Dear Parents/Guardians

Christmas is fast approaching, and we know that Santa and everyone else have long lists to complete! Here in Newtownhamilton Primary School all our staff greatly appreciate the kind gifts that are sent in to us but due to the success of last year were parents gave donations in lieu of presents to the Cancer Fund for Children, the staff would love you to give a donation instead of presents if desired to our nominated charity this year ‘Reverse Rett’ (please see some information regarding this charity below).

Our very own Mrs Whitford is also taking part in Portadown Cares ‘Strictly Come Dancing’ event in early 2025 and she and her dance partner Duncan are raising money for this well deserving charity, so we as a staff team strongly felt that this was the perfect charity to nominate for donations in lieu of Staff Christmas presents.

If you wish, please forward your much appreciated donation to your child’s class teacher by Monday 16th December 2024.









What is Rett Syndrome? [image: ]

Rett Syndrome is a neurological condition which most often strikes previously healthy young children between their first and second birthday, leaving them unable to speak, walk or use their hands.

The symptoms of Rett Syndrome can appear quickly or take months to develop.  It is not always obvious to begin with.  Most children are born healthy and develop the first symptoms between the age of one and two.

Most children lose the ability to speak and use their hands at an early age.  Some never walk, or even sit. Some do but more than half of those who learn to walk will lose their mobility in their teens. Breathing problems, feeding tubes, seizures, anxiety, gastrointestinal and orthopaedic issues are common.  Those who survive into adulthood need 24 hour round the clock care. 

Estimated to affect 1 : 10,000 people, Rett Syndrome is most often seen in girls and women because the gene which causes Rett Syndrome is on the X chromosome. 

There are currently no approved treatments for Rett Syndrome, either to slow the progress of the disease or manage the symptoms.  But thanks in part to the work of Reverse Rett, clinical trials of gene therapies which target the underlying cause of the disorder, are now underway in Canada, the USA and are currently recruiting patients in three sites in the UK - London, Manchester and Edinburgh.

Who are Reverse Rett?

Reverse Rett is a patient advocacy and research organisation working to bring these and other treatments for Rett Syndrome to the UK.

Since 2010, we have delivered over £8 million to Rett Syndrome research in the UK and internationally.  We work to identify and register every affected individual, provide clinical trial support services, fund the specialist CIPP Rett Centre based at King's College Hospital, funding ongoing academic research programs and provide essential health information to families and caregivers. 
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