Hypermobile Ehlers-Danlos Syndrome (hEDS)

A Patient Guide for Optometrists & Ophthalmologists

WHAT IS hEDS? hEDS is a heritable disorder of connective tissue, the structural 'glue’ of the body, causing joint instability,
The eye is largely collagen: the cornea ("70% type | collagen), sclera ("90% type | collagen), lens zonules, and vitreous are all
affected by faulty connective tissue in hEDS. Ocular manifestations are common and frequently overlooked. Severity varies widely
but often includes dry eye, convergence insufficiency, myopia, and increased surgical risk.

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

HOW hEDS AFFECTS THE VISUAL SYSTEM: Patient has checked applicable symptoms

Refractive & Structural Motility, Pressure & Refil&
[ ] Myopia (nearsightedness), often [ ] Convergence insuffiéienc

progressive [] Eye strain, diplopia @t nedr tasks
[ ] Steeper corneal curvature / higher [] Accommodati ion

corneal power Ocular Surface & Adnexa [ Potenti d JOP (thin corneas

[ Thin or variable corneal thickness 1 Dry eye / xerophthalmia (very common) affect r
(po.chym(.e’rry) [] Reduced tear film break-up time [ Iner | detachment risk
[ Astigmatism [] Eyelid laxity / floppy eyelid features yopia
[] Minor lens opacities (early onset [ Periorbital dark circles (visible vessels e sclera (typically mild in hEDS
possible) through fragile skin) vsiother subtypes)
[ Vitreous abnormalities / floaters [ Conjunctivochalasis (excess Symptoms worsen with fatigue &

[ Axial elongation (longer eye) autonomic flares (POTS)

conjunctival tissue)
[ Photosensitivity / light sensi’rivit&
[] Chemical / fragrance sensiti

affecting eyes

L
DO
* Perform corneal pachymetry at baseline: thin corneas offec& uracy and surgical risk stratification
n

+ Obtain corneal topography: screen for subclinical ectasi toconus, which occur at higher rates in hEDS
+ Assess convergence and accommodative function: or@ce insufficiency is common and treatable
e

+ Conduct dilated fundus exam with attention tofb ina, especially in high myopia

* Treat dry eye proactively: preservative-free art ears, punctal plugs, and omega-3 as clinically appropriate

+ Document ocular findings as part of the fatient’sBroader connective tissue history

+ Ask about POTS and autonomic sympto thostatic changes can transiently affect vision and exacerbate dry eye

DON'T
» Recommend LASIK or similar

contraindicates LASIK in
* Rely solely on standar

corneal refractive surgery without thorough connective tissue risk assessment: the FDA
o risk of ectasia, poor wound healing, and globe fragility
fion tonometry without accounting for corneal thickness: thin or atypical corneas give falsely low

|OP readings
+ Dismiss eye strai | fatigue, or diplopia as functional or psychosomatic without convergence and accommodative testing
* Assume gent infolerance is behavioral: dry eye and corneal sensitivity are physiological in hEDS
* Advise e e rubbing protocols or neglect to counsel against it: corneal fragility increases ectasia risk with habitual
rubbin

ER®/ REFER
Xgherapy or orthoptic exercises for symptomatic convergence insufficiency: effective in majority of cases
* Sclér

al lenses for dry eye and/or irregular corneal surface management: superior comfort with fragile ocular tissues

+ Corneal cross-linking (CXL) evaluation if progressive ectasia or keratoconus is confirmed

* Retinal specidalist referral for high myopia (>-6.00 D), peripheral degeneration, or symptomatic floaters

* Phakic IOL or PRK as alternatives if refractive correction is being considered and standard corneal surgery is contraindicated:
discuss with patient and corneal specialist

* Allergy/immunology co-management if MCAS is suspected as a contributor to ocular surface disease (episodic tearing, itching,
chemosis)

* Baseline echocardiogram not routinely needed but coordinate with cardiology if patient has known POTS: visual symptoms may
be autonomic in origin

* Baseline dilated fundus documentation for longitudinal monitoring in younger myopic patients

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