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EOSINOPHILIC & RARE DISEASE COOPERATIVE
MEDICAL DEBT SURVEY 2026

When the system fails
you,

the bills overburden
your life.

232 rare disease patients told us what it
actually costs to stay alive.

This is what they said.
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"Treatment is not optional — and is
needed for the remainder of life. No one
should live the rest of their life in constant
financial stress when they should be
trying to heal or just stay alive."



THE CRISIS BEGINS AT DIAGNOSIS

ANNEMARIE - FLORIDA

32%

had no medical debt before their rare
disease diagnosis. The disease itself —
not pre-existing financial fragility —
creates the crisis.



INSURANCE IS NOT PROTECTION

Coverage does not mean
affordability when rare disease
care involves specialty drugs,
infusions and repeated
specialist visits.

/0%  Most

carry medical debt despite had commercial insurance or
having insurance Medicare






