
As a family, suddenly thrust into this world we found very little 
awareness of the condition. This lack of knowledge was sadly 
evident amongst the front-line health professionals and the 
community in which we lived. I have to be honest though, before 
Harry’s diagnosis, we were also blissfully unaware of the condition.  

There is no cure for hydrocephalus, only risky and invasive treatment. 

We found out that many of the nurses and front-line workers who supported Harry often 
had to fund their own training and, consequently, it was rare to find healthcare professionals,
outside of the specialist neuro-surgical teams on which we had come to rely, who had a
concrete understanding of the condition. 

As the days and weeks passed and we tried to support Harry, we felt increasingly isolated and
very frightened and realised that other families were feeling the same way.

After consultation with other families, specialist nurses and front-line medical practitioners,
we launched Harry’s Hydrocephalus Awareness Trust (Harry’s HAT). In April 2019 we
received registration for the charity and, since then, our lives have turned into a 
fundraising whirlwind. 

The charity’s mission is to ‘make life better for children with hydrocephalus’ through
awareness, research and sign-posting support.

We are run by a dedicated and enthusiastic board of Trustees, who are 
supported by volunteers and specialist sub-committees. Volunteers include 
those with specialist knowledge and those who have also worked within the 
voluntary sector for a number of years. At present, the charity is run on an 
entirely voluntary basis.

From our founders:
Hydrocephalus is a life-threatening condition,
which roughly translates as ‘water on the brain’.
We learnt that hydrocephalus is relatively
common, affecting 1 in every 770 children It is
currently the most common reason for 
brain surgery in children.

Along came Harry

The need

The charity

Harry’s Hydrocephalus Awareness Trust (Harry’s HAT)



true false

Many children with hydrocephalus can, with
support, lead a normal life?

true false
A shunt is the main treatment for hydrocephalus
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There is currently no cure for hydrocephalus

true false
"Sunsetting eyes" is a sign that a shunt is blocked
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All children with hydrocepahlus also have
Spinabifida 
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Children with hydrocephalus need wheelchairs

true false

In a school with 1000 children, between 1 and 3 
will have hydrocephalus

Measuring a baby's head is one way of 
finding hydrocepahlus

Hydrocephalus: True or False

true false



Make sure the child drinks water regularly.
The child should remain active is important but be careful about hanging upside down
for any length of time. Some people can find certain sports difficult and care should be
taken with contact sports as the shunt tubing can become fractured (broken). People
with hydrocephalus will need to check with their specialist before undertaking any
particular sports. 
Always being vigilant to any signs that the shunt is not working well as this needs to be
looked at quickly by the specialists.
Sometimes a child's Clinical Nurse Specialist will talk to the school to help them support
the child- ask the child's parents if this can be arranged. 

Hints and Tips

Staying safe at school 

Every child with hydrocephalus has unique strengths and weaknesses. Therefore, not
every child with a shunt requires the same support. 

Support at School

A child with hydrocephalus may benefit from sitting close to the front of the
class/activities.
Repeating the instruction needed from the child with hydrocephalus on a regular basis
during the day.
A child with hydrocephalus maybe more of a visual learner.
Hydration is vital for all children and particularly for children with hydrocephalus as
they are more prone to becoming dehydrated.
Sometimes children with hydrocephalus can display difficult behaviours and are more
prone to self-harm. e.g. head banging with frustration.

This advice is taken from: 
Sarah Kvedaras & Annie Hughes 
Paediatric Neurosurgical Clinical Nurse Specialists Children’s Hospital for Wales, Cardiff.

Harry's Hydrocepahlus Awareness Trust:  www.harrys-hat.org
The Shine Charity: www.shinecharity.org.uk

Further support:



Hydrocephalus affects an estimated 
1 in every 770 babies born each year. (US figures).

Nearly 40% of children diagnosed with hydrocephalus 
develop behavioural issues and 20% will develop autism.

Most people with hydrocepahlus need a shunt to drain 
the cerebrospinal fluid from their brain and keep them alive. 

More than one third (38.%) of children will require 
a surgical revision within the first six months of their 
shunt being put it which means more brain surgery.

The core technology used to develop the shunt has not changed significantly since the
1950’s. The author Roald Dahl was involved in the shunt's development.

It is important that people with hydrocephalus drink regular water to minimise the
effects of the pressures in the head that hydrocephalus and having a shunt can cause.

Hydrocephalus is the most common 
reason for brain surgery in children.

Hydrocephalus can be congenital (you are born with it) 
or acquired (occurring at any point in your lifetime, 
normally due to an event such as trauma, meningitis 
or a tumour).

People affected by hydrocephalus can thrive with the 
right support. Examples of which include Darren Jackson 
a Scottish former professional football player and George Visgner a former
professional American football player. 

Hydrocephalus- facts and figures:

Find out more:
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