
Duchenne Muscular Dystrophy Emergency 
Care Information - For Families
Respiratory Care
Follow your child’s pulmonary action plan! If you are having 
trouble breathing/ coughing, the oxygen saturations are low, 
and/or you are having more secretions and trouble managing 
them, please contact your respiratory care team and/ or call 
911 depending on the severity of the symptoms. Bring all 
equipment (cough assist, BiPAP, etc.) and all medicines 
(including your steroids) with you to the emergency room  
if possible. 

Leg or Arm Fracture Treatment
If you child has leg pain following a fall, go to the ER to get an 
x-ray. If your child has difficulty breathing, seems confused, 
or is less alert after a fall/fracture, this is an emergency; go 
immediately to the ER and alert staff that symptoms could  
be due to Fat Embolism Syndrome (FES).

Anesthesia Precautions
Inhaled anesthesia should be avoided. IV anesthesia is 
considered safe with close monitoring. Succinylcholine  
should never be used. Local anesthesia and nitrous oxide  
are generally safe for minor dental procedures.

Steroids
Remember to tell your doctor if your child is taking steroids. 
If severe trauma or unable to take steroids daily, go to the ER 
and take intra-muscular hydrocortisone. (6 mg of deflazacort 
= 5 mg of prednisone = not known for Vamorolone) 
Vamorolone causes adrenal suppression and can not be used 
for stress dosing. Bring all equipment/medications and the PJ 
Nicholoff Protocol with you.

My Steroid type: ______________________________________ 

Dose: _________________ Freq: ___________________________

General Recommendations
•   �Keep immunization up to date including, Pneumonia, 

COVID, and annual influenza (flu) vaccines.
•   Always wear seat belts in the car AND in chairs/
     wheelchairs/scooter/shower chairs.
•   Call your neuromuscular team and tell them you are going
     to the ER/hospital (do not depend on the ER staff to do this).

(prednisone/deflazacort/vamorolone)

Neuromuscular Center/Doctor
_____________________________________________________

Respirologist: ____________________________________

Endocrinologist: _________________________________defeatduchenne.ca

https://defeatduchenne.ca/


Duchenne Muscular Dystrophy 
Emergency Care Information 
For Health Care Providers
Respiratory Care 
Risk of respiratory failure. Do not give Oxygen without 
close monitoring of CO2 levels. Breathing may need to 
be supported (non-invasive ventilation). Use cough assist 
machine if needed and available.

Leg Fracture Treatment
Risk of pain, loss of ambulation, FES. If ambulatory before 
leg fracture, surgery is preferred over casting to preserve 
ambulation (i.e. internal fixation with rapid weight bearing). 
Following a fracture or body trauma, watch for signs of Fat 
Embolism Syndrome (FES) including fast breathing 
and/or confusion.

Steroids
Risk of Adrenal Crisis due to adrenal suppression.  
Please refer to the PJ Nicholoff Steroid Protocol 
defeatduchenne.ca/emergency-care for stress dosing. 
Watch for signs of adrenal crisis during times of severe 
illness, injury, or surgery. Do not stress dose with 
vamorolone; stress dosing with deflazacort is also not 
recommended. Stress dose ideally with hydrocortisone,  
or with prednisone.

Anesthesia Precautions
Risk of rhabdomyolysis. Inhaled anesthesia can cause 
rhabdomyolysis among other serious complications 
(i.e. cardiac arrest) in patients with Duchenne. 
When possible, inhaled anesthesia should be avoided. 
IV anesthesia is considered safe. Use all anesthesia with 
extreme caution after discussion with the anesthesiologist. 
Succinylcholine should never be used. Local anesthesia and 
nitrous oxide are generally safe for minor dental procedures. 

General Recommendations
•   �Live vaccines are contraindicated due to long term steroid 

therapy

•   �Use caution when using any medications suppressing 
respiration

•   AST/ALT are normally elevated in patients with Duchenne
     and typically need no further evaluation.
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Don’t cut it close, take an extra dose.
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