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SPINA BIFIDA

Key facts

What is Spina Bifida?
· The term Spina Bifida refers to separation in the bones of the spinal column, exposing nerves. 
· Physical consequences depend upon the lesion and the amount of damage to the spinal cord. 
· Bowel and bladder control may be affected. 
· The cause of Spina Bifida is unclear but the folic acid campaign in the UK has been very effective in reducing the number.

What is hydrocephalus?   
· Known as water on the brain. 
· Common feature of Spina bifida. 
· This is managed by insertion of a shunt, which drains the fluid into the abdomen. 
· Headaches, drowsiness or vomiting may indicate that the shunt is malfunctioning.
· Immediate medical attention should be sought.    

Are there any characteristics of this condition?
Spina Bifida can cause;
 paralysis of lower limbs
 trunk/ hips may dislocate and feet can turn in.
 loss of sensation in lower half of the body.
 nerve damage to the bladder, kidney infections are common.
 bowel paralysis can sometimes occur.


Educational implications
The higher the lesion the greater the area affected. 
Important to establish the position of the lesion.
Pupils with SB will need help to manage mobility & incontinence.
Some pupils will have to use a catheter to empty their bladder. 
Focus upon developing independence with this task, pupils often achieve this by 8 / 9 yrs.
 Lack of sensation can mean pupils are not aware of pressure sores/ skin damage– monitoring of skin on legs and feet. 
Pupils should be taught to check their bodies for sores/ broken skin.
Avoid a pupil with SB sitting next to heat source such as a radiator as pupils can be unaware if there limb is touching the heat source causing burn or scald.
They should also learn never to sit next to any heat source such as a radiator. 


Useful addresses and web links

http://www.ssba.org.uk/content/resources2/?cat=5
Free factsheets to download 
· Fine motor skills
· Hydrocephalus
· Pressure area care
· Scoliosis

http://www.go-kids-go.org.uk/index.php
Go Kids org provides Wheelchair training courses across the UK. Take a look at ‘Inspiring individuals’ section – has stories of individual young people and also celebrities such as Dame Tanni Grey- Thompson and Ade Adepitan MBE.

Training

http://www.asbah.org/About+ASBAH/asbah_education_advisers       
Section on the website dedicated to Education advice. 
Advice booklets you can download;
· Learning & Hydrocephalus
· Transition
· Your Child and Hydrocephalus
· Booklets and activity packs to explain continence issues- ‘My big B&B book’.

http://uk.images.search.yahoo.com/search/images?_adv_prop=image&fr=chr-nectar&sz=all&va=spina+bifida 
A collection of images & diagrams showing young children with Spina Bifida.

http://www.spinabifidaassociation.org/site/c.liKWL7PLLrF/b.2642343/k.8D2D/Fact_Sheets.htm
Highly recommended factsheets to download
· Education – Maths Factsheet
· Educational issues amongst children with Spina Bifida
· Education – Quick reference sheet for educators 
· Hydrocephalus and shunts in a person with Spina Bifida

Youtube links
http://www.youtube.com/watch?v=PqUDdxm-qSA&feature=BFa&list=PL22A5F13D29F44A56&index=78
Film showing Abigail Branson – an amazing swimmer who has Spina Bifida.


http://www.youtube.com/watch?v=8dRLeF9Q9ho
Good 4 minute film clip conveying the key facts about Spina Bifida.

http://www.youtube.com/watch?v=J1F73nYM1y0
Short film clip showing children who have Spina Bifida.


Family support
http://www.channel4.com/programmes/born-to-be-different
This frank programme follows a group of children with different disabilities. Emily has Spina Bifida and the current series follows her having surgery to her bladder and bowel to enable her to no longer wear nappies. You can watch the current series on 4oD. The same group of children have been filmed each year since their birth.

http://www.spinabifidasupport.com/
USA site but some useful advice, clearly posted.

http://www.asbah.org/Resources/ASBAH/PDF%20Documents/Area%20Adviser%20Leaflet.pdf
UK Support group- you can download a useful leaflet containing helpline, benefit, and local  area support group details. 
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