Hypermobile Ehlers-Danlos Syndrome (hEDS)

Family History & Symptom Monitoring A Patient Guide for Pediatricians

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. Formal diagnosis in children is deferred until skeletal maturity due to naturally increased joint laxity in
growing bodies, but a strong family history combined with systemic symptoms warrants active monitoring and symptom
management now. A confirmed diagnosis is not required to take this child seriously. The parent presenting this form may themselves
be diagnosed with hEDS and is bringing informed clinical context to this appointment.

“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 appliC
Neurological Cardiovascular
| Migraines & headaches L1 POTS — heart spikes on standing
"I Brain fog/cognitive fatigue L] Blood pogali ziness

[ Small fiber neuropathy
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[] Food intolerances bruising

oor wound healing

Immune / MCAS

[ ] MCAS — mast cell overactivation

[ | Flushing, hives, itching Genitourinary

[ ] Gl distress & food reactions LI Pelvic floor dysfunction

[_| Chemical/environmental sensitivity " Bladder urgency/frequency

L] Chronic pelvic pain

[ ] Menstrual irregularities
Musculoskeletal 9

[ ] Joint hypermobility & instability

[ ] Subluxations & dislocations Fatigue & Sleep

[ ] Chronic widespread pain [] Profound fatigue

| Muscle fatigue & weakness ' [ ] Non-restorative sleep
| Cervical instability (maf@e gte to headache, [ ] Post-exertional malaise

L] Chronic widespread pain at rest

cranial nerve sympf©

The hEDS Trifecta: Frequently Co-Occurring Conditions

s

C POTS MCAS
stability + Heart rate spikes on standing + Mast cell overactivation
r rd abnormal Dizziness & fatigue Flushing, hives, itching
corgective tissue Brain fog & cognitive c?ysfunc‘rion Gl distress & food reactions
temic symptoms Exercise intolerance Chemical/environmental sensitivity

GROWING PAINS AND THE COST OF DISMISSAL: "Growing Pains" Is Not a Diagnosis Growing pains is a label, not a
mechanism. In a child with a family history of hEDS presenting with joint pain, fatigue, headaches, and Gl symptoms, attributing
everything to growing pains closes a clinical conversation that should remain open. Pain that is severe enough to limit activity,
disrupt sleep, or cause distress is not typical developmental discomfort regardless of age. Children with hEDS frequently spend
their entire childhood being told their pain is normal, and reach adulthood with an average diagnostic delay of over ten years

already behind them. Documenting symptoms, monitoring progression, and flagging for adult criteria review costs nothing and
prevents years of unnecessary suffering.

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