Hypermobile Ehlers-Danlos Syndrome (hEDS)

A Patient Guide for OB/GYN Providers

WHAT IS hEDS? hEDS is a heritable disorder of connective tissue, the structural 'glue' of the body, causing joint instability, skin
fragility, and systemic effects. Severity varies widely, from mild laxity and intermittent bracing to wheelchair use and complex
multisystem involvement.

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

HOW HEDS AFFECTS THE BODY — SYSTEMIC INVOLVEMENT: Patient has checked applicable symptoms

Cardiovascular

Neurological

"] Migraines & headaches [ POTS — heart rate spikes on standing

i . ] [] Blood pooli dizziness
[ | Brain fog/cognitive fatigue . . -
i Gastrointestinal Dermatological ations
__| Small fiber neuropathy
. . . LliBs [] Soft, velvety, hyperextensible skin
[ | Proprioception deficits )
. . _| Gastroparesis/ L] Stretch marks without weight chan§
[ | Anxiety/depression . ?
delayed emptying (] Easy beuisifiG

[ ] GERD & acid reflux [] Poor wo odling Fatigue & Sleep
Immune / MCAS LI Food intolerances 0 [ ] Profound fatigue
[ MCAS — mast cell overactivation Non-restorative sleep
[ | Flushing, hives, itching [ ] Post-exertional malaise
|| Gl distress & food reactions L] Chronic widespread pain at rest
' | Chemical/environmental sensitivity \ J Musculoskeletal
Genitourinary &Jermobilif)f & instability
] Pelvic floor dysfunction Subluxations & dislocations
[ ] Bladder urgency/frequency _| Chronic widespread pain

[ ] Chronic pelvic pain [ ] Muscle fatigue & weakness

[ ] Menstrual irregularities ] % ility (can cause neurological issues)

DO
* Anticipate increased joint instability and sympto % pregnancy. Relaxin amplifies connective tissue laxity significantly
* Plan delivery with tissue fragility and wound h

* Ask about anesthesia resistance before epidural'placement or surgical procedures
* Monitor for pelvic girdle instability throug

* Refer to pelvic floor PT specializing in hip

hout pregnancy and postpartum

oility early, before and after delivery
ent, and cardiology for complex pregnancies

+ Coordinate with rheumatology, pe
| |
DON'T

* Dismiss menstrual irreguléritiés or'heavy bleeding without investigating hormonal and connective tissue contributions

* Attribute chronic pe solely to endometriosis or fibroids without considering pelvic floor dysfunction and hEDS

S0

* Assume standard epigsiotomy and surgical repair timelines apply. Tissue fragility affects healing significantly

pact exercise during pregnancy without considering joint instability
S as a contributor to pregnancy complications and medication sensitivities

* Endometriosis evaluation if pelvic pain is present

* Pelvic girdle support belt and mobility aid planning for pregnancy

* Rheumatology coordination for complex or high-symptom pregnancies

* Cardiology referral if POTS symptoms worsen during pregnancy

* Modify delivery planning: shorter push phases, positioning accommodations, wound closure technique adjusted for tissue fragility
* Extended postpartum monitoring for wound dehiscence and delayed healing

* Pain management coordination for labor and postoperative pain in patients with central sensitization

* Low histamine and MCAS-aware medication review if reactions to prenatal supplements or medications occur

* Progesterone and hormonal management discussion for patients with cycle-linked symptom flares
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