
HERE TO SUPPORT 
YOU...

CHECT SUPPORT
support

support. They have a wealth 
of knowledge about other 
services which may be useful 
including practical and 
financial help available, plus 
details of other agencies and 
organisations. 

You can meet with a support 
worker at each visit to the Rb 
clinic and you can contact 
them by phone, email or via 
social media. 

We appreciate this is a very 
difficult time for your family, 
so please don’t be afraid 
to ask for help - that’s what 
we’re here for.

The contact details of our 
two support workers are:

The Childhood Eye Cancer Trust (CHECT) 

is a charity which supports people affected 

by retinoblastoma (Rb). We were set up by 

parents, to help others whose children were 

diagnosed with Rb. We now support anyone 

affected by Rb, from diagnosis onwards and can 

be available at any point in their lives, including 

helping children, teenagers and adults meet 

other people who had Rb as a young child.

BECOME A MEMBER
Becoming a member of 
the Childhood Eye Cancer 
Trust is free and open to 
anyone affected by Rb, as 
well as their friends, family, 
all supporters of CHECT and 
health professionals.

To join CHECT, please 
download a membership 
form via our website or ask 
your support worker for one.

Sarah Turley at Birmingham 
Children’s Hospital on 07526 
594 762 or sarah.turley@
chect.org.uk. 

Lena Copley at The Royal 
London Hospital on 07706 
919 996 or lena.copley@
chect.org.uk.

Our support workers

We know the time during 
diagnosis, treatment and 
anaesthetic check ups 
can be very tough for 
parents. For this reason 
we have support workers 
available during Rb clinics 
in Birmingham Children’s 
Hospital and the Royal 
London Hospital. 

They work alongside the 
medical professionals at 
the hospital but CHECT is a 
charity and we are not part 
of the NHS. 

Our support workers are 
here to lend a listening ear 
and to provide emotional 



CHECT website 

Our website has information 
about all aspects of Rb, 
including treatment, 
genetics, research and 
members’ stories. There 
is also a children’s area 
especially for young people 
to learn more about Rb. 

www.chect.org.uk

Facebook 

Our Facebook groups 
offer the opportunity to 
anyone affected by Rb to 
connect with and help each 
other, and also to share 
experiences. 

There is a closed group 
especially for parents of 
children who are being, or 
have been treated in the UK, 
one for adults who had Rb as 
a child (called Beyond Rb); 

plus a page for friends and 
family. 

You can follow CHECT news 
and message us through the 
main Childhood Eye Cancer 
Trust Facebook page which 
is open to all.

You can also find us on 
Twitter and YouTube too.

Regional members days

Our members live all over the 
UK and we organise events 
throughout the year to give 
people affected by Rb the 
chance to meet and chat to 
each other, as well as talk to 
CHECT staff. 

We also hold our CHECT 
Champions Awards at these 
events to recognise the 
courage and bravery shown 
by all children who have 
been affected by Rb. 

InFocus

We produce a newsletter 
called InFocus twice a 
year which we send out to 
members with features on 
research developments, 
members’ social events, and 
experiences and news from 
the Rb community.

Information leaflets

We have written these to 
complement the medical 
information you have been 
given about your child’s 
treatment by the Rb team. 

Our information is drawn 
from personal experiences 
of this treatment. The way 
each parent and child copes 
naturally varies but we hope 
that this information will 
give you some idea of what 
to expect, along with some 
useful, practical advice.

www.chect.org.uk 

      020 7377 5578        info@chect.org.uk 

      @ChectUK                         /CHECTUK 
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to be removed thankfully). 
I got my GCSEs, A Levels, a 
degree and now work as a 
teaching assistant, hoping 
to be a teacher one day. I 
had days as a child and teen 
where I longed to be ‘nor-
mal’, and the not driving was 
upsetting, but I have realised 
it really hasn’t stopped me 
from accomplishing any-
thing.

•   I wish I knew that when 
she got older (she was two 
months at enucleation) 
she’d be fearless and strong 
and want to do anything and 
everything. We all saved her 
life and she lives it to the full. 
Losing an eye has yet to pre-
vent her from doing anything 
at all.

After surgery sometimes 
your child’s eye area may 
look bruised and/or swol-
len for a few days. Parents 
told us how they tackled 
this when out and about.

•  I was angry at first when 
people stared, but then I 
started to explain what had 
happened so that more 
people in the world would 
understand.

•  We counted to 10 and then 
explained to them. 

The staring stopped and 
they went away with some-
thing to think about and 
hopefully pass on to others!

•  Sending a mass email to 
parents in both my son and 
his brother’s class was one 
of the most effective ways 
for us to let people know 
what had happened. We 
showed them a photo of my 
son and his new eye (which 
was amazing from the start).  
Using email also helped us 
having endless ‘half’ conver-
sations in a busy playground 
environment.

•  Two days after surgery my 
son was running around and 
playing on his bike with his 
friend. The third day we went 
into town (everything was 
raw, emotional and fright-
ening for me). He was his 
normal self only he had the 
worst black eye imaginable! 
I can remember every look 
I got that day. We went for 
an ice cream and the lady 
serving said ‘Oh dear, what 
happened? So I explained he 
had cancer and had to have 
his eye taken out. She said 
he was such a brave boy she 
would buy the ice cream for 
him. I thought she was brave 
for asking, and I’ve never 
forgotten that day.

tougher than you may give 
them credit for! You may feel 
very emotional. If you need 
to cry then do so and don’t 
feel ashamed – you are not 
superman/woman.

•  My son’s way of dealing 
with everything was to re-
fuse to take his medication! 
We had to think of creative 
ways to get him to have it 
– a small amount of strong 
squash and medicine with 
the promise of something 
nice after!

•  It is much harder on the 
parents than the child. Our 
son was more bothered by 
the cannula in his hand than 
the fact his eye had been
removed! Also, his artificial 
eye looks amazing – people 
can’t tell the difference 
between his eyes.

•  I wish I could have told 
myself that six years later 
no-one would even notice 
her magic eye and that life is 
now completely normal.

•  I had my eye removed at 
about four months old. As 
someone who is now 23, 
it has stopped me from 
doing nothing except driv-
ing (I had tumours in both 
eyes, though only one had 

Lena Copley Sarah Turley


