Letter to my School
Epidermolysis Bullosa (EB) is a rare genetic condition which makes the skin extremely fragile which can lead to blister formation and skin loss.   Blisters often develop as a direct result of trauma from either friction or direct injury.  Some blisters can develop spontaneously as a result of high air temperature and humidity levels.  Reducing air temperature through the use of air-conditioning helps in providing comfort to those with EB.

There are several different types of EB varying from very mild blistering to extensive blistering causing disability. There is currently no cure for EB, it is managed through the use of specialist dressings. This medical condition is monitored regularly by a team of specialists and EB nursing staff.  The everyday management is carried out by parents/carers who are competent in caring for children with EB.  
At Kindy (Name) will need to be monitored for any signs of trauma to his/her skin.  He/She will be able to play like all of the other children with some minor adjustments.  Some play equipment may cause excessive trauma to his/her skin, this will have to be discussed with his/her Parents as they will know what his/her physical capabilities are at any given time.  You will need to understand that if (Name) does fall or knock himself/herself he/she can potentially develop a blister that will cause skin loss and this needs to be addressed ASAP to reduce infection.  I would advise that (Name) stays out of the sand pit as the sand may enter his/her bandages and cause further trauma to his/her skin. 

You will need to discuss with (Name) parents what their expectations are in regards to wound care and ensure you have up to date contact details.  For all emergencies follow your normal protocol.  Please ensure that any emergency staff attending to injuries is aware that the child has EB.
A parent handout is available that might be useful and can be handed out to other parents in the class that explains what EB is.  
Please contact EB Nurse in your state or National Family Support Coordinator Simone Baird 0413 967 609 and visit the DEBRA Website at www.debra.org.au for further information about EB. 
