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NUMBER OF CHILDREN DIAGNOSED WITH 

RARE CHROMOSOME DISORDERS ON THE INCREASE 

  Photo: Jayden Cann (2) from Manchester has a rare chromosome disorder (a deletion of 
chromosome 7q11.23 (William’s Syndrome) and a microduplication of chromosome 15q13.3).    

  Photo: Annie Nealgrove (10)  lives in Brighton and has a rare chromosome disorder (1q22q23                                    
deletion and 22q13.31 deletion).   

Unique, the rare chromosome disorder charity, announced today that the rate of 

diagnosis of children with rare chromosome disorders has seen a sharp increase, with 

an estimate of around 30% of all children diagnosed with significant developmental 

delay in the UK having a rare chromosome disorder. 

   

As the first Rare Chromosome Disorder Awareness Week launches on 2 June 2014, 

Unique advise that rapidly improving genetic testing techniques are seeing many 



children, previously labelled with developmental delay, autism or other learning 

difficulties, now having a formal diagnosis.      

    

Rare Chromosome Disorders remain relatively unknown, while chromosome disorders 

such as Downs Syndrome are more recognised and understood.  Yet Rare 

Chromosome Disorders affect at least 1 in every 200 people, making the incidence 

higher than Down’s Syndrome and Cerebral Palsy combined.  By raising awareness, 

Unique hopes to help families beat the isolation and alienation of having a rare disorder 

that few others understand.    

 

Chromosome disorders can cause physical and learning disabilities and complex 

medical issues, including heart defects, epilepsy, autism or other types of challenging 

behaviour.  Some people are profoundly disabled while others appear outwardly normal 

but have problems with infertility or recurrent miscarriages, learning impairments or 

behavioural issues. 

    

Many families come to Unique distressed, struggling to come to terms with their child’s 

diagnosis, often feeling isolated and confused.  Membership is free, and offers families 

a    helpline they can call at any time from that traumatic first moment of diagnosis and 

throughout their lives; by linking up families with others affected by similar disorders, 

and providing families and medical professionals with guides written by experts 

explaining their child’s condition.  

 

During the Awareness Week, Unique families will be telling their communities, doctors, 

teachers and MPs all about the challenges they face living with a little known diagnosis, 

in accessing services from education to health, and in planning for their family’s future, 

often with complex medical problems and/or disabilities.  Fundraising events will take 

place such as cake sales and fun days.   

 



Unique member families are holding events around the county such as a fundraising 

cocktail party in Brighton and a sponsored swim (www.justgiving.com/joanna-dyckes1).  

 

Unique will also have an information and awareness raising stand at County Mall, 

Crawley on Thursday 5 June from 10am-3pm at which Unique staff members will be on 

hand to talk about rare chromosome disorders and how Sussex-based charity Unique 

can help.  

    

Sophie Sainty, Chair of Trustees at Unique and mum of 12 year old Max who has a 

rare chromosome disorder, commented, “The shock of having a child diagnosed with 

any disability or disease is devastating.  But having a child diagnosed with a rare 

chromosome disorder, often with no name to it, makes it even more difficult.  Doctors 

don’t know how the children will be affected; families, neighbours and the public don’t 

understand it.  We are left feeling very, very isolated.  We hope Rare Chromosome 

Disorder Awareness Week will help to spread the word and reach new families who 

need support.”   
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Notes to editors 

For more information, photographs and case studies, please contact Sophie Sainty, 07801 233207 / 

sophie@rarechromo.org     www.rarechromo.org   www.twitter.com/Unique_charity 

http://vimeo.com/87465026  

 

Unique is the leading charity for chromosome disorders worldwide with almost 5,000 families in the UK and 

almost 12,000 worldwide.  Around 150 families join each month.  Membership is free.  
 

Unique (aka the Rare Chromosome Disorder Support Group) is a Registered Charity in England and Wales under Number 1110661 and a company limited by 

guarantee under Company Registration Number 5460413. Registered Address:    Valiant House, 3 Grange Mills, Weir Road, London, SW12 ONE 

 

Did you know that.... 

 

1. ...children with rare chromosome disorders may look different or do things differently but at the heart of 

it they are just like any other child   

 

2. ...rare chromosome disorders don’t discriminate: they affect people of all races, classes, and nationalities 

 



3. ...you are far more likely to have a chromosome disorder than to win the lottery - more than 1 in every 

200 has one, some will only realise when they try to start families, others will have physical or learning 

disabilities 

 

4. ...more than 150 families join Unique every month as more and more children are being diagnosed with a 

rare chromosome disorder 

 

5. ...the charity Unique receives no funding from the Government to help families with rare chromosome 

disorders – all our funding comes from donations and grants 

 

6. ...don’t be afraid to ask a parent about their child’s rare chromosome disorder - the more you understand 

the better.  Watch this video to understand more http://vimeo.com/87465026  

 

7. ...Unique provides invaluable information to families when even the professionals are stumped 

 

8. ...Unique’s information and support doesn’t end with childhood - Unique is there for you at all stages of 

life 

 

9. … one of the aims of Rare Chromosome Disorder Awareness Week (2-8 June 2014) is to raise awareness 

amongst professionals to make sure that testing is done and that children get diagnosed as early as 

possible, so that they can get more support early on   

 

10. ...Unique members are emailing, tweeting and Facebooking to spread the word; writing to their MPs 

about rare chromosome disorders and the work of Unique; putting up posters in their local doctor’s 

surgery, hospital or school; giving a talk at school, carers group or hospital about Unique and rare 

chromos; doing cake sales at work or school; shaking the bucket outside supermarkets; opening house 

and gardens to neighbours, friends and family.  


