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The conditions

· Muscular Dystrophies and related conditions are genetic conditions affecting the muscles.  Some Spinal Muscular Atrophies and Hereditary Motor and Sensory Neuropathies affect the nerves and in turn affect muscle strength.
· There are more than twenty types of Muscular Dystrophy and they cause progressive muscle weakness because muscle cells break down and are gradually lost.
· Duchenne Muscular Dystrophy is the most common in childhood usually affecting boys, and is usually diagnosed between 1-5 years of age.
· Myotonic dystrophy is the most represented in the adult population.
· For some people their Muscular Dystrophy is seriously disabling and for others may be life limiting.  Some people may be more mildly affected.

Incidence
· The prevalence of these conditions is 50 per 100,000.

· Of the 30,000 people in the UK who have muscular dystrophy or a related condition, 4000 are children.

· Duchenne Muscular Dystrophy affects 1 in 3,500 live male births.

The impact on health and social care services

In addition to the ‘core’ team, people with a Muscular Dystrophy may need input from:

· Specialist neurologists, adult and paediatric

· Spinal surgeons

· Pain management

· Specialist advisors/Nurses

· Clinical psychologists

· Palliative care services

· Respiratory services

· Cardiac services

· Wheelchair services

· Paid carers

Specialist equipment, housing adaptation and specialist accessible transport may all be required to maintain or develop independence.  Other aids for mobility, bathing, independent living, communication and respiration may be required.


The Muscular Dystrophy Campaign

MDC is the only UK charity focusing on all the muscular dystrophies and allied conditions and has pioneered the search for treatments and cures for over 45 years.  The organisation campaigns to increase government spending on research, services and equipment.

MDC organizes fund-raising and condition-specific training days, working through its nationwide grass-roots network of Branches.  It also produces a wide range of information on the conditions and related topics.

Details of local and national contacts plus allied support groups for the different types of Muscular Dystrophy can be found on www.muscular-dystrophy.org and the MDC Helpline can be contacted on 020 7803 4800 or info@muscular-dystrophy.org.
