
~1 in 500 people affected Avg. 10+ years to diagnosis 3:1 to 4:1 diagnosed are female No cure: management-focused

Hypermobile Ehlers-Danlos Syndrome (hEDS)
A Patient Guide for Dentists & Oral Surgeons

WHAT IS hEDS? hEDS is a heritable disorder of connective tissue, the structural 'glue' of the body, causing joint instability, skin

DO
• Limit mouth opening duration and use bite blocks cautiously to protect the TMJ
• Use gentle tissue handling: oral tissues are fragile and tear more easily
• Allow extra healing time and monitor wound sites closely post-procedure
• Ask about MCAS before using epinephrine-containing anesthetics: reactions are possible
• Document anesthesia response and share with patient for future providers
• Consider shorter appointments with breaks to reduce jaw fatigue and subluxation risk
• Ask about cervical instability and use positioning supports or breaks as needed during extended procedures

DON'T
• Assume standard local anesthetic doses will be sufficient; they frequently are not in hEDS
• Dismiss a patient who reports feeling pain during a procedure: anesthesia resistance is real and documented
• Force or hold the jaw open for extended periods
• Assume normal healing timelines: wound dehiscence and delayed healing are documented risks in this population
• Use epinephrine-containing anesthetics without first screening for MCAS
• Attribute post-procedural pain complaints to anxiety or drug-seeking behavior
• Perform elective oral surgery without discussing modified anesthesia and wound care protocols

CONSIDER / REFER
• Higher or more frequent local anesthetic dosing when resistance is encountered
• Epinephrine-free anesthetic formulations if MCAS is present or suspected
• Pre-procedural bite guard or jaw support for patients with known TMJ instability
• Extended post-operative follow-up for wound monitoring
• Oral and maxillofacial specialist for complex extractions or jaw surgery
• TMJ specialist if jaw dysfunction, clicking, or subluxation is present; cervical spine specialist if instability is reported
• Pain management coordination for post-surgical pain in patients with central sensitization

fragility, and systemic effects. Severity varies widely, from mild laxity and intermittent bracing to wheelchair use and complex
multisystem involvement. Dental and surgical procedures carry specific risks in hEDS that require modified technique and
heightened awareness.

HOW HEDS AFFECTS THE BODY — SYSTEMIC INVOLVEMENT
Check any symptoms that apply to you before your appointment.

Neurological
□ Migraines & headaches
□ Brain fog/cognitive fatigue
□ Small fiber neuropathy
□ Proprioception deficits
□ Anxiety/depression

Musculoskeletal
□ Joint hypermobility & instability
□ Subluxations & dislocations
□ Chronic widespread pain
□ Muscle fatigue & weakness
□ Cervical instability (can cause neurological issues)

Cardiovascular
□ POTS — heart rate spikes on standing
□ Blood pooling & dizziness
□ Palpitations

Fatigue & Sleep
□ Profound fatigue
□ Non-restorative sleep
□ Post-exertional malaise
□ Chronic widespread pain at
rest

Dermatological
□ Soft, velvety, hyperextensible skin
□ Stretch marks without weight change
□ Easy bruising
□ Poor wound healing

Immune / MCAS
□ MCAS — mast cell overactivation
□ Flushing, hives, itching
□ GI distress & food reactions
□ Chemical/environmental sensitivity
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