Hypermobile Ehlers-Danlos Syndrome (hEDS)

A Patient Guide for Healthcare 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. hEDS severity varies widely, from mild joint laxity to wheelchair use,
feeding tubes, and complex multisystem involvement.

No cure: treatment is
management-focused

3:1to 4:1 diagnosed are

“1in 500 people affected female

Avg. 10+ years to diagnosis

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

[ Migraines & headaches

[ ] Brain fog/cognitive fatigue
[ ] Small fiber neuropathy

Cardiovascular

[J POTS — heart rate spik&s o ding
[l Blood pooling & diz@

L] Palpi’ra’ricas

[ | Proprioception deficits

| Anxiety/depression

Gastrointestinal

L11BS

__| Gastroparesis/delayed emptying

[ ] GERD & acid reflux
[ | Food intolerances

Dermatologic

erextensible skin
hout weight change

oor wound healing

Immune / MCAS

[ MCAS — mast cell overactivation
"I Flushing, hives, itching

[ ] Gl distress & food reactions

__| Chemical/environmental sensitivity

Genitourinary

"I Pelvic floor dysfunction

| Bladder urgency/frequency
__| Chronic pelvic pain

| Menstrual irregularities

Musculoskeletal
| Joint hypermobility & instability
" | Subluxations & dislocatio
"I Chronic widespread pai

Fatigue & Sleep
[] Profound fatigue
[ Non-restorative sleep

[] Post-exertional malaise
| Muscle fatigue & we

(] Chronic widespread pain at rest
[ | Cervical instabilit '

gause neurological issues)
“he .EDS Trifecta: Frequently Co-Occurring Conditions

POTS MCAS

Heart rate spikes on standing Mast cell overactivation
+ Dizziness & fatigue +
Brain fog & cogpnitive dysfunction

Exercise intolerance

Flushing, hives, itching

Gl distress & food reactions
ymptoms

Chemical/environmental sensitivity

Why Primary Care Matters for hEDS: The primary care provider is the most consequential person in an hEDS patient's
medical journey — not because they are expected to be an hEDS specialist, but because they control access to the
specialists who are. A referral made early changes outcomes. A referral withheld, or a case closed with a functional label,
can add years to a diagnostic odyssey that already averages over a decade.

hEDS patients frequently arrive at primary care after being dismissed elsewhere. They have researched their condition out
of necessity and learned to anticipate skepticism. A PCP who validates the condition, coordinates across specialties, and
documents symptoms consistently is providing the structural support that makes the rest of the patient's care possible.
This condition has no cure. Management is the goal, and management requires a coordinated team.

© 2026 Informed Patient Project. Free for personal use only. Not for resale.
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