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Timing

• Support

• Patient goals

• Access to therapy

• Age

• Joint status





Findings and Recommendations

• Most families are satisfied with outcomes after 
hand surgery

• Hand surgery improved patient function with 
moderate to severe EB

• Improvement is temporary with recurrence in 1-2 
years

• Better outcomes at younger ages

• Joint deformities mean worse outcomes

• Surgical decisions should include patient, 
carer, surgeon and therapist

• Anesthesia
• Use an experienced team

• Regional blocks



Surgical Options

• Removing the mitten

• 1st webspace only versus whole hand

• Joint fixation

• Skin grafting

• Dermal substitute

• Gene therapy





















Post Surgical Care and 

Outcomes

• Dressing changes

• Splinting

• Hand therapy











• Dressing holds the hand 

open

• Changed at home 2-3 days

• Thermoplastic splint by 

therapist













Conclusions

• Better results without joint deformities

• Improved function is possible even with severe 
disease

• Recurrence is expected

• Patient and caretaker commitment is critical

• Hand therapy, dressings, and exercises help 
prolong outcomes
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