
Hearing your child has retinoblastoma may 

have left you with a mixture of emotions. 

When you were given the diagnosis you 

would also have been told about the 

treatment your child would have to undergo. 

All this may have left you feeling completely 

overwhelmed but there are people to guide 

you through this difficult time; factsheets 

to tell you about retinoblastoma and 

explain the treatment; and other helpful 

information.  You can speak to a member 

of the specialist team who will be there to 

support you at the hospital as well as to 

your support worker from the Childhood 

Eye Cancer Trust.  

This information sheet has been put 

together to give you the basic facts about 

retinoblastoma which might help answer 

any questions you or your family and friends 

may have.  In it, a father also tells the story 

about the diagnosis of his daughter, Isla, 

and there are many other families willing to 

share their story with you or listen to how 

your experience has affected you.  

Your Retinoblastoma Team at the hospital  

will be happy to answer any medical 

questions and a support worker from the 

Childhood Eye Cancer Trust will be happy 

to talk other things over with you too.

If you would like to speak to other parents 

with a similar experience we can arrange 

that for you.

Childhood Eye Cancer Trust support 

workers: 

London  020 7377 5578 

Birmingham  0121 708 0583

What is retinoblastoma?
Retinoblastoma, also known as Rb, is a cancer 

(malignant tumour) which develops at the back of the 

eye in the cells of the retina; the light sensitive lining of 

the eye.  It mostly affects children aged five and under 

but with treatment it is highly curable.

 Just Diagnosed

This cancer is diagnosed in about 40 children each 

year in the UK. It accounts for only about 3 out of every 

100 cancers in children under the age of 15 years. This 

disease affects all races and boys and girls.

How common is retinoblastoma?

Types of  retinoblastoma
Retinoblastoma can grow in one eye (unilateral) or both 

eyes (bilateral) and there may be one or several tumours.  

Approximately 45% of children with retinoblastoma will 

have the heritable form of the disease which means  

their future children could inherit the condition..  

Christopher was three 

when he was diagnosed 

with Rb. In this photo 

you can see the white 

reflex in his eye, which 

can sometimes be an 

indication of Rb.

The cause
Eyes begin developing in the womb where rapidly 

growing cells, called retinoblasts, mature to form the 

retina in the back of the eye.  Errors can occur when 

any cells divide and copy themselves incorrectly. These 

cells will often die but if not, and they go on to divide, they 

produce more incorrect cells which become a tumour. 

Errors in the production of new cells can happen at any 

time until the retina stops growing, usually around five 

years of age.



 
 

 

Over 98% of  children with retinoblastoma in the UK will be 
treated  successfully and most of  those will still have useful 
vision.
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Treatment of  retinoblastoma
There are a number of treatments available 

and the type given will depend on the size, 

place and number of tumours in the eye. If 

both eyes are affected each eye will be treated 

on its own merit. 

A combination of treatments may sometimes 

be used. Treatments include laser, cryotherapy 

(freezing the tumour), chemotherapy (drug 

treatment), radioactive plaque, radiotherapy, 

enucleation (surgical removal of the eye) and 

intra-arterial chemotherapy.

Is treatment successful?
Great advances have been made in the treatment of retinoblastoma over the past two decades, 

leading to one of the highest cure rates amongst childhood cancer patients.  Over 98% of children with 

retinoblastoma will be treated successfully in the UK and most of those will still have useful vision.

My Story: Diagnosis 

The first time we thought something might be 

wrong with Isla’s right eye came when we noticed 

a mysterious reflection in it. It looked like a small 

patch of the light you get from a cat’s eye in the 

road, reflective greyish green. My wife, Julie, took 

Isla to the GP who did not know what it was to 

start with.   Isla, who’d only days before celebrated 

her 2nd birthday, was sent home with the promise 

of tests ‘in a few weeks’. Later that night, the GP, 

who had clearly done some reading up, rang back 

and told us we had an appointment at the local 

eye clinic the next day.

Julie asked the question outright: “Are we talking 

about cancer?” and the GP said that we could be.  It 

is difficult to remember quite how I felt that night. In 

terms of the whole process – diagnosis, operation 

and recovery – it was definitely the lowest point.

At the eye clinic, the specialist found it difficult 

to get Isla to sit down for long enough to get a 

good look but he was able to confirm eventually 

that it looked like a growth and he used the word 

‘retinoblastoma’ for the first time. �e referredHe referred 

us to the consultant at the City Hospital with an 

appointment the next morning.  

The consultant, who was much more used to 

dealing with children, had a good look in Isla’s 

eye and called his student over to have a look. I 

remember him saying to her: “Have a look at this 

– you might never see it again”. He was pretty 

sure Isla had retinoblastoma and referred us to 

Birmingham Children’s Hospital. It sounds strange, 

but this confirmation, such as it was, immediately 

by Richard Firth

Christopher has now 

finished treatment and 

is seen regularly for 

check ups. To read his 

mother’s story visit: 

www.chect.org.uk
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made me feel a bit better. The consultant’s manner 

helped. He said two things which stick in my mind: 

“If there’s a good cancer to get, it’s this one” and 

“The very worst that can happen is that she will 

lose an eye”. When you’ve been forced to consider 

that your child might die, the fact she may lose an 

eye doesn’t seem so bad.

At Birmingham, Isla had eye drops and 

a general anaesthetic but nothing in the 

world could have prepared us for the agony 

of seeing our little girl knocked out. The 

bewilderment in her eyes; the fear; and her 

confusion at her apparent betrayal - it was 

so hard to bear. When Isla was returned 

to us, we were very quickly taken into a 

room with the retinoblastoma nurse, the 

cancer specialist and the consultant who 

had looked at Isla. They confirmed Isla 

had retinoblastoma in one of her eyes, the 

tumour had also detached her retina and 

she had been blind in that eye, possibly for 

weeks. The only sensible thing to do was 

remove the eye and that took place about 

a week later.

The whole process of diagnosis was quick, 

calm and efficient. We weren’t overloaded with 

information, we were reassured at every turn and 

everybody was keen to point out we were far more 

deeply affected by it than little Isla. 

It sounds ridiculous, but I remember the couple 

of weeks between that first GP visit and Isla’s 

operation quite fondly. Of 

course there were very dark 

moments, but we spent 

three weeks together as a 

family, steering our brave 

little girl along a course we 

never thought we’d have to 

explore.

“Diagnosis was quick, calm and efficient. We weren’t 
overloaded with information and were reassured at every turn.”

Remember, everybody deals with bad news in 

different ways but many parents who have been 

through diagnosis and treatment recognise it all 

affects them much more deeply than it does their 

child.  It is the parents who bear all the pain, stress 

and worry and their child amazes them by how 

resilient and cheerful they can be throughout 

treatment or operation. 

We hope this information pack helps you through 

the difficult time of diagnosis.  You can always call 

or email your support worker; visit our website; chat 

to other parents on the wards; read our newsletter; 

become a member of the charity; ask to be linked 

to another family who has been through a similar 

experience; or join our forum if you would like 

more support or information.

Isla is now aged 5 

and is a happy lively 

little girl who has just 

started school.


