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Hydrocephalus means water on the brain. When a baby has 

hydrocephalus, they have too much fluid within their brain. This 

can increase the pressure within the skull and can cause a 

baby’s head to look very big. 

 

One of the most common sources of anxiety for the parents we 

hear from is shunt failure. Shunt failure can occur as a result of 

a blockage, disconnection, or infection, among many others. 

This can cause the shunt to stop working. When this happens, 

fluid within the brain builds up. This can lead to increased 

pressure within the skull, and symptoms of untreated 

hydrocephalus. 

 

We looked at the experiences of families when accessing care 

for a child with a possible shunt failure. We used interviews, 

social media, and a survey of parents. 



 

First contact 

We found that the first point of contact when a parent 

suspected a shunt blockage was varied. It was most often an 

Accident and Emergency nurse. Most children with a suspected 

shunt blockage were first seen at Accident and Emergency. 

 

Experience of emergency treatment 

• 65% of families carry copies of their child’s medical history 

• 40% of parents believe that a delay in getting specialist 

medical attention led to increased anxiety 

• 28% of parents believe that a delay in getting specialist 

medical attention led to a longer inpatient stay in hospital 

• For example, one parent told us that “My local hospital 
didn’t seem to understand hydrocephalus or any 
symptoms of shunt blockage and made me feel like an 
over-anxious parent.” 

 

We concluded that there needs to be improved awareness and 

training on the signs of hydrocephalus and shunt failure for 

medical professionals. Medical teams should listen to parents 

and carers. They should build relationships with patients and 

families through timely communication and sharing a named 

contact. 

 

Find out more at our website https://harrys-hat.org 


