Living with CHARGE

Living with CHARGE

CHARGE syndrome is an extremely challenging condition that affects people from birth and throughout their lives. People who have CHARGE often have to cope with a wide range of physical difficulties - including sight and hearing problems. CHARGE is now recognised as a major cause of congenital deafblindness.
Despite this, many individuals with CHARGE have been supported to rise above their difficulties - and achieve far more than was originally thought possible.   

What is CHARGE?
CHARGE is a rare and complex condition that can affect different parts of the body. The most common problems are with the eyes, ears, heart, nose and with growth - although there are a wide range of other difficulties that people can experience. 

Some of the most common characteristics:
· Coloboma – eye defect

· Choanal atresia or stenosis – narrowing or blockages in the nasal passage

· Ear problems

· Cranial nerve difficulties that can result in a loss of smell, facial palsy (unchanging facial expression), balance difficulties and swallowing problems.   

There are many other features that can be associated with CHARGE – such as heart defects, delays in growth and hormone difficulties. 
It is important to stress that this condition, and its severity, does vary from person to person. Not all these features are seen in every person with the condition, nor are these problems always severe. 

A child needs to have a number of these features to be diagnosed by a medical specialist.

What causes CHARGE?

Recent research has strongly suggested that CHARGE is a genetic condition. A  

a mutation in the gene CHD7 can be found in roughly two thirds of people with CHARGE. Research into this is ongoing.

The early years

Because of the range of physical problems associated with CHARGE, babies will often need emergency surgery and may need to spend long periods in hospital in their early life. Understandably, parents describe this as a very difficult time for themselves and their child.

Usually the need for medical intervention decreases over time, and parents start to deal with the other challenges that their child faces. Because many children with CHARGE will have combined sight and hearing difficulties, one of the biggest difficulties is with communication.

With the right support, children with CHARGE can learn to communicate in a number of different ways – including using sign language, objects of reference (where an object represents a word or activity), body language and touch. Some children are able to hear some speech and learn to speak. Many children will use a combination of methods of communication depending on what suits them best.

Getting the right help

It is very important that children with CHARGE – and their families – get specialist help as early as possible. If the child has visual and hearing problems this should include support from a specialist teacher for multi sensory impairment.
An individual programme should be drawn up for each child which is tailored to their particular needs. For example, some children may need regular visits at home from an intervenor who helps them to learn to communicate. Other children may attend a local nursery with extra support. The important thing is that each child is different with particular challenges to face and strengths to build upon.  

With the right education and support an increasing number of people with CHARGE are working their way through life’s milestones. Just like anyone else they have what it takes to make the most of themselves given the chance. 

How Sense helps

Sense specialists have many year’s experience of working with children and adults affected by conditions that cause dual sensory impairment - including CHARGE. 

Our services include:

Practical advice and support for people with CHARGE and their families.

Specialist assessments that focus on the developmental and educational needs of each individual.

Advocacy to enable people with CHARGE and their families to get the services they need.

Information about CHARGE, including specialist factsheets, website information, magazine articles and information sharing with internatiional contacts.

Training for education, health and social service professionals.

Support for families through conferences, family meetings and social events. 

Young Sense brings young people affected by deafblindness together to make friends, build confidence and have fun!

Support for families

Caring for a child or young person with CHARGE can be extremely demanding for the whole family. This is especially true in the early days when most parents will find it very hard to come to terms with the news that their child has a serious condition. In addition, many young children will have to undergo numerous operations and have many hospital stays. Despite this, many parents say that it does gradually get easier as they adjust and learn to help their child with the challenges they face.

Many parents find that one of the most helpful things - apart from receiving the right support for their child - is talking to other parents who are in the same position. Sense supports a number of local branches, and helps to run Saturday clubs and other events for families. It also runs a holiday programme which, as well as offering exciting new experiences for children and young people, offers carers a much-needed break.

Sense also works in partnership with the CHARGE Family Support Group. This enables parents, children and others affected by CHARGE to come together, share information and offer mutual support.
For more information about this visit: www.chargesyndrome.org.uk
Getting in touch

To find out more about CHARGE, or the services that Sense offers please contact:

Sense 

101 Pentonville Road
London N1 9LG
Tel:
 0845 127 0060
Text: 0845 127 0062
Email: info@sense.org.uk

Website: www.sense.org.uk

If you would like a copy of this leaflet in another format – such as braille or audio tape, or you would like this translated into your first language please contact Sense’s Information Team – contact details above.
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Quotations
“Ellie has achieved a lot in her life despite what she had to go through which is wonderful.”

Ellie’s mum
“It has been tough but it is true that it does gradually get easier.”

James’ mum
“Jessica has overcome the obstacles caused by her condition and grown into a strong character with her own sense of humour”

Jessica’s dad

“I know there are things about me that are different but it doesn’t stop me leading a normal life.”

Zara-Jayne Arnold

“Megan loves school and can’t wait to go in and see her friends. She especially likes zooming around on her three wheel bike and going swimming”.

Megan’s mum

