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MUSCULAR DYSTROPHY

Key facts
Muscular Dystrophy refers to a group of conditions that are categorised by muscle wasting.

This is a hereditary degenerative condition marked by progressive shrinking and wasting of the muscles.

The major type is Duchenne, manifesting in boys and is usually due to a gene carried by the mother and transmitted to her sons. 

100 boys with Duchenne Muscular Dystrophy are born each year.

There are some cases where there is no family history – these cases are thought to be due to spontaneous change in a gene.


Related conditions
Becker’s Dystrophy.


Factors to consider in school
· In Primary School the main considerations are around mobility and independence.
· In PE pupils should be encouraged to access as many physical activities as possible to use the full range of movements for as long as possible.
· Pupils will tire easily—monitor fatigue / look for patterns in school week.
· Due to increasing weakness in the shoulder girdle muscles the child should not be pulled up by the hands or from under the arms.

General progression of the disease
3-4 yrs
Parents/ Nursery report a general awkwardness and clumsiness.
5-7 yrs
Children start to need to help getting up off the floor or they’ walk up’ their legs to get up.
The weakness develops from the feet upwards.
@ 10/ 12 yrs
Children rely upon a wheelchair for mobility and may need help with recording/ eating/ care tasks.




Family support

http://www.dfsg.org.uk/
 A National Charity supporting families of children who have MD. Offers subsidised breaks and a range of information.


 
Useful websites for training
http://www.youtube.com/watch?v=6wLnR7GJakY                                                              A great 4 minute animated film explaining what it means to have MD.
http://www.youtube.com/watch?v=ti-ffQesGvE&feature=related                                  A short 30 sec clip showing you a pupil getting up from the floor in the typical manner for a child with MD. It is called Gower’s Sign – well worth sharing during a SEN training session.
http://www.muscular-dystrophy.org/how_we_help_you/publications/4086_schools-what_is_duchenne_muscular_dystrophy
You can download and really useful publication for School staff.

http://www.muscular-dystrophy.org/how_we_help_you/publications/4085_schools-getting_it_right_for_the_child
Good advice for schools and school staff.

http://www.muscular-dystrophy.org/how_we_help_you/publications/4083_duchenne_muscular_dystrophy-learning_and_behaviour
Links with learning and behaviour.












External resources

http://www.muscular-dystrophy.org/
An excellent website offering great clear advice– click on ‘ How we help you’, recommended sections to view are;
*	Transition 13– 25 yr
*	Becoming a Man
*	Inclusive Education for pupils with MD
*	Living MD days 
 
http://www.muscular-dystrophy.org/how_we_help_you/publications/1929_physiotheraphy_management_for_duchenne_muscular_dystrophy 

http://www.fsh-group.org/questions.htm                                                                             Frequently asked questions.                                                                                                       This is a support group partner of the Muscular Dystrophy Campaign; they provide help to improve the quality of life for those who have Facioscapulohumeral Muscular Dystrophy (FSH-MD). 

http://www.fsh-group.org/equipment.htm 
[image: dwe00212g01]A good review of adaptive equipment.



[bookmark: _GoBack]








 
 
 
 
 
 
             		
[image: Macintosh HD:Users:lauren:Desktop:SERC Handout Footer.jpg]
image1.png
shoulders and
arms are held
back awkwardly

when walking
belly sticks
swayback out due to
weak belly
muscles
weak butt; (child is poor
muscles (hip atsitups)

straighteners)

Knees may bend.

back to take front part)
weight.
poor
tick lower = balance;
leg muscles falls
(the muscle’ often
is mostly fat,
and not strong) awkward,
clumsy if
walking
tght heel cord.
(contracture); Weak muscles in
child may walk front of leg cause
on toes “foot drop’and

tiptoe contractures.




image2.jpeg
s E R Special Education www.redbridgeserc.org

Resource Centre info@redbridgeserc.co.uk




image3.jpeg
SERC Newbridge School Barley Lane Campus 258 Barley Lane Goodmayes lIford IG3 8XS




