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Neurofibromatosis
 
Key facts
· Neurofibromatosis or NF is one of the most common genetic conditions. It can affect anyone regardless of family history, gender or ethnic background. It is a variable and unpredictable condition. This makes it difficult to manage. Some people have very few problems whilst others may be more severely affected.
· NF1 affects 1 in 2,500 children
· It affects males and females equally. An affected person has a 1 in 2 chance of passing the condition on.


Two main types of Neurofibromatosis

There are two main types of NF;

Neurofibromatosis type 1: 
This is a relatively common genetic condition.

Pupil’s with NF1 may 
· be slightly shorter than their peers 
· have slightly larger head circumference. 
· may have several birthmarks (café au lait patches) on their skin. 
· may have other physical health problems that might limit the activities they can do (some examples are loss of vision, epilepsy, or a problem with the backbone). 
· have mild learning difficulties
· have delayed speech or behavioural difficulties
· have an increased incidence of attention disorders (ADD/ADHD) and social communication disorders.
· can causes benign tumours (non-cancerous lumps) to grow on nerves. These start to appear around puberty, sometimes earlier and sometimes later. They can cause cosmetic problems.

Neurofibromatosis type 2: 
· is a rare genetic condition. 
· it is totally separate and different to NF1.
· NF2 causes benign tumours (non-cancerous lumps) to grow in the brain and spine. 
· The main problems NF2 causes are hearing loss and deafness. Some people may have reduced vision. 
· Others may have weakness in one of their limbs that may limit mobility or strength, or may have balance difficulties.
 
 




Factors to consider in school
 
Complications of NF1
· Learning and behavioural difficulties to varying extent
· Lumps growing internally can be painful.
· Increased risk of epilepsy.
· Speech difficulties
· 30– 60 % pupils have learning difficulties.
· High proportion of pupils have difficulties with perception and performance.
· Concentration—pupils are easily distracted or can become fixated upon one item
· Problems with coordination can affect balance, gross and fine motor skills.
· Organisation and memory—some pupils have difficulty with short term memory and benefit from tasks being broken down into small steps and visual support.
· Pupils can appear restless, wander aimlessly, have a tendency to fiddle and play with objects.
· Impulsiveness 
· Inconsistency 



Awareness training
http://www.youtube.com/watch?v=FbJ6Y25oHII
Short awareness clip

http://www.youtube.com/watch?v=TpgPM2cvyFg&feature=related
Short clip made by a 16 girl who has NF1


http://www.youtube.com/watch?v=7VSxAJexuSk&feature=fvwrel
Awareness films- short easy to use for training


http://www.youtube.com/watch?v=O_ESM6J8nX4&feature=fvwrel
An awareness film for NF2 – lots of visual images in this film 

 

 
 
Related/variable conditions
· Epilepsy
· Speech and language difficulties
· Concentration, focus and impulsivity
· Learning difficulties
· Behavioural difficulties


Links/External resources
http://www.nfauk.org/uploads/NF1%20Information%20for%20Teachers.pdf
NF1—Information for teachers

http://www.nfauk.org/uploads/Neurofibromatosis%20Type%201%20-%20A%20Guide%20for%20Families%20who%20have%20a%20NF1%20Diagnosis.pdf
NF1—Handout with further information 

http://www.nfauk.org/uploads/Talking%20to%20Children%20about%20NF1.pdf
Talking to children about NF1


http://www.nfauk.org/uploads/Challenging%20behaviour.pdf
Supporting pupils with behavioral difficulties 

http://www.nfauk.org/uploads/NF2%20Information%20Booklet.pdf
NF2—Information booklet
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Family support
http://www.mdjunction.com/neurofibromatosis
Family support group with live forum parents can communicate together.

http://www.familyvillage.wisc.edu/lib_neuf.htm
USA support group.
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