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 FOP TREATMENT GUIDELINES

FIBRODYSPLASIA OSSIFICANS PROGRESSIVA
EMERGENCY TREATMENT GUIDELINES: ifopa.org/emergency



WHAT IS FOP ?
The person with this card has fibrodysplasia ossificans progressiva (FOP), a rare 
genetic disorder in which bone forms in muscles, tendons and other connective tissue. 
Joints become locked and permanently immobile.

HOW TO TREAT 
FOP is accelerated by trauma (including intramuscular injections) so handle the  
patient gently at all times and prevent falls. PLEASE follow these emergency  
guidelines at all times. If time permits, consulting with FOP experts is strongly 
recommended (see back of card for contact information) regarding potential risks of any 
surgical or medical interventions being considered. If possible, ask if the patient is in a 
clinical trial. If so, contact their clinical trial site for immediate guidance. 

For complete guidelines for first responders, physicians, anesthesiologists and dentists, 
visit ifopa.org/emergency

1 Avoid Deep Tissue Trauma: Including intramuscular (IM) injections, unless necessary 
for the survival of the patient.  

2 Stabilize & Treat: NO IM injections, but venipuncture, subcutaneous and intravenous 
medications are okay. Use smallest needle possible with brief tourniquet time.  
Experienced staff or guided IV is recommended. Avoid central venous access, unless 
necessary for survival of the patient.

3 In case of major trauma, begin corticosteroids immediately (Prednisone 2 mg/kg/day 
(oral) or methylprednisolone 1.6 mg/kg/ day (IV)) for 4 days. Evaluate for other potential 
causes of the flare-up such as infection.

4 Intubation Precautions: The cervical spine is often partially or completely ankylosed 
from FOP. The jaw is likely limited in movement or functionally ankylosed. Jaw is 
extremely susceptible to trauma. Do not passively manipulate. If non-invasive airway 
support is not possible, secure the airway with fiberoptic nasotracheal intubation  
with FOP expert advice. A surgeon should be immediately available to perform a 
tracheostomy if indicated. Steroids should be given if intubation is performed.


