
~1 in 500 people affected Avg. 10+ years to diagnosis
Affects every
organ system No cure: management-focused

A Guide for Family & Friends

WHAT IS hEDS?

HOW HEDS AFFECTS THE BODY —
SYSTEMIC INVOLVEMENT

Understanding Hypermobile Ehlers-Danlos Syndrome (hEDS)

together. It is found in joints, skin, blood vessels, organs, and the gut. In hEDS, that framework does not function as it should, causing
the body to work much harder than normal to maintain stability and function. It affects virtually every system in the body. There is
currently no cure; management is the goal. Because connective tissue is everywhere, hEDS looks different for everyone. Some people
need braces or mobility aids on difficult days, others appear to manage with little visible support. Both are the same condition.

hEDS is a genetic connective tissue disorder. Connective tissue is the structural framework that holds the body 

WHAT hEDS FEELS LIKE

Area What your loved one may experience

Pain Widespread, constant, and variable; joints, muscles, and nerves. Often worse after activity or on waking. Not the
same as ordinary soreness.

Fatigue Profound exhaustion that sleep does not fix. The body expends enormous energy maintaining stability that others do
not have to think about.

Joints Joints that partially or fully dislocate; sometimes from ordinary movements like reaching, rolling over, or standing up.

Brain fog Cognitive difficulty with memory, concentration, and word-finding. Real and neurological in origin, not emotional or
motivational.

GI issues Nausea, pain, bloating, and unpredictable digestion are common. Eating can be complicated and anxiety-inducing.

Heart rate A significant number of hEDS patients also have POTS. Their heart rate spikes on standing, causing dizziness,
presyncope, and exhaustion from simply being upright.

Sensory Sensitivity to light, sound, smell, and temperature is common, especially when fatigued or during a flare.

Emotional Living with chronic, invisible, invalidated pain takes a profound emotional toll. Anxiety and depression are common
and understandable responses.
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Neurological
□ Migraines & headaches
□ Brain fog/cognitive fatigue
□ Small fiber neuropathy
□ Proprioception deficits
□ Anxiety/depression

Gastrointestinal
□ IBS
□ Gastroparesis/
     delayed emptying
□ GERD & acid reflux
□ Food intolerances

Musculoskeletal
□ Joint hypermobility & instability
□ Subluxations & dislocations
□ Chronic widespread pain at rest (distinct from 
     activity-related pain)
□ Muscle fatigue & weakness
□ Cervical instability (may contribute to headache,
     cranial nerve symptoms, or myelopathy)

Genitourinary
□ Pelvic floor dysfunction
□ Bladder urgency/frequency
□ Chronic pelvic pain
□ Menstrual irregularities

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

Fatigue & Sleep
□ Profound fatigue
□ Non-restorative sleep
□ Post-exertional malaise
□ Pain at rest unrelated to exertion

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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