
The AT Society funds research and
provides support and hope to everyone
touched by AT. It is the only organisation
in the UK dedicated to doing this.
Amongst our many activities we:

Promote and fund research to find
treatments and a cure

 
Provide information, as well as
practical and emotional support for
families affected by AT 

Work to ensure people with AT get
the best possible health and social
care 

Raise awareness of the condition.

The impact of AT on individuals and families
is devastating. One in 200 people
unknowingly carry the AT mutated gene, and
in almost every case the diagnosis will come
out of the blue. 

Children, adults and families have to cope
with the challenges of the day to day needs
and the fact that AT is a degenerative
condition. 

The impact of AT
on individuals

About the AT
Society

The AT Society has been based in
Hertfordshire since 1989 when it was set
up by a family who had two children with
ataxia telangiectasia (AT). 

Our positive philosophy to live well with
AT expresses our commitment to provide
the information and support to enable
people with AT and their families to live
their lives to the full. At the same time we
work to improve treatments and to
stimulate and fund research.

Charity No: 1105528



You can donate online at
www.atsociety.org.uk

For support please contact us on: 
01582  760733 or email
support@atsociety.org.uk                

Having a diagnosis of AT can be a lonely and
frightening experience for everyone in the
family. 

There are no days off - the stress and worry
of coping never goes away. This is why the
work of the AT Society is so vital. We aim to
make a positive, lasting difference by
providing the right care, support, and
opportunities to live well with the
condition. 

Our services include: 

A helpline for parents, family members
and those living with AT
Psychological therapy for a child or adult
who has AT and their parents
Advocacy support to help with benefits,
housing and education challenges 
Social events to reduce isolation and
meet others with this rare condition
Grants to help with financial pressures.

We are here to support families and to give
these children and adults the best life
possible.

What is AT?*

AT is a rare, neurodegenerative,
genetic condition, which affects
many parts of the body, causing
increasingly severe physical
disability.

Children are born apparently healthy but
from around two years old their balance and
coordination deteriorate, and they are often
described as ‘wobbly’ or ‘clumsy’. 

Most children with AT use a wheelchair
regularly by the age of 10 and within a few
years need full-time care. Children will
often have problems reading and speaking
but intelligence is unaffected.

The condition also affects the immune
system, leading to frequent chest and lung
infections and a high risk of leukaemia and
other cancers. Currently there is no cure and
the average life expectancy is mid-
twenties.

*AT stands for Ataxia Telangiectasia, but,
because the name is rather difficult to
remember (Telangiectasia is pronounced
tell-ange-ek-tasia), we usually just say AT.

For more information,
watch this short film

Follow us on social media:

It felt like a lot to take in,
like a roller coaster. But
knowing you guys were
there to help us through
made all the difference.

Find out more about
fundraising for 
the AT Society
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