McArdle Disease information and emergency card

Print on thick paper or card, double-sided to make two copies. o _
Or print two copies and stick together back to back. McArdle Disease (GSD5)
Fill in the emergency doctor details. Pty by bt o sk
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xaggerated heart rate, pain and

If available, laminate both sides. s b i
Cut out to form two four-page folding cards. w
Keep copies at home, in your car, in your pocket, wallet or handbag. o
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Guidance in event of rhabdomyolysis

W If after strenuous or other unusual activity/exerciset you have any

“Aanfur Aouppy synoe Surusyeaiyy ‘wseds spsnw pue ured one or more of the following signs:
-9JI] 10 dwoIpuAs Juaunedwod  9jex jresy pajeraddexs ondney Feeling very unwell after activity - perhaps with flu-like symptoms, can be
0} pea] ued (sisAjofwopqeyr)  amjeward ur symsax A1An0E Inq a sign of rhabdomyolysis (muscle breakdown).
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Low volume of urine - Producing a very low volume, or no urine at all,
constitutes a medical emergency (unless simply caused by dehydration)

(s G S D) oseasl a al p 'IVDN as the complications can become life threatening.
* Dark coloured urine - Called myoglobinuria or proteinuria, appears as

ISITOQBISUL SIDSTILE 10 ISDIOSID F11oUsS Ie reddish tea to cola coloured urine. Many factors can affect this including
Hoqe [ JO 1oplostp OB v hydration (paler) and strongly coloured food such as beets (darker).
Tingling, numbness, extreme
McArdle Disease, also known as . swelling, discoloured skin — may TOTHE EMERGENCY DOCTOR
N People with McArdle TS For treatment guidelines: www.iamgsd.org
Glycogen Storage Disease Type 5 ; : indicate compartment syndrome. i i
. < 5 Pt ) Disease may require Y’ follow GSD5 and then Medical Emergencies.
(GSD5), is an inherited condition which . A A f le have had th t .
4 . assistance with: ew people have had these symptoms McArdle’s consultant:
results in deficiency of an enzyme . without significant activity.
(myophosphorylase) in muscle cells. ® A place to sit down B You should:
This is needed to convert glycogen (fuel for 10 minutes rest. ]
stored in the muscle) into energy. ® Use of a wheelchair ® }lljrlmlfi plﬁnty oflygter to
The result is a serious energy deficit (e.g. at airports) C'p Tush your xidneys.
: : - ® Go to hospital promptly
during the first 10 minutes of any activity, @ In the event of a ;
and throughout all infense activity. habd lvsis crisi for medical assessment. Telephone:
IR UYL EORE, ® Take a urine sample with you,
to be taken to hospital. : ; For McArdle physicians by country:
B if possible.
www.iamgsd.org follow ‘Useful info’
Thanks for your help

www.iamgsd.org

If in doubt, contact your McArdle’s doctor or specialist nurse.




