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Ehlers- Danlos Syndrome

Key facts
 Ehlers– Danlos syndrome is a group of inherited disorders marked by extremely loose joints,
  hyperelastic skin that bruises easily, and easily damaged blood vessels.
 There are 6 main types and 5 minor types of EDS.
 Gene mutations cause problems with collagen. Collagen is the material that provides strength &
  structure to skin, bone, blood vessels, and internal organs.
 Family history can increase risk.
 Some forms of this condition can cause rupture of internal organs/ abnormal heart valves.
 
Symptoms
 Double—jointedness
 Easily damaged/ stretchy skin
 Easy scarring and poor wound healing
 Flat feet
 Increased joint mobility, joint pooping,  early arthritis
 Joint dislocation
 Joint pain
 Very soft velvety skin
 Vision problems

These can lead to 
 Chronic joint pain
 Early onset arthritis
 Rupture of major vessels.
 

 
Treatment
Individual symptoms are treated individually.
 



Factors to consider in school
 Minimise the risk of injury. Joints and skin can be easily damaged. Care needs to be given during
  gross motor activities.
 Report any injuries immediately as injuries are often difficult to heal.
 Pupils can look fit and well so care needs to be given that pain relief is available if required. 
 Fine motor tasks can be tiring—consider access to ICT.
 Attendance cane be effected—ensure pupil has the means to catch up
 Avoid carrying heavy books– second set of books for home/ locker access around school
 
Useful websites 
http://www.ehlers-danlos.org/index.php?Itemid=9&id=11&option=com_content&task=view 
A useful article—Supporting a pupil with EDS in School.
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http://www.ehlers-danlos.org/index.php?option=com_content&task=view&id=12&Itemid=9
Ways and means of completing every day tasks.

http://www.ehlers-danlos.org/index.php?option=com_content&task=view&id=15&Itemid=10
The support group can send you the following publications 
 Ehlers Danlos—A Guide for teachers 
 Difficulties in school/ college for young people
 30 min video—useful for training 
 Key facts medical card—pupils can carry to develop independence
 
LINKS TO YOU TUBE
http://www.youtube.com/watch?v=kgyzUmU4zfU
A young man showing the range of movement that is associated with EDS.

http://www.youtube.com/watch?v=FKjXBXtBzsA&feature=related
An articulate young lady who talks through EDS.

http://www.youtube.com/watch?v=tll6_zyVxzU&feature=related
Good four minute film- good for awareness and training 

http://www.youtube.com/watch?v=1kvOUPZD32U&feature=related
One minute power point of photos.
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