered. The brain 
has all sorts of important jobs such as making sure we 
don’t forget things. There are many reasons why it may 
not be able to do these jobs properly, but the good news 
is that if parts of the brain do not work well, other parts 
of the brain will try to help out (neuroplasticity). This 
means that if your child does find some things difficult, 
there are things that can be done to help and these are 
explained at the end of this section. 

Remember, everyone is different so these challenges may 
not apply to your child. Some of the information that follows 
is written for, and to, your child. This may help you to explore 
and explain things to them as they are getting to the age 
where they can start to understand their hydrocephalus and 
start taking some responsibility for managing any challenges 
themselves. 

Cognition and learning
Learning can be difficult sometimes for everyone. Having 
hydrocephalus can make learning even more difficult. Some 
people with hydrocephalus find it hard to remember 
things. Others find it hard to concentrate or control the 
impulse to do something they’re not meant to. This can be 
confusing and frustrating. 

Shine’s video, ‘Get Inside My Head,’ helps to explain some of 
the effects of hydrocephalus on learning information.

In all of the areas that follow in this section there are tips and 
strategies that your child could use to help them. It would 

be really helpful for your child and for you if you encourage 
her to take a lead in following the tips. It is important for their 
confidence and independence that they are encouraged to 
take responsibility for their learning at this stage, as it will 
help them to become much more confident adults. 

Working things out (processing speed) 
Your child’s brain has to process information like a computer. 
Hydrocephalus can make the brain sort out information more 
slowly. This makes it hard to think and tricky to take in lots 
of information at once. This is why your child can find long 
and complicated instructions difficult to understand. They 
may understand each word on its own, but too many at once 
don’t make sense. Their brain needs time to work out what 
it means, and it can be harder if your child feels worried or 
rushed. 

If your child cannot think quickly they can take longer to do 
things, like finishing work or keeping up with other people in 
the class. It can be hard for their brain to cope with lots of 
things at once. Too much information at once can overload 
their brain, a bit like when a computer crashes! Keeping up 
can be especially difficult if they struggle to hold a pen or 
write neatly. Support your child to talk to their teachers about 
any difficulties and you could show them the tips below. They 
might have other ideas that could help too. 
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Tips to help your child 

• Tell their teacher and other important people that it 
takes longer to take things in. They should then plan to 
give your child more time

• Ask for written instructions or handouts so they don’t 
have to worry about writing everything down and can 
focus on listening instead

• Some children will have visual difficulties as well. 
Having worksheets in larger print can help

• Your child may be able to get a spare copy of 
textbooks to take home. If they find it hard to keep up 
in a lesson, they can go over it again at home. If there 
is a computer at home, perhaps they could look things 
up on the internet to help them understand and learn 

• A Dictaphone or voice memo could be used to record 
things so your child can play it over again. This gives 
more time to understand, and it might help their 
memory too! 

• Don’t be embarrassed to ask for instructions to be 
repeated if they need to write them down

• Try not to panic about keeping up. If your child feels 
stressed it will be harder to keep up

Attention and concentrating

It can be hard to concentrate for a long time. Your child might 
get tired more easily from trying so hard. When someone is 
tired it makes it even harder to concentrate! They may be 
easily distracted by other people or sounds in the room and 
it can be really difficult to pay attention to two things at the 
same time. This can be a problem when trying to listen and 
take notes in class. It can also take longer for your child to 
settle to a task and for them to switch attention from one task 
to another.

Tips for concentration 
• Try to find a quiet place to work. It is harder to 

concentrate with the TV on or people talking. Your 
child may need to tell people that they find it hard to 
concentrate when it is noisy

• Do homework at a time of day when concentration is 
best. This might be as soon as they get home from 
school or after they’ve had some tea. Your child will 
concentrate better if they are not too tired

• Encourage your child to take a short break between one 
task and the next, to allow time to clear their mind and 
switch their focus

•  Encourage your child to try working hard for 30 minutes 
and then having a short break before starting again. This 
gives their brain a rest before restarting

•  If your child is worried, they will find it hard to 
concentrate. Encourage them to talk about their worries 
with a trusted adult. Help them to try not to worry about 
how well they are doing, as long as they are doing their 
best

•  Make sure your child has water to drink and is reminded 
to drink frequently throughout the day if necessary. 
Dehydration can make concentrating much harder 

Planning and organising
People with hydrocephalus can find it difficult to be 
organised. Planning ahead can be confusing. Your child 
may get confused about what they need for each lesson, or 
even which lessons they need to be at! This may be to do 
with memory problems, but also the part of the brain that 
works out what order things go in may not be working as 
well. Organising a piece of work may be difficult because it 
can be hard to know where to start, or what to do next, or 
how to finish a piece of work, especially if they have to write 
a conclusion. It can also be hard for them to judge whether 
what they’ve done is what was required.
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Tips for being a bit more organised 
• Create a school timetable using pictures or colour-

coding. This will make it easier to work out what they 
are going to be doing each day

• Keep things in their bag so they know where to look 
for them. They could use colour-coded plastic wallets 
to keep things together. Encourage them to check 
their notebook for things they may need to remember, 
to keep it tidy and to tick things off once they are 
done

• Set goals for things that they want to get done. 
Encourage them to decide on and to give themselves 
rewards when they do them, such as going out with 
friends or watching a favourite TV show

Tips for planning work 
• Don’t rush into things. Support and encourage them 

to take their time to work out how they are going to 
do something. It can be hard to stop, but they can get 
into a muddle if they rush it

• Get instructions written down before starting a piece 
of work. They can then focus on thinking about 
how they are going to do it, without worrying about 
remembering what they are supposed to be doing! 

• Break a new task down into small steps. This makes 
it look less scary and helps to get started. Do one 
step at a time and tick them off when they are done. 
Encourage them to ask someone to help with this to 
start with 

• If your child is not sure what order to do things in, 
they could write them on post-it notes or small pieces 
of paper. These can then be moved around to find an 
order which makes sense for your child 

Understanding what we see (spatial 
problems)

This was addressed earlier in relation to a younger child. This 
section adds to what was discussed and how it may relate to 
your child as they get older. 

Spatial perception is the way in which our brain understands 
what our eyes see. It is not about how well our eyes work. 
It can be tricky going downstairs if you can’t tell how far it 
is from one step to another. Some people find it hard to ride 
a bike, others have problems finding their way around new 
places. It can be scary for your child if they can’t find their 
way around a new school. 

Spatial difficulties can make lots of things hard such as: 
building towers with blocks, doing jigsaws, hitting a ball, 
setting up science experiments, doing maths puzzles with 
diagrams, or even writing neatly. 

Tips to help with spatial problems 

• If your child finds it hard to write or read on a flat 
surface, tilt the book upwards. There are special 
desks or pads to help with this

• Practising helps. The more your child does 
something, like climbing stairs, or finding their way 
around school, the better at it their brain and body 
will become

• Play games that involve building or making things

• Encourage your child to try thinking about puzzles 
that have diagrams or pictures by describing them in 
words. Talk about them or they can ask someone else 
to talk about the puzzles with them

• If you feel your child is having difficulties in these 
areas, then a referral to a paediatric occupational 
therapist may help. They can assess areas of difficulty 
and provide practical support.
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Memory
Everyone forgets sometimes, but having hydrocephalus 
can make it much more likely. The old adage of, ‘If it was 
important to you, you wouldn’t have forgotten’, does 
not hold true if your brain is not ‘wired’ to remember. 
However, this can be improved. 

There are three processes of memory 
• Encoding (putting information into store)

• Storing (keeping the information in mind over a period  
of time)

• Retrieval (getting the information out again and using it 
to guide actions)

There are also different types of memory, for different 
things we need to remember. For example, how to do 
things, what happened during our day and remembering 
facts. This is important, as some areas of memory might be 
affected, but others are not. 

A memory is not simply a copy of what happened in the past. 
Recalling events is based on information that is stored in 
small bits, as well as the thoughts and emotions that people 
will have about what probably occurred. The brain is very 
good at spotting themes or patterns in events, but generally 
less good at the tiny details; think about your past birthdays 
for example. Most of them would have had a cake, gifts 
and cards. But unless something different happens, you’ll 
probably find it hard to distinguish between one birthday 
and another. Therefore, memory is not totally reliable and 
confusion can arise about what happened at one time, and 
what happened at another, especially if you have difficulties 
with time concepts. Several parts of a memory can become 
mixed together. When memory is affected, the gaps are 
subconsciously filled by the brain with guesswork.

There are several types of memory
Sensory memory: receives sensory information coming in 
from all of the sensory systems including eyes, ears and 

touch. This information is either ignored or paid attention to. 
Your child should be helped to pay attention to the task by 
cutting down distractions. 

Visual memory: if your child is trying to concentrate on looking 
at objects, then a quiet room will help them to focus on the 
task and remember which ones have been seen. An increase 
in the number of objects seen and remembered will increase 
the visual memory. Noise levels need to be kept to a minimum, 
e.g. background chatter, TV, dogs barking.

Auditory memory: is the information you hear. Children with 
hydrocephalus can find filtering out unwanted noise very 
difficult, so keeping noise and distractions to a minimum is 
important if they are to learn.

Memory of touch: stroking his or her hand over toys with 
different textures will build up the information going to your 
child’s brain. Feeling toys with different weights and those 
that vibrate, buzz or hum will add to the sensory experience.

Many children with hydrocephalus have problems with 
recent memory as well as difficulty planning ahead. A limited 
sense of the future will make it difficult to know when events 
and tasks end. Life seems to be lived ‘here and now,’ in 
a concrete state, without a sense of thinking backwards or 
forwards - so planning ahead is a problem. This can also 
make it harder for them to get excited about something, or 
engage in reward charts, if they can’t imagine the event or 
getting the reward.

There may be mistakes in memory when information is 
retrieved. Sometimes the information recalled is similar, but 
not the same as that which is needed. 

Short instructions are easier to remember – this is why it is 
important to know the number of items a child can hold in 
their auditory memory. Knowledge of the language levels 
is also vital so that confusion and frustration do not occur 
– which will happen if the words are beyond the level that 
your child can understand. 

 There are also  
different types of memory, 

for different things we 
need to remember 
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Information can be held in short-term memory by 
rehearsing and repeating information and saying the words 
out loud. Children with hydrocephalus need plenty of 
practice and also time to process the information. 

There may be a time delay for the words to ‘sink in’ and 
even though this may only be slight it can still be enough for 
your child to have difficulty following the conversation.

The reason for keeping information in the short-term memory 
is to allow for it to be encoded into long-term memory. 

Tips to help short-term memory

• Try games such as ‘I packed my bag and in it I put 
…’ you need two or more players for this game, each 
‘adding’ another item to the bag but first listing the 
items already added by other players. A player is 
‘out’ if they forget any items

• Play card games like ‘Happy Families’ and 
‘Concentration’

• Try ‘Kim’s Game’ – show a tray of objects and then 
take one item away. Can your child remember what’s 
missing? 

Long-term memory

Long-term memory stores a large amount of information 
over a long period of time. The information is normally either 
transferred from the working (short-term) memory after a 
few seconds or discarded if it isn’t needed. Children with 
hydrocephalus may have more difficulty putting information 
into long-term store. Long-term memory can keep 
information in two ways: 

1.  Memory of events or experiences that have taken place 
in life and the ability to reconstruct them 

2.  It holds a structured record of facts, skills (spatial/
perceptual) and concepts (attitudes and beliefs)

Rehearsal and repetition are necessary to store information 
from short-term into long-term memory. 

Memory is necessary for the construction of language. It’s 
also necessary for organising our behaviour, and learning 
from our mistakes. Making plans and setting goals 
requires us to imagine ourselves in the future, which can 
be hard for people with hydrocephalus. It is also possible 
for people with hydrocephalus to remember something 
needs doing, but not recognise that ‘now’ is the right time 
to do it. It looks like ‘forgetting’, but comes from an affected 
sense of time, rather than memory.
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Here are some tips to support your child 
with memory issues
• Get them to develop the habit of doing things as 

soon as possible, not ‘in a minute’. The longer things 
are left, the more chance there is of forgetting

• Use alarms to remind them what to do, and when  
to do it

• Make a colourful wall chart, (but not too cluttered 
with information), to remind them what to take to 
school each day

• Help them get in the habit of writing important things 
in a notebook (or asking others to), and writing ‘to 
do’ lists (include things that have been completed 
and when, to help get things in time order). Remind 
them to check the book regularly

• Use a homework diary, with exactly what to do and 
when to hand it in, with any supporting information, 
worksheets, etc. to provide cues and prompts (in 
case they’ve forgotten the lesson by the time they 
get home)

• If they can’t remember the exact name of something, 
get them to describe it. This will help them or the 
person they are talking to work out the answer

• Clues can help to remember things. Your child’s brain 
may have stored the information but just can’t find it. 
Give specific clues to prompt remembering (“Have 
you forgotten something?” won’t help)

• Help them decide the most important things to focus 
on remembering

• A scrapbook with photos can help remember 
important events in the right time order

• Worrying makes it harder to remember, so reassure 
them it’s ok to tell people that they find it difficult to 
remember things, especially if their concentration is 
interrupted

What about things like maths? 
Lots of people have trouble with maths, even if they don’t 
have hydrocephalus! People with hydrocephalus might find 
it especially hard. Maths involves lots of the things above 
like memory, concentration, planning and spatial skills. Still, 
this doesn’t mean you can’t get better at it! If teachers, and 
you as parents, understand what your child finds hard, then 
you might be able to find ways to make it easier. 

Children with hydrocephalus may take longer to learn maths 
concepts and may need concrete experience for longer, such 
as blocks for counting and visual reminders to understand 
different processes like multiplying numbers. It is really 
important that your child understands every stage thoroughly 
before going on to the next. They may need more practice to 
make sure that they’ve really got it securely.

If you do have concerns about how your child is managing 
at school, speak to their teacher and SENDCo. It may be 
that your child would benefit from an assessment by an 

educational psychologist who can identify areas of difficulty 
and give practical advice.

Shine’s Education Service can offer support.

Social and emotional

Controlling impulses

During early childhood we usually get better at stopping 
ourselves from acting on impulse, as we become better 
at ‘thinking through’ what we’re doing. Some children 
with hydrocephalus act before thinking for longer than their 
peers. This can affect behaviour (for example not being 
able to stop themselves doing something they know they 
shouldn’t do), learning (thinking they can’t do something 
before they’ve had time to think it through) or safety 
(crossing roads without looking).

Relationships are super important. When they work well, 
they offer a source of support and protection against life’s 
inevitable stresses and strains. Of course, all relationships 
go through periods of change and challenges and 
sometimes it can be helpful to have extra support to make 
sure that they are working well. This goes for family, friends 
and other relationships that you or your child has.
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Some practical tips for parents

• Express your feelings – tell your family, partner or 
friends how you feel and don’t keep things bottled up

• Widen your support network as much as possible. 
Take time to build and develop connections with the 
people around you

• Allow yourself time to relax and do something that 
you enjoy – your health is as important as anyone 
else’s. Just ten minutes every day or an hour or two 
every week can really help

• Talk to your GP or Shine support worker if you feel 
that you would like to have more professional support

• In some areas of the country there may be the 
opportunity for you to access respite support. If your 
child has complex needs, your Shine support worker 
will be able to advise you on provision in your area

Self-image and self-esteem

Some children with hydrocephalus struggle with low 
self-esteem. Factors could include concerns about their 
appearance, behavioural issues or precocious puberty. 

It is important to guide your child through these experiences 
so that their self-esteem remains high. 

What you can do 
• Some children have emotional difficulty adjusting to 

the diagnosis of hydrocephalus. Their concerns may 
be about their physical health and future. Give your 
child plenty of reassurance and simple explanations 
about their condition

• Other children may worry about how their school 
life will be affected. Wherever possible, children with 
hydrocephalus should be included in mainstream 
schooling

• Give your child positive feedback and praise when 
they succeed or improve

• Let them choose clothes they feel good in, and give 
opportunities to show off their skills

• Children with low self-esteem may like to meet other 
children who have hydrocephalus to hear about 
positive experiences. Shine often runs events to bring 
families together

• Use an ‘errorless’ learning approach to build self-
esteem, focussing on successes so the child will not 
fail. When teaching and asking for an answer, work in 
very small steps and provide many cues and prompts. 
These cues can gradually be taken away until they are 
no longer needed. By doing this, your child will not fail 
and will feel confident rather than disheartened
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Understanding how your child behaves 
and positive parenting
Many parents of children with hydrocephalus have 
concerns about their behaviour. Human behaviour is 
complicated. Specialists have developed many, many 
theories about how behaviour can be managed, and 
there are numerous television programmes, which make 
it look very easy!

All parents have difficulties with their child’s behaviour at 
times and this does not make you a ‘good’ or ‘bad’ parent. 
Although we can’t control children’s behaviour, we can help 
them (and ourselves!) learn to manage it.

How hydrocephalus may affect learning 
and behaviour
As we’ve said before, hydrocephalus can affect children’s 
concentration, memory, understanding of language and 
their processing of information. Any of these can have an 
impact on behaviour. 

The impact that hydrocephalus can have on learning and 
behaviour varies with each child. Some children, young 
people and adults with hydrocephalus may have no, or 
very few difficulties, whereas for others the effects can 
be much more serious. Children and young people with 
hydrocephalus can have a number of specific learning 
difficulties, which may mean that they learn in a different 
way and need a range of strategies to help them. 

For some children with hydrocephalus, it can be very hard 
to adjust their behaviour to different situations. For example, 
some teachers may allow more chatting than others, or 
for children to listen to music in class. Sometimes, when 
playing, children might adapt a game or change the rules to 
please themselves. 

For children that struggle with this flexibility it can cause 
anxiety or upset, or refusal to cooperate, which can get 
them into trouble. Helping children understand from a young 
age that situations can change, and still be all right, can 
help develop this flexibility. Games with changing rules can 
help develop flexibility.

If children are struggling at school, either academically or 
with their friendships, this can lower self-esteem, which 
in itself can lead to behavioural difficulties. If you think 
this may be an issue it is important to talk to your child’s 
teachers at school.

 All parents have 
difficulties with their 
child’s behaviour at 

times and this does not 
make you a ‘good’ or 

‘bad’ parent 

If you
• Can‘t remember instructions or don’t understand 

them, then you won’t be able to carry them out 
• Have trouble transferring knowledge to new 

situations it may be that you can do something in 
one place but not another

• Don’t understand jokes you may think you don’t fit in
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Parents can feel de-skilled when faced with a child who 
does not behave appropriately. This can lead to a difficult 
situation as parents get more frustrated and children and 
young people feel more powerful but also less secure, 
making their behaviour even more extreme. When children 
have developmental difficulties, the situation becomes even 
more complicated as they may not react in the way you 
would expect.

What you can do 
Every situation is different and may require different 
strategies, but there are ways that we can begin to work 
out, by seeing what is going wrong, how to put it right.

• Firstly, try to detach yourself from the situation a little 
and approach it ‘scientifically’. Try and see it as a 
challenge or ‘problem’ to be solved!

•  Make a list of the behaviours which you are finding 
difficult, then prioritise them from the most to the least 
troubling

•  Concentrate on the behaviour you find most troubling; 
list anything which might be relevant to it 

There are usually three parts to a behaviour event:  
Think ABC

A  Antecedent – what happened just before the 
behaviour? 

B  Behaviour – step-by-step description of the observed  
challenging behaviour

C  Consequences – what happened after the behaviour? 
(e.g. event, activity?) This can sometimes be the motivator

You may need to observe your child’s 
behaviour for a few days…

• When does it happen? 
•  Where does it happen?
•  Is any other particular person involved?
•  How often does it happen? 
•  What happens before? 
•  What happens after? 
•  How do you react?
•  How do other people react?
•  How does it stop?

Then try to work out what the child is 
getting from this behaviour…

• Is it attention?

• Do they enjoy the behaviour and your reaction? 

• Do they get their own way?

• Do they avoid doing something they don’t like or 
find difficult?

You should now have some ideas about what triggers the 
behaviour, how it stops, and what the child gains from it, 
and are in a better position to try and change it. 
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Your child may have been practising this behaviour for 
several years, so it can take a long time to change. You 
and your child, and maybe school, will need to learn new 
behaviours to replace the one you want to stop.

Strategies to help
• Routine – the more established a routine, the less 

likely a child is to try to change it. You may need a 
‘going to school’ routine, a ‘what to do when you come 
home’ routine, a ‘bedtime’ routine, etc. In fact, wherever 
you notice a time that causes problems, try a routine. 
Routines are particularly important for children with 
working-memory difficulties. Repetition enables them 
to remember what to do and allows them to be more 
independent

• Consistency – this ties in to routines but also includes 
how we respond to a behaviour. If we always ignore a 
child or young person when they shout, then eventually 
they will stop shouting. If we only ignore it now and 
again then they will learn that it works sometimes and 
they keep trying, sometimes harder!

• Look for the positive, ignore the negative – when 
you do see that your child is behaving appropriately, 
make sure they know you’ve noticed. Descriptive 
praise can help a child to understand what they are 
doing well. Saying, “Behave sensibly,” or, “Play nicely,” 
means very little to a child, but, “I like the way you’re 
sitting at the dinner table,” has more meaning. Catching 
your child being good and then letting them know you’re 
pleased and proud of their behaviour makes a child feel 
good about themselves

• Reward good behaviour, however small – rewards can 
be anything that the child enjoys: a cuddle, five minutes 
playtime, music or just a smile. It doesn’t have to be a 
present or cost any money

• Try to ignore inappropriate behaviour as much as 
you can – if you have to intervene, do it as calmly and 
as quietly as possible. Don’t get into a discussion, or 
negotiate with your child, or try to explain in great detail 
why the behaviour was unacceptable. Children may 
not really know why they did something, so don’t keep 
asking why

• Make instructions clear and positive – such as, “This is 
what I want you to do…”, where you model the behaviour 
or describe it in more detail, rather than a negative such 
as, “Don’t do that”. Use as few words as possible and 
simple instructions like “Stop” and “Listen”.

• Make time – try to make some time every day which 
is just for you and your child. It could be built into a 
routine, for example, at bedtime when reading a story 
together and talking about what happened during the 
day. It is important that this time is guaranteed, no 
matter what, even if you don’t feel like it. If your child 
doesn’t feel like it, make it clear that this is special time 
and you are there if they change their mind

• Be consistent when your child needs help in learning 
how to manage their own behaviour. Some children 
with hydrocephalus need direct teaching of social skills 
because they may find social interaction, understanding 
language, reading emotions and body language very 
difficult, and may need to learn how to manage their own 
emotions

 When you do 
see that your 

child is behaving 
appropriately  

make sure they 
know you’ve 

noticed 

If you are finding your child’s behaviour very challenging, there are some helpful parenting 
courses available or you can speak to your GP about a referral to a health professional 
service such as CAMHS (Child and Adolescent Mental Health Services).
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Getting on well with other people
Sometimes it is hard to get on with other children at school. 
This can be very upsetting and can happen to anyone. If 
other children at school are making your child feel unhappy 
then support them to talk to an adult they trust. They really 
should not keep it all to themselves. 

Explain to your child that it is important to take turns when 
they are talking to people. Help them to practise good 
listening so people know they are trying hard to listen to 
them. If your child finds it hard to understand what someone 
means, they should be encouraged to explain this to them 
so that they are aware that your child wants to understand. 

Children with hydrocephalus often prefer to play on their 
own and can find it difficult to interact with other children 
their age. This could be because they have some difficulty 
in understanding what others are feeling or are unable to 
recognise that their actions have an impact on other people. 

What you can do 
• Encourage your child to interact with other children 

of a similar age as much as possible. This could be 
through after-school activities or clubs

• Encourage your child to do imaginative play such as 
dressing-up, drama and make-believe activities

• Social-skills training may be helpful for some 
children. If you think your child would benefit from 
more structured support, then ask for a referral to 
an appropriate specialist from your child’s school or 
educational psychologist

• Some children with hydrocephalus may not display 
appropriate nonverbal behaviour such as body 
language, facial expression and eye contact. It may 
be helpful to teach your child ‘what to do’ and ‘how 
and when to do it’ using pictures and mirrors 

Supporting brothers and sisters

Sometimes it can feel like the brother or sister of a child 
who is facing health challenges has to grow up very quickly. 
Giving them the chance to talk about things can help them 
to deal with issues that are bound to crop up occasionally.

Remember 

• There will be times when brothers or sisters have to take 
second place for a while – don’t feel guilty about it

•  Siblings will sometimes be uncooperative and resentful – 
they are kids! 

•  You can’t do everything, but you are doing your best
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Top tips to help brothers and sisters 
• Reassure them that no one is to blame for their 

brother or sister’s difficulties and talk with them about 
what hydrocephalus is and the effects it can have. 
Help them to figure out how to explain their sibling’s 
challenges to their friends

• Involve siblings in discussions and plans for both the 
immediate and more distant future. Depending on 
your children’s ages, they need to know for example, 
what would happen to them in case of an emergency 
situation

• Make sure that your son or daughter’s school knows 
what is happening at home

• Try to spend some quality time every day with each 
child on their own. Enjoy some ‘special time’ which is 
just for them, e.g. a regular bedtime story and chat or 
a trip to the cinema once a month

• Acknowledge negative feelings as well as positive ones

• Enjoy outings with all the family – such as a picnic, 
swimming or bowling – which involves all of you

• Allow brothers and sisters to speak their mind, even if 
it’s difficult

• Encourage the sibling to make contact with other 
siblings of children with hydrocephalus; this may be 
possible through Shine

• Involve a friend or family member to be a ‘listening 
ear’ if the sibling needs to talk 

Leisure and pleasure
• Some children with hydrocephalus may find everyday 

activities a little challenging due to difficulties with 
balance or vision, for example. If your child finds it 
a struggle to participate fully in playground activities 
or sports, they may sometimes withdraw and avoid 
situations that they don’t feel competent in

• It may be worth looking for activities in your area that 
are specifically suited to supporting children with 
additional needs 

• Sports and leisure activities play a vital role in 
helping to keep at a healthy weight and to develop 
good health habits. They are especially important 
in developing your child’s confidence, social skills, 
physical abilities and ultimately their self-esteem and 
sense of achievement 

What you can do

• Try to find an activity that your child really enjoys 
and has some success in and encourage them to 
participate 

• Make sure your child gets plenty of exercise in 
whatever way possible

• If you are concerned about your child’s weight, 
request a referral to a dietician through your GP

• While bearing in mind your child’s safety, learn to 
‘let go’ and allow your child to enjoy a reasonable 
degree of ‘rough and tumble’ play and independent 
exploring. Shunts are very robust and very, very 
unlikely to break during ordinary play

There’s no such thing as bad weather. Put on the wellies 
and get out every day, whatever the weather.
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Getting on well with your teachers

Lots of teachers may not know about hydrocephalus. They 
won’t know what it’s like to have hydrocephalus. They might 
think that you are not listening to them, or that you need to 
try harder. Teachers can get upset when they think you are 
not listening to them. This can make you feel angry with 
them. Some people with hydrocephalus can find it hard not 
to show people when they are angry. When we feel angry 
with teachers, we can end up getting into trouble. 

Sometimes people stop trying so hard at school so that 
they don’t feel silly when they get things wrong. This is 
understandable. Tell your teacher that you need their help. If 
you feel embarrassed about your friends knowing then ask 
to see the teacher during break time, in private. 

It is important that you get good help from your teacher. You 
need to help them to understand that you are struggling. 
Teachers don’t always know everything! They cannot guess 
what you are feeling. If they know you are trying very hard, 
they will want to help you more. If you prefer, ask another 
adult you trust to talk to your teacher about hydrocephalus.

There is special information for teachers to help them 
understand how hydrocephalus can affect your learning. They 
can get this from Shine. You could also show them this book.

Getting help

If you’re finding things difficult, there are solutions. 

The most important thing is for you, your parents and your 
teachers to understand what you find difficult so you can 
work together to find out how you learn best. 

Think about all the things you have learnt easily – why  
did you find them easy? Were you doing something 
practical? Were you listening to music? Did you get plenty 
of opportunity to practise? Was there something odd, funny 
or exciting about them? If you can work out how you’ve 
learnt things in the past this will give you valuable clues 
about how learning can be made easier in the future. 

The Education Advisors at Shine will be happy to help. They 
may be able to come up with ideas your teachers or your 
parents haven’t thought of. 

For you, mum and dad
Being a parent is the toughest job you will ever do and 
there’s no course or training that can fully prepare you for 
the emotional rollercoaster that having a child sends you on! 

Stress levels can be particularly high for parents of children 
who have additional difficulties, such as behavioural issues. 

Probably the most important thing you can do for your child 
is to be kind to yourself as parents. It is natural that you 
will feel stress sometimes. All parents do! However, it is 
important to learn how to recognise when you are stressed 
and then manage it, in case it harms your emotional 
wellbeing and family relationships.

Managing stress

How to help yourself

• Recognise times when you are stressed and 
be open about this – there is nothing wrong with 
admitting that you feel things are getting on top of you

• Think about your coping style. Parents tend to cope 
better when they:

• Seek support from others – let people help! 

• Feel well-informed about their child’s condition – 
so don’t be afraid to ask questions

• Eat, sleep and do things they enjoy! 

• Ask for help – this might be through talking to 
others, or may involve seeing your GP or a health 
professional if you feel your stress levels are very high 
or have been going on for a while

• Take time to do things that you enjoy and give 
yourself some time for relaxation every day. This 
can feel difficult but is so important. It doesn’t have 
to be a big deal either, just sitting for five minutes to 
enjoy a lovely cuppa, a walk outside or a bubble bath 
in the evening are some ideas to try

• Try some simple relaxation exercises

Have realistic expectations:

• Nobody can be the perfect parent

• Everyone gets it wrong sometimes

• We can all only do our best

• You can’t give if you have nothing left to give

• Parents sometimes feel anger, guilt and despair at 
times… This is normal

The next two parts are for your child to read to help them understand things from other people’s perspectives. If 
necessary read them through with your child to open up discussion about strategies and tips that may be most helpful.
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Hydrocephalus may cause frequent headaches 
which could make it very difficult for your child to 
concentrate and may be distressing. 

Headaches can signal the build-up of intracranial 
pressure and this could worry your child that they may 
have to go into hospital, but headaches are also a 
normal occurrence and could be happening for other 
reasons.

IMPORTANT TO KNOW…  
If your child gets headaches or is worried about them, make sure you seek advice from your doctor. If the 
headache is not related to hydrocephalus, it may be helpful for your child to see a professional to learn 
strategies for coping with the headaches and anxiety.

Complications with the shunt may also occur which will be worrying for your child and may involve, sometimes repeated, 
hospital stays and surgery. They may miss school which could impact on schoolwork and friendships. 

If your child is missing school for health reasons:

•  Make sure that the school is involved in helping your child, e.g. sending work home or arranging a tutor

•  Invite friends to your home to play and spend time with your child when they feel well enough

Teachers also like to be made aware of changes in a child’s needs or approaches that you have been advised of by 
health professionals.

 If your child gets 
headaches or is worried 
about them, make sure 
you seek advice from 

your doctor 

Coping with 
pain and 
hospitalisation
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Useful information to share with the 
Headteacher, SENDCo or class teacher on 
return to school after illness or a hospital stay

• Have any sensory difficulties emerged after the 
medical procedure?

• Are there any physical difficulties that might affect 
your child in school, such as access to classrooms 
or PE lessons?

• Are there any activities such as school trips that 
might be difficult?

• Does your child have difficulties with concentration 
or communication?

• Does your child have any therapy requirements, 
which might have an impact at school?

• Are any special devices or equipment required?

• Does personal care need extra supervision?

• Should prescribed medication be given at school?

• Does your child have seizures?

• Are there any safety precautions to be made?

• Do you have any particular concerns about the 
return to school?

• Are there brothers or sisters at the school, who may be 
affected by all the changes that have taken place?

Epilepsy

Children with hydrocephalus are at increased risk of having 
epilepsy. It is possible that this could be very mild and may 
therefore be missed during conventional assessments. 
If epilepsy is present, it may lead to emotional issues 
surrounding self-image and confidence and may affect 
learning, concentration and physical activities. There are 
strategies previously mentioned that will help your child if 
this is the case. If you suspect that your child has epilepsy 
or ‘absences’, you must seek advice from your GP and 
request an assessment. 

You could ask your doctor to put you in touch with a 
specialist nurse and/or epilepsy parent support group and 
inform school as well so that appropriate support can be 
arranged.

Adrenarche and puberty
Puberty is a difficult time for most young people, with 
changes to appearance, hormones and feelings. Most of 
us can remember the confusion, the mood swings and 
thoughts and feelings which were difficult to understand. 
Having the first signs of puberty before ten years for boys or 
nine years for girls is known as ‘early puberty’, while under 
the age of nine for boys or eight for girls is classified as 
‘precocious puberty’. Early/precocious puberty is common 
amongst children with hydrocephalus, and spina bifida with 
hydrocephalus. 

The most up-to-date research found that for children with 
shunts (but without spina bifida), puberty started early or 
very early in around three-quarters of girls, and two-thirds of 
boys. For children with spina bifida, around half of girls and 
a third of boys experienced early puberty.

Starting puberty early can make this time harder to deal 
with, and for young people with learning challenges, it can 
be very hard indeed. As well as the difficulties of mood 
swings and coping with periods at a young age, children 
also have to cope with having physical changes, such as 
breast development or body hair, ahead of their classmates. 
They may also start to show sexualised behaviour, which 
might be difficult for the child and others to understand and 
deal with. Early puberty results in short stature in adulthood 
too, as we stop growing once puberty has ended, so the 
younger (and shorter) we are when puberty begins, the 
shorter we will be as adults.
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Most girls with bladder problems find these are much 
worse, with more leakage around the time of their period as 
the hormones relax the pelvic floor, crucial for keeping the 
bladder neck closed.

Adrenarche is a normal part of development, which 
happens when the adrenal glands mature. It occurs 
before puberty, usually between the ages of six and 
eight. The glands begin to produce hormones which can 
cause pubic and other body hair to begin to grow in some 
children, cause mood swings or tearfulness, and change the 
smell of sweat to produce ‘body odour’.

The first signs of puberty include development of breast 
buds or breast tenderness in girls, and enlargement of the 
testes and reddening of the scrotum in boys.

It is these changes, rather than the changes associated with 
adrenarche, that signal the beginning of puberty.

At the moment, we are not sure exactly why early puberty 
happens, because we don’t understand fully how puberty 
is controlled in typically developing children. The organ 
responsible for coordinating puberty and all the 
hormones which control reproduction, the pituitary 
gland, is found at the base of the brain, just below the 
third ventricle. It’s thought that increases in pressure in this 
area, either before shunting, or during shunt malfunction, 
can change the pituitary gland and bring about early 
puberty. Early puberty is also seen in children without 

shunts but with third ventriculostomies (ETVs), which would 
support this theory.

What you can do 

Measure your child’s height every few months. You 
can measure arm span if it’s difficult to measure height 
accurately. Ask for a referral if growth is especially 
rapid, your child is very young and you think they are 
about to enter puberty.

It is possible to delay precocious puberty for a few years, 
by giving a hormone similar to the one which kick-starts 
puberty. This blocks the action of the body’s natural 
hormones. By putting off the changes for a few years, it 
allows the child to mature and grow as usual so that when 
puberty is allowed to begin, the child is better able to cope 
with the changes.

Timing can be difficult. By the time parents spot the earliest 
physical changes, puberty is underway. However, the 
growth spurt that heralds puberty usually begins around 
six months before puberty begins, so spotting this can 
provide a bit of time to arrange to see your paediatrician, or 
get a referral to an endocrinologist (a doctor specialising in 
hormones) to see if puberty could, or should, be delayed. It 
may not always be possible or desirable to delay puberty, but 
getting the opinion of a health professional could be helpful.

Your Child and Hydrocephalus  73

5 – 11 years



Transition to secondary school
Preparation is key to finding the right secondary school 
for your child with hydrocephalus.  

Secondary school is very different from primary school and 
there are many additional demands on children. Schools 
are generally much larger, and unlike primary where they 
are taught in one classroom and with the same teachers, 
most will involve several classrooms and teachers each 
day. There is an expectation that your child will become 
more independent in their learning and be responsible for 
managing their timetable and getting themselves around the 
school.

This is big change for any child but can be particularly 
challenging for a child with hydrocephalus who may have 
difficulty with planning and organisational skills, or may tire 
easily when moving around a large school. Gaining the right 
support and forward planning is key to your child having a 
positive experience of secondary education.

Here is a checklist to help you and your child make the 
right choice at this important time.

Top tips

1  Talk to your child about what their ‘ideal’ school 
would be like

 Make a list of what your child likes or really dislikes 
about their current school. This might include subjects 
on offer, class sizes, the layout of the school or 
concerns about travelling to and from school. This 
involves your child in the planning, although you will 
need to make the final decisions.

2  Make a list of all suitable schools in your area and 
visit as many as possible

 Secondary schools have open days or open evenings 
in the Autumn term, but you can often gain a better 
idea about a school by arranging a visit during normal 
school hours, if possible.

 If there are no schools which can meet your child’s 
needs within your area, look further afield to nearby 
local authorities.

 Gaining the right 
support and forward 

planning is key to your 
child having a positive 

experience of secondary 
education 
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3  Make a shortlist of schools to discuss with your child

 If possible, talk to other parents of children with extra 
needs who go to the schools. Make a list of questions 
with your child and ask for meetings with the special 
educational needs and disabilities coordinator ( 
SENDCo) so you can discuss your child’s needs and 
ask your questions.

4  Get to know your local secondary school 
admissions process

 You are not choosing one school, but listing the 
schools you would like your child to attend. If your 
child has SEN Support then your Local Authority 
Admissions Guide will explain how to apply and lists 
the admissions criteria for schools in your area.

5  Make sure you have lots of evidence about your child’s 
special educational, health and social care needs

 Collect and share as many professional assessments 
as you can because the local authority and schools will 
rely on evidence in order to plan for your child’s needs.

6  Once you have chosen a school, discuss an 
appropriate ‘transition plan’ with the school and 
your child

 Good transition planning gives a clear handover to a new 
educational setting and their services so that your child 

and you will feel confident in who you are working with 
and where you need to go if you are in need of help.

 It may help your child to have a full map of the school, 
which details where toilets and classrooms are. If it will 
help your child, ask for a list of school staff, their roles, 
names and, if needed, their photos. Request a detailed 
timetable for your child to have before starting school, 
daily checklists, a list of the school rules and any other 
information your child might need to ease anxiety of 
the transition. It may be appropriate to have photos of 
the classrooms and other areas of the school to make 
your child social story that they can refer to in order to 
reduce any anxiety.

7  Request the maximum support possible at the start 
of a new school placement with a view to adapting or 
reducing the support if it is not required.

8  Communication is key to keeping a good relationship 
with the school. Ask the SENDCo and class teacher 
for regular meetings to plan targets and to discuss 
what is working well or not.

9  Make a ‘personal passport’ with your child for use in 
school. Medical Alert cards are also useful in a big 
school environment where not all teachers and support 
staff will know your child and their additional needs.
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Additional Information
This section provides further in-depth information from our Health Team on hydrocephalus including: 

The causes 

Treatments 

Shunts and shunt malfunction 

Hydrocephalus and epilepsy 

Additional therapeutic interventions 

Hydrocephalus and learning 

A glossary of useful terminology.

More about hydrocephalus
Hydrocephalus comes from the Greek words ‘hydro’ 
meaning water, and ‘kefale’, meaning brain.

A watery fluid, known as cerebrospinal fluid or CSF, is 
constantly produced inside each of four spaces (ventricles) 
inside the brain by a tissue called choroid plexus. The 
amount of CSF increases until, in adulthood, between 400 
and 600mls is produced every day. 

CSF normally flows through narrow pathways from one 
ventricle to the next, out over the outside of the brain and 
down the outside of the spinal cord. The CSF is absorbed 
into the bloodstream through cells on the coverings of the 
brain (meninges). The amount of CSF and pressure inside 
the head are kept within a fairly narrow range when all is 
working as it should.

If the drainage of CSF is prevented at any point, the fluid 
accumulates in the ventricles inside the brain, causing them 
to swell. This results in compression of the brain tissue and 
blood vessels. This is hydrocephalus. In babies, the bones of 
the skull are not firmly joined, so as the ventricles swell the 
head enlarges. In older children and adults, the bones which 
form the skull are completely joined together so the head 
cannot get bigger and the pressure in the head increases.

What causes hydrocephalus?
There are many reasons why hydrocephalus develops. 
These can be congenital or acquired.

Congenital hydrocephalus means that hydrocephalus is 
present at birth.

It does not mean that it is hereditary. Often the exact cause 
of congenital hydrocephalus is never discovered but, these 
are the most common causes: 

• Aqueduct stenosis describes a condition in which one 
of the channels (aqueduct) linking the ventricles in the 
brain is narrowed (stenosis), preventing the flow of CSF. 
Although the condition is always congenital, symptoms 
may not occur until many years later

• Some babies with spina bifida have hydrocephalus from 
birth. Spina bifida leads to changes in the way the brain 
develops and this can prevent the flow of CSF. The 
increase in pressure can then compress the lower parts 
of the brain even further. For further information about 
spina bifida, see Shine’s Information Sheet: ‘What is 
spina bifida?’

•  Other babies with spina bifida may be born with 
small ventricles but develop hydrocephalus after their 
operation to close the spina bifida lesion. This happens 
as the CSF flows down the spine rather than creating the 
two channels that allow CSF to flow on to the surface of 
the brain. Once the lesion is closed, the CSF becomes 
trapped in the ventricles 

• There is group of disorders where fluid-filled cysts 
develop in the CSF system, e.g. Dandy Walker cysts. In 
these cases, hydrocephalus is often due to pressure on 
the surrounding tissues by the enlarging cyst, which then 
blocks the CSF channels 
 
 

We do hope that you find the information in this section of the book helpful, whether you’re a parent or a 
professional working alongside them. 

We couldn’t have produced this resource without the support from all the parents and professionals who have 
contributed, either directly or indirectly. 

If you would like to know more about the work of Shine and how we can support you, either as a parent or an 
individual with the condition, then please do contact us: www.shinecharity.org.uk/
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• In very rare circumstances, hydrocephalus is due to 
genetic factors, which might affect future generations. 
X-linked hydrocephalus is the best known of these; girls 
in affected families may be carriers, but boys with the 
gene can develop hydrocephalus

• Some maternal infections can be passed from a 
pregnant woman to her baby in the womb, and some 
of these can lead to hydrocephalus. Cytomegalovirus 
(CMV) and toxoplasmosis (a parasite caught from 
cat faeces and undercooked meat) can both cause 
hydrocephalus in this way. Group B streptococcus can 
be passed to the baby during birth and cause neonatal 
meningitis

Acquired hydrocephalus means hydrocephalus that 
develops after birth:  

• All forms of brain haemorrhage, such as from head 
injury, can result in post-haemorrhagic hydrocephalus. 
Any blood in the CSF can damage the cells which 
absorb the CSF, allowing it to build up within the head

• Tumours of the brain cause compression and swelling of 
surrounding tissues, resulting in poor drainage of CSF. In 
the treatment of brain tumours, it is often necessary to 
control hydrocephalus, which might only be temporary

• Meningitis is an infection of the membranes covering the 
brain (the meninges). The inflammation and debris from 
this infection damages the cells which absorb the CSF, 
resulting in hydrocephalus. Meningitis can occur at any 
age, but it is more common in children and teenagers 

• Babies born prematurely are at risk of developing 
hydrocephalus. The brain of a baby born early is far 
more vulnerable than one which goes to full term, as it is 
still developing. The area which lies just under the lining 
of the ventricles in the brain is particularly important as 
it has a rich blood supply. Blood vessels are very fragile 
and can easily burst if the baby suffers a large swing 
in blood pressure or becomes severely ill from other 
causes. Bleeding can lead to a blood clot developing, 
which in some cases is big enough to break through the 
wall of the ventricle. If the clot blocks the flow of CSF, 
the baby will develop hydrocephalus. The blockage may 
be temporary or permanent. Even if a blood clot does 
not develop, the blood cells from the haemorrhage can 
cause a blockage by damaging the cells which absorb 
the CSF. The more premature and the lighter the baby is 
at birth, the more likely they are to have a serious bleed 
in the first few days of life. Improvement in the care of 
very premature babies means babies are much less 
likely to develop hydrocephalus than previously, with 
around 5% of premature babies needing shunts

 Treatment of hydrocephalus

• Hydrocephalus is usually treated by diverting the 
CSF to a place in the body where it can be absorbed, 
by inserting a shunt, or creating a hole for the CSF 
to drain through, which is known as an endoscopic 
third ventriculostomy (ETV). An ETV involves using 
a flexible tube (endoscope) to create a hole in the 

ventricle, to divert CSF from the third ventricle to the 
space between the brain and the skull (subarachnoid 
space). There it can be absorbed in the usual way. 
The advantage of this procedure is there in no foreign 
body to present a risk of blockages, the ETV can’t drain 
too much, and the pressure inside the head doesn’t 
fluctuate as it can with a shunt 

• Very occasionally, an ETV is combined with removal 
of some choroid plexus to reduce the amount of CSF 
produced. ETV is more successful in older children than 
in small babies. Occasionally, the hole closes and the 
procedure needs to be repeated. Very occasionally, 
CSF doesn’t flow through the hole, and a shunt is 
needed overall, but, for older children with obstructive 
hydrocephalus, it can be a very good option

Shunts

• A shunt is the most commonly used way of controlling 
the increased pressure inside the head caused by 
hydrocephalus. All shunts are thin tubes which drain 
CSF from a space where it is collecting to another part 
of the body to be absorbed 

• Nearly all ventricular shunts have a valve in the ‘neck’ 
area of the tubing which opens when the pressure in 
the head reaches a certain level. These can be fixed 
pressure, adjustable pressure (programmable), or dual 
pressure (gravitational). Gravitational shunts can also be 
programmable

• The shunt itself is made from silicone – a strong, long-
lasting and inert substance that very few people are 
allergic to. Some shunts – such as Bactiseal – are 
antimicrobial and can help reduce infection after surgery

Common sites for shunts

Ventriculoperitoneal (VP)

Ventriculoperitoneal shunts have the proximal (head) end 
catheter placed in the ventricles (usually lateral ventricles) 
and the other (distal) end in the space surrounding the 
intestines (the peritoneum). This space has a fluid similar 
to CSF, so the CSF mixes with this fluid and is absorbed. If 
the shunt is infected, the membrane covering the intestines, 
(the omentum) can block the distal end of the shunt. 
Occasionally, the fluid is not properly absorbed and collects 
in the abdomen. This is often fixed by changing the position 
of the distal shunt to another area of the abdomen.  

VP shunts can become infected following bladder 
surgery. Your urology team would need to be aware of this 
possibility, and be vigilant after your operation. VP shunts 
do not need to be changed (revised) routinely in children 
because of growth. They are changed only if and when 
they stop working effectively, for example if they block or 
begin to over drain. VP shunts won’t be suitable if peritoneal 
dialysis is needed.
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Ventriculoatrial (VA)

Ventriculoatrial shunts drain from the ventricles into the 
heart. These are less commonly used than VP shunts. If 
placed in babies or children, the shunt often has to be 
changed (revised) when the child grows, to ensure the distal 
end remains in the heart. 

Unlike VP shunts, they don’t block if the shunt is infected, 
but bacteria can flow into the bloodstream. This can lead to 
symptoms such as feeling generally unwell, low-grade fever, 
night sweats, blood in the urine or a persistent cough. If 
your child has a VA shunt and experiences these symptoms, 
shunt infection can be ruled out through a blood test. 

Contact Shine’s Health Team for details.

Lumbo-peritoneal  (LP)

Lumbo-peritoneal shunts drain from the CSF space around 
the lumbar spine to the abdomen. This type of shunt is used 
for draining CSF where there is no blockage through the 
ventricles but not enough CSF is being absorbed, such as 
in communicating hydrocephalus. 

They can be combined with gravitational valves to reduce 
over-drainage. Sometimes LP shunts become dislodged from 
the spine and sometimes, because the shunt is placed below 
the brain, it can create a downward pressure on the base of 
the brain, leading to a condition called Chiari Malformation.

Ventriculo-pleural (VPL)

This shunt drains from the ventricles to a thin, fluid-filled layer 
between the coverings of the lungs. The CSF mixes with this 
fluid and is absorbed into the bloodstream. It would only 
be placed here if other sites weren’t suitable. If fluid is not 
absorbed effectively, it can collect and prevent the lung from 
expanding. If your child has a VPL shunt and is getting short 
of breath, especially during exercise, tell your neurosurgeon 
as the shunt may have to be moved to a different site.

External shunts

These shunts have the proximal end in the space between 
the brain and the skull (subarachnoid space); the distal end 
is usually placed in the peritoneum. These are used when 
fluid is collecting around the outside of the brain but is not 
trapped within the ventricles.

Ventriculosubgaleal

This shunt is often used for new or premature babies who 
are too small for a shunt, or who may not need a permanent 
shunt. One end is placed in the ventricle, the other into a 
‘pocket’ the surgeon forms between the skin on the baby’s 
scalp and the underlying tissue. Because the scalp has 
many small blood vessels, the fluid is easily absorbed 
directly into the bloodstream.

Types of shunts

Programmable

Some shunts have valves that can be adjusted to open at 
varying pressures by using a special device placed on the 

skin. This way, the neurosurgeon can alter the way the shunt 
works without having to replace it. This is particularly helpful 
in children as the drainage pattern changes as the child 
grows. 

Currently the most commonly used programmable shunts 
are adjusted with a magnetic device. This can mean 
that occasionally some types can be accidentally reset 
by magnetic fields coming close to the valve area or by 
powerful magnets such as those in MRI scanners.

Some types of programmable valves, such as proGAV, 
need physical pressure to be applied to ‘unlock’ the 
mechanism before the magnet resets it, so it can’t be 
changed unintentionally by magnetic fields of 3 tesla or less. 
Others, such as Codman CERTAS, can only be changed by 
magnetic fields in a certain direction, meaning MRI should 
not change the setting.

Children with other programmable shunts should be 
supervised when playing with magnetic toys or around 
children using Vagal Nerve Stimulators (VNS) to control 
seizures.

Gravitational

Shunts drain at different rates depending on whether we 
are standing or lying, due to the effects of gravity. Shunts 
tend to drain more when we are upright, owing to a ‘siphon’ 
effect, and the greater the height between the head and the 
bottom end of the shunt, the more drainage tends to occur. 
This only happens with shunts, not ETVs. To counteract this 
effect some shunts, such as GAV, and paediGAV, operate 
with two settings - one for standing and another for lying 
down, to help reduce over-drainage.

Antimicrobial

Bactiseal shunts are impregnated with two antibiotics to 
kill bacteria that are introduced at the time of the shunt 
surgery. The antibiotics are embedded throughout the 
shunt’s material rather than being coated on to the inside of 
the shunt. This means the antibiotics aren’t washed off the 
shunt by the flow of the CSF, so continue to kill bacteria for 
several weeks after the shunt is inserted.

Shunt accessories

Antisiphon devices

Some shunts have devices included or added to reduce or 
prevent over-drainage owing to gravity when standing up 
(siphoning).

Ommaya reservoirs

Although not strictly a shunt, these are often used alongside 
shunts or ETVs. They are formed of silicone, with one end 
in the ventricle. The other is a closed end placed just under 
the surface of the scalp. No CSF flows through the device, 
but it provides direct access to the ventricle and can be 
useful for measuring intracranial pressure, or for doctors to 
draw off CSF to relieve pressure in the case of suspected 
shunt or ETV blockage.
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Shunt complications

Shunt infections

Occasionally, bacteria from the skin can infect the shunt at 
the time of surgery. Bacteria live within layers of the skin, no 
matter how clean it is or how thoroughly the skin is prepared for 
surgery. These bacteria are harmless when on unbroken skin 
but can cause infections in other parts of the body. The bacteria 
are released into the surgical cut and the underlying tissue. 

Signs of shunt blockage usually develop very quickly in 
infected VP shunts, but infected VA shunts do not block 
and may not result in any symptoms for several years after 
insertion. It is not possible for a shunt to become infected 
through day-to-day illnesses such as colds, flu or dental 
problems. You will not need antibiotic cover for dental work. 

It is important to note that VP shunts can become infected 
following abdominal infections like a burst appendix, or 
bladder or bowel surgery; do ensure surgeons know your 
child has a VP shunt if these situations arise.

If it is suspected that a VP shunt is infected, it will usually block 
and you will need to seek medical attention straight away. The 
shunt will be removed and sent for testing, and an External 
Ventricular Drain (EVD) system will usually be inserted. This 
will allow the infected CSF to be drained into a bag outside 
the body, whilst antibiotics are used to clear the infection. It is 
important that blood or protein present in the CSF clears before 
the new shunt is fitted as these could block the new valve.

Shunt blockages

Shunts can block for a number of reasons.

Proximal (near the top) 

• The tiny drainage holes in the proximal catheter may 
become clogged with healthy brain cells as the catheter is 
passed through the brain on its way to the ventricle. This 
may be a repeated problem for some people, leading to 
shunts blocking within a few days of being inserted, even 
with no infection present. Some people are more prone to 
this and at the moment we don’t know why that is

• The drainage holes can become blocked with choroid 
plexus, a tissue in the ventricles that produces CSF

• The shunt can move slightly so the tip is no longer in the 
ventricle but in the brain tissue itself

• The valve can become blocked with protein or blood 
from haemorrhage, although this is rare

Distal (near the bottom):

•  The bottom end of a VP shunt can become blocked 
by the tissue covering the bowel, if there is a lot of 
scar tissue (adhesions) in the abdominal cavity, or from 
infections or blood in the abdomen

Shunt revisions

If it is necessary to change part or all of your child’s shunt, 
the neurosurgeon will aim to achieve this with the smallest 
risk of complications as possible. Shunts may, over time, 
become attached to surrounding tissues and it can be 
difficult to remove them without causing complications. 

However, if the shunt is infected, it will usually be necessary 
to remove the whole shunt so that the infection can be 
treated effectively.

If the shunt needs changing for another reason, it may be 
possible to leave a non-functioning shunt in place and just 
add another shunt system in another part of the head. If the 
proximal catheter is blocked but the distal catheter is working, 
it may be possible just to change the blocked component. 
Shunts which are draining too much or too little may be ‘tied 
off’ when another shunt is inserted to stop them working.

When shunts go wrong
Shunts can malfunction and medical attention should be 
sought. The pressure in the head may rise quickly – this is 
acute malfunction and you should take action immediately, 
getting your child seen in your neurosurgical centre within 
4 hours of symptoms starting.

Acute shunt malfunction

If there is an acute shunt malfunction before the bones 
in your baby’s head have fused together (around 18–24 
months), an increase in head circumference may be noticed 
before you see signs of intracranial pressure. 

Other signs include

• bulging or tense soft spot (fontanelle)

•  separation of the bones of the head – looking like 
ridges or furrows across the top of the head, or down 
the centre of the forehead

• lethargy – not wanting to play or do anything when awake

•  sleepiness – babies and small children should be fully 
alert when awake

•  needing to be woken for feeds, slow and reluctant to 
feed, falling asleep during feeds

•  irritability, high-pitched crying

• sunsetting eyes - eyes look downwards, showing white 
above the coloured part instead of below

•  vomiting

In older children and adults, the signs and symptoms 
may vary from person to person, and in the same person 
from one shunt malfunction to the next. The signs and 
symptoms below should be for guidance only. Not everyone 
will present with all the symptoms.

Possible signs and symptoms of shunt malfunction 
include

•  headaches

•  neck pain

•  dizziness

•  vomiting

•  drowsiness

•  photophobia (light 
sensitivity) or other 
visual disturbances

•  seizures

•  loss of consciousness

In cases of unusual drowsiness, becoming unresponsive, 
reducing level of consciousness or unconsciousness:  
THINK SHUNT
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What to do if you suspect an acute shunt 
malfunction
• Call 999 to arrange transport to a local Accident & 

Emergency Unit. Ensure paramedics and A&E staff 
are aware of shunt/hydrocephalus – SHINE Shunt Alert 
Cards may be helpful

• Call the neurosurgical unit if the person is under a 
neurosurgical team. If delayed in A&E triage, call the 
neurosurgical unit again

•  Encourage contact between emergency services and 
neurosurgical unit

Some families may have their own agreements with their 
neurosurgical units in the event of emergencies, such as 
‘open access’ arrangements. These should be clearly 
recorded in healthcare plans, etc.

Unless you have arrangements in place to go straight to your 
neurosurgical centre, you should go to your local A&E. Trying 
to get yourself to another town or city could result in delays.

Chronic shunt malfunction
Shunts can also malfunction over a prolonged period, and 
symptoms may be less clear, possibly including:

• fatigue

• general feelings of being unwell, lethargy

• new or worsening visual or perceptual problems

• changes in behaviour

• decline in schoolwork 

A review by a neurosurgeon should be arranged if you think 
the shunt may not be working as well as it should. 

Epilepsy and hydrocephalus

Some children with hydrocephalus may also have epilepsy. 
Epilepsy means recurrent seizures and often occurs 
in people with differences in the way their brain has 
developed, or those who have had an injury to their brain at 
some point. 

Brain cells communicate with each other using electrical 
activity. Epileptic seizures come about when a sudden burst 
of electrical activity spreads over the whole or part of the 
brain and stops the brain functioning in the usual way, until 
the typical electrical activity is restored. 

There are various types of seizure. Absences are common in 
childhood and can be easy to miss. Other types of seizures 
can involve involuntary movements in part of, or all of, the 
body. 

Most seizures will stop within a few minutes but sometimes, 
or in some people, they may not stop without medication. 
As the muscles for breathing might be affected, it’s vital that 
treatment is given quickly. 

More information on seizures and first aid is available: 
www.epilepsy.org.uk

What you can do

If you suspect your child may be having seizures of 
any type, always seek medical help. In the case of less 
noticeable episodes, as with absences, trying to get it on 
video can be helpful. 

You can also start to keep a written record of episodes 
including how often, when, how long for and any other 
information that might be helpful for your doctor to know.
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Therapy activities
Your child may benefit from several types of therapy. 
Some will be available on the NHS, some you may need 
to arrange privately.

Physiotherapy

Paediatric physiotherapists work with people of varying 
ages from premature babies to adolescents to ensure 
optimal physical function and development. Like all 
physiotherapists, they are concerned with movement, 
coordination, posture and the cardiorespiratory system. 

Occupational therapy

Occupational therapists help children and young people 
improve their ability to participate in everyday activities 
(‘occupations’). These may include self-care tasks 
(e.g. getting dressed, eating), play and leisure activities 
(e.g. riding a bicycle, playing with building blocks) and 
participating in school life (e.g. using a pencil and scissors).

Speech and language therapy (SALT)

Speech and language therapy can help if there are 
difficulties producing speech or using language 
appropriately. It can also be useful for feeding difficulties 
associated with chewing or swallowing, or over sensitivity to 
certain textures of food.

Aquatic therapy/hydrotherapy 
Aquatic therapy refers to water-based treatments or 
exercises of therapeutic intent. Treatments and exercises 
are performed while floating, partially submerged or fully 
submerged in water. 

Water is helpful for children to develop strength and 
coordination. The water helps to eliminate the effects of 
gravity, which makes it easier for your child to move in a 
coordinated manner. It is also beneficial for circulation, 
respiratory and digestive functions. 

Swimming is very beneficial for all children and, if 
appropriate, lessons can be useful for developing core 
strength, coordination and breath control.  

Hippotherapy
Through horse riding, specially trained physiotherapists, 
occupational therapists or speech/language therapists 
apply the movement, rhythm and repetition of the horse as 
a treatment strategy to help children achieve therapeutic 
goals.

Rebound therapy 
This is exercise therapy using a trampoline to provide 
opportunities for movement, therapeutic exercise and 
recreation for people across the whole spectrum of 
additional needs.
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Hydrocephalus and learning
As your child with hydrocephalus grows and develops, 
you might notice the way they think, learn and 
behave has similarities to other conditions, such as 
autistic spectrum condition (ASC) or attention deficit 
hyperactivity disorder (ADHD). School staff might 
mention that they have noticed similar traits and may 
suggest testing for these conditions. 

There may be features of self-regulation disorder, sensory 
processing disorder or non-verbal learning disorder that 
teachers and educational psychologists may notice when 
working with a child, which can sound distressing to 
parents and carers, but these short-hand descriptions can 
sometimes be useful when putting forward helpful ways to 
teach your child.

Sometimes, it can be useful to have a ‘diagnosis’, as 
it opens up the possibility of gaining extra support in 
school. A ‘diagnosis’ can effectively describe the way 
your child learns and behaves that education staff will 
easily recognise, and points them towards resources and 
strategies which will help your child to thrive. It isn’t that 
there is an ‘extra’ condition on top of hydrocephalus, but 
a description of how your child’s brain development is 
affecting them. 

Trying to get a diagnosis can be time-consuming and 
frustrating; the important thing is that your child gets 
the right support at the right time and a professional 
assessment can help to identify what support and strategies 
will be most helpful. If your child is getting the support he 
needs, you might decide having a formal diagnosis isn’t 
necessary.

About 25% of pupils with additional needs in schools 
have an ASC, so teaching professionals are usually trained 
to use strategies to support the learning of this large 
group of children. When your child has a less well-known 
neurological condition, like hydrocephalus, then it is useful 
to know that teachers have classroom strategies to teach 
pupils who learn in a similar way.

As well as features of ASC, a child with hydrocephalus may 
also have difficulties with processing information quickly, 
executive functioning and their working memory. Your child 
may gather together a collection of diagnoses.

If you notice 10 or more of the features on this list, then your 
child may need extra support in school to learn.

If you notice your child
• Finds it difficult to start concentrating or maintain their 

focus
• Finds it hard to control their impulse to do something
• Finds it hard to manage changes to their routine or adapt 

to different situations
• Doesn’t start activities themselves or doesn’t finish things
• Talks a lot, with repetitive speech
• Has literal understanding and comprehension differences
• Responds to questions and commands differently from 

what’s expected
• Finds it difficult to complete abstract reasoning and 

executive functioning tasks
• Struggles to retrieve and recall information
• Struggles with visual memory and recognising visual 

patterns
• Has a reduced processing speed
• Finds it hard to maintain attention on a task by organising 

and planning for learning
• Lacks understanding of the concept of time, prospective 

memory and anticipation
• Needs help with place value, symbols, instructions and 

processes
• Takes a long time to understand money values and 

budgeting
• Has little awareness of the passage of time
• Finds it hard to transfer skills to new situations
• Struggles to build relationships
• Has feelings of frustration
• Does not know the appropriate behaviour for a situation
• Has habitual or obsessive behaviours and compromise 

issues
• Shows an eagerness to please or high compliance 
• Has low confidence and self-esteem
• Finds it difficult to cope with change, leading to panic 

attacks
• Struggles to function effectively under time or social 

pressure

Teachers can use free resources and training opportunities on My World Teaching Hub to support your child in 
class: www.autism.org.uk/professionals/teachers/myworldhub/myworld-signup.aspx
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If you notice your child… Then try this…

Features of Autistic Spectrum  
Condition (ASC)

Finds it hard to manage changes to their routine or adapt 
to different situations

Routines throughout the day help to create security and 
consistency. Practise what to do when changes occur so your 
child has a range of language and actions to use in different 
situations. Let your child know well in advance, if possible, of 
any changes and show these changes on a visual timetable at 
home to remind your child and to calm them

Has literal understanding, understands different meanings 
from what is intended

Talk about alternative meanings of words, using cards or their 
own experiences, so that your child is aware that the same 
word can have several meanings, e.g.. like ‘orange’

Responds to questions and commands differently in social 
situations

Allow time for rehearsal of speech and the behaviour required 
for different social situations so your child is aware of the 
expected response

Struggles to build relationships Maintain a ‘buddy’ or ‘chaperone’ system to help with social 
anxiety and to reduce social isolation

Struggles to show expected emotions, especially when 
under pressure

Encourage your child to talk about their feelings and how 
other people feel with the use of pictures and other visual 
representations of how your child feels

Does not know the appropriate behaviour for a situation Play alongside your child in unstructured situations to 
establish play skills and to try out new situations in a safe way

Features of Attention Deficit Hyperactive 
Disorder (ADHD)

Doesn't start activities themselves or doesn't finish things

Help them ‘own’ a task and be responsible for something, 
rather than blaming for not finishing, by talking through what 
needs to be done to complete the task. This leads to a sense 
of pride when a goal is reached. That sense of success can 
be built on and used as evidence to give your child a ‘can do’ 
attitude

Talks too much and uses repetitive speech

Use simple mindfulness techniques such as breathing, 
stretching or tapping to calm down their thought processes

Make a ‘calm down corner’ at home or at school for your child 
to practise these exercises

Has low self-esteem

Positive behaviour reinforcement strategies are very helpful 
for a child with hydrocephalus in order to develop their social 
skills. Use positive language, explain what good behaviour you 
want and keep it short and simple (KISS)

Other conditions...
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If you notice your child… Then try this…

 Features of Self-Regulation Disorder (SRD)

Has difficulty keeping still and listening attentively Play games which require turn-taking or start-and-stop skills

Struggles to control their emotions
Keep track of inappropriate or unexplained behaviour. Look for 
what triggers a particular behaviour and look for patterns

Lives ‘in the moment’ and finds it hard to control impulses, 
beyond an age when they could be expected to able to 
regulate themselves

Use descriptive praise and talk about the qualities you admire 
about your child, such as, “Look at the nice thing you did there 
for your friend when you let them borrow your toy”. Practise 
impulse control with games like ‘Simon Says’, and ‘Ready, 
Steady, Go’

Has problems going to sleep and waking up at  
expected times

Establish a soothing bedtime routine like bath-book-bed. Some 
children find ‘white noise’ easier to sleep in than silence if they 
can’t block out their own thoughts. White noise can be found on 
various apps

Features of Sensory Processing Disorder (SPD)

Seeks particular sensations Playing with a stress ball or fidget spinner

Avoids certain textures, sounds, tastes, smells, and coming 
into contact with them leads to a ‘meltdown’ which is 
sensory overload distress

Your child is fatigued by sensory overload. They may need a 
calm space away from the sensations they find ‘too much’, and 
reassurance

Hums, rocks or moves their head rhythmically 
Try a hug vest or a sensory weighted blanket to provide 
feedback to their body

Features of Non-Verbal Learning Disorder (NVLD)

Has a limited visual memory and finds it hard to recognise 
visual patterns  

Try playing with Lego together. Build a simple shape with your 
child watching. Then ask them to make the shape the same 
way, using identical shapes and colours

Has problems working out a step-by-step process unaided
Follow a recipe or a fun science formula together, doing each part 
of the task side by side and taking time over it. Then repeat the 
task regularly to reinforce the vital parts of the process

 Features of Dyslexia

Difficulty with processing and remembering information, 
particularly with regard to reading and spelling, associated 
with verbal memory and processing speed.

Ask your child to repeat the instructions they have been given 
and ‘scaffold’ their learning using working memory aids

Learn through doing activities together, e.g. like ‘paired reading’

Features of Dyspraxia

Struggles with fine and gross motor coordination and that 
may also affect articulation and speech

Try repetition of movements and tasks involving the whole body, 
or just hands and fingers, with no time limits or pressure to ‘do 
it right’. Threading games, painting a wall with a big brush and 
just water, are examples

Becomes anxious and holds things too tightly

Anxiety can have a physical effect on a child, so self-talk can 
help. Ask your child to state their anxious thought, to talk about 
why that thought comes back, and create a response. E.g. such 
as, “Most dogs are friendly,” when they have a fear of dogs
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If you notice your child… Then try this…

 Features of Dyscalculia

Finds the recognising of numbers, place value, number 
sequences and telling the time difficult

Practise number vocabulary like ‘more than’ and ‘smaller’ 
when playing. Use lots of ‘hands-on’ ways of showing how 
everyday things have numerical value (three cars, five apples), 
and practical ways of learning concepts like ‘equal to’. 
Weighing games, measuring cups and maths blocks can help 
show what numbers mean

Link numbers to familiar contexts and to real situations like 
playing at shopping using real coins to show two times, five 
times and ten times amounts

 Features of Dysgraphia

Impaired writing, associated with difficulty ‘holding’ words 
and shapes in your mind (the working memory) in order to 
reproduce them on paper

Develop working memory by playing copying games, 
completing half-finished pictures and dot-to-dot puzzles

Practise sequential movements of fingers by playing with clay 
and crafting materials
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Glossary 
Here are some useful words or terms you might 
find in this book, or hear from health or education 
professionals.

Aqueduct stenosis – blockage of the connecting pathways 
between the ventricles

Auditory – to do with hearing

Autism – a condition affecting a person’s social interaction, 
communication, behaviour, attention and interests

Cerebrospinal fluid (CSF) – fluid which surrounds the brain 
and the spine

Cognitive – thinking, learning or behaviour

Cognitive functions – memory, attention, language, 
processing speed and spatial processing

Congenital – born with (not to be confused with ‘genetic’, 
which is something inherited)

Developmental milestones/stages – important events in a 
child’s development (e.g. what a child should be able to do 
and at what stage they are usually able to do it)

Dysarthria – difficulty in pronouncing or saying words 
clearly, due to muscle difficulties

Endoscope – tube with a light at the end for looking inside 
the body

Epilepsy – a disorder of the brain characterised by recurrent 
seizures

Executive functions – abilities such as regulating 
behaviour, working memory, planning and organisation

Fine motor skills – hand and finger movements

Functional language – language which is appropriate to 
the situation

Genetic – something that is inherited

Gross motor skills – general movements of the arms, legs 
and body

Haemorrhage – bleeding 

Hydrocephalus – when the brain is put under pressure by a 
build up of CSF

Hypothalamus – region of the brain, which controls 
temperature, thirst and hunger

Intracranial – within the skull

Intracranial Pressure (ICP) Monitoring – technique for 
measuring the pressure inside the head

Lexical/semantic skills – knowledge and use of words

Menarche – start of periods (in girls)

Non-ambulant – not walking

Papilloedema – swelling of the optic nerve caused by 
raised intracranial pressure

Perception – understanding messages received by the 
senses

Pervasive developmental disorders – autistic spectrum 
disorders

Phonological development – development of the sounds 
of language

Pragmatic language skills – recognise and use appropriate 
and functional language

Precocious puberty – puberty which occurs unusually early

Proto-words – sounds that describe the object, e.g. “Brrm, 
brrm,” for car, or “Baa,” for sheep

Psychological development – development of the mind 
and how this influences behaviour and feelings

Psychosocial – involving both mental and social aspects

Receptive language development – development of 
comprehension or understanding of language

Rote learning – learning something ‘off by heart’ in order to 
repeat it from memory

Semantic – the meaning of words

Sensory – to do with the senses of touch, smell, taste, 
hearing, sight, proprioception and vestibular

Sexual maturation – the process of becoming fully  
sexually developed

Shunt – a tube that drains excess fluid from the head or spine 

Siblings – brothers and sisters

Spatial awareness – understanding where things are in 
relation to other things

Syntactic skills – knowledge and use of grammar

Third ventriculostomy (ETV) – an alternative treatment to a 
shunt, whereby a small hole is made in the floor of the third 
ventricle to divert the flow of CSF

Ultrasound scanning – examination of parts of the body 
using high-frequency sound waves

Ventricles – spaces in the brain that contain the 
cerebrospinal fluid

Working memory (short-term memory) – temporary recall 
of information currently being thought about
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References and resources
Shine thanks Twinkl for kindly allowing the use of their resources in this book

Twinkl 
Educational resources including SEND sections 
www.twinkl.co.uk/resources

Fledglings 
Providing disability aids and products 0–19 
www.fledglings.org.uk 

Newlife Charity 
Provides equipment, charitable funding, free play pods and much more 
www.newlifecharity.co.uk  

Turn2us 
Charitable funding resource 
www.turn2us.org.uk/Get-Support 

Children’s Therapy & Family Resource Centre  
www.kamloopschildrenstherapy.org/social-emotional-infant-milestones
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Who are Shine?
With around 12,000 members across 
England, Wales and Northern Ireland, 
Shine is Europe’s leading charity for people 

 For over 50 years, we’ve been at the centre
of developments which have improved the
lives of thousands of people, enabling
and empowering our members to
lead the lives they want to live.

 
 

 

Get in touch and 
join today for FREE!

Supported by

For more information, visit: 
www.shinecharity.org.uk/littlestars

or call 01733 555988 or email us at 
firstcontact@shinecharity.org.uk 

for support

Shine offer specialist support 
for parents of children aged 0–10


