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MEDICAL
ALERT

The bearer of this card has
MYOTONIC DYSTROPHY, a
neuromuscular condition that
may cause the following:

A. muscle weakness and
stiffness.

B. extreme tiredness.

C. speech difficulties.

D. Adverse reaction to
commonly used anaes-
thetic agents.

E. Abnormal heart rhythm.
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MYOTONIC
DYSTROPHY

CARE
CARD



Therapist Geneticist Neurologis

%

ECG[Fodure Optician [Famiy Care Officer Occupational Physiotherapist

M

Other specialists who might be able to help you,
(or your child), with some of the problems of
myotonic dystrophy include: anaesthetist,
cardiologist, obstetrician, ophthalmologist,
paediatrician, paediatric neurologist, physician,
respiratory physician, social worker, surgeon and
speech therapist.

Development of the Care Card:

The best management of myotonic dystrophy is
difficult to assess because of the small number of
patients compared to common disorders such as
heart attacks. At the Scottish Muscle Network
meeting in September 2000 the Myotonic

Dystrophy Support Group voiced concern that the

majority of their members did not have access to
specialist clinics and the concept of a patient held
Care Card was discussed. The MDSG then

sponsored a meeting, in London in December 2000,

of a multi-disciplinary team of 33 UK experts in

the management of neuromuscular disorders. After

local trials, the Care Card was appraised at a UK.
national meeting sponsored by the Muscular

Dystrophy Campaign in Cambridge in March 2001.

The Care Card was further developed at the 99"
European Neuro Muscular Centre “Workshop on
the management of myotonic dystrophy” in the
Netherlands in November, 2001.

H A number of Good Practice Points
emerged from the development discussions ar
include:

The diagnosis of myotonic dystrophy in an affec
person should be confirmed by DNA testing.

Healthy adults at risk of inheriting myotonic
dystrophy should be offered genetic counselling
before DNA testing.

Healthy children, at risk of inheriting myotonic
dystrophy, should be allowed to make their own
decision about testing when they are adults and <
consider implications for insurance, employment
and having children,

Affected mothers, whose babies are at risk, shou
give birth in a specialist maternity hospital with
access to a neonatal intensive care unit.
Affected adults should have an ECG and urine
sugar checked every year and visit an optician fo
an eye test every 2 years.

Anaesthetists should seek advice before treating
people with myotonic dystrophy, or their
apparently unaffected relatives. Anaesthetic
guidelines at:
www.gla.ac.uk/muscle/dmanaesthesia.htm



