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a range of anxieties to address. 
In Duchenne muscular dystrophy the

inheritance is X-linked, with typically only
boys being affected, the mother being
an asymptomatic carrier. 

Some limb girdle muscular
dystrophies are autosomal dominant,
but many are autosomal recessive
affecting only one generation of a family.

Facioscapulohumeral dystrophy is
autosomal dominant, passing from
generation to generation.

MANAGEMENT 
There is no curative therapy for the
muscular dystrophies. In Duchenne
muscular dystrophy prednisolone may
be used to slow progression of the
condition.8 This would be initiated and
guided by the muscle clinic.
Management directly related to the
disease is usually provided in a
multidisciplinary setting, including
physiotherapy and occupational
therapy, see table 1, above.9,10

There may be involvement of cardiac
muscle, which may be assessed by
echocardiography, and require
pharmacological treatment. Cardiac
conduction disturbance and arrhythmia
may be initially assessed by ECG, and
require pacemaker insertion.

Involvement of respiratory muscles
may require respiratory support,
including noninvasive ventilation, and
occasionally invasive ventilation
including tracheostomy. 

Swallowing and feeding difficulty may
require nutritional support, and possibly
gastrostomy. Orthoses and orthopaedic
management may also be needed.

SUPPORTING PATIENTS AND
THEIR FAMILIES
The muscular dystrophies may cause
significant disability in children, with
considerable demands on the family.
Social and educational support may be
needed. 

There may be recurrent crises, and
prevention of crises, may include early

recognition and treatment of chest
infection. 

In adults who develop symptoms of
muscular dystrophy there are similar, but
also different, issues including those
related to work and relationships. 
Often the multidisciplinary services for
adults are less well developed and less
widely available than those for children. 

Additional attention may be required
by adolescents as their needs may be
complex. A particular recognised
difficulty is the transfer of management
of patients with severe muscular
dystrophy from paediatric to adult
services, and special arrangements for
transition have been developed and
require support from the GP. 

The GP may encourage the patient to
attend a muscle clinic for appropriate
review, including, for example, ongoing
cardiac and respiratory assessment.
Inappropriate emergency hospital
admission is to be avoided if possible,
and the GP may be key in ensuring
implementation of complex care plans.

There is considerable research into the
genetic mechanisms of the muscular
dystrophies, and attempts at gene
therapy11 and stem cell therapy,12 but
with no useful therapy at present.
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Useful information 
Muscular Dystrophy Campaign
www.muscular-dystrophy.org

Provides support to patients, families,
carers and healthcare professionals.
There are useful information sheets on
the different muscular dystrophies
online

Freephone information line: 
0800 652 6352

We welcome your feedback
If you would like to comment on 
this article or have a question for 
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Table 1

Care considerations in muscular
dystrophy9,10

•Diagnostics
•Neuromuscular 
•Orthopaedic 
•Rehabilitation 
•Pulmonary 
•Cardiac 
•Gastrointestinal, speech/swallowing,
nutrition 
•Psychosocial 




