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Our mission is to raise money and
awareness for rare, ultra rare and
undiagnosed pediatric GI patient families
and help with the out-of-pocket and
insurance-denied expenses.
We do this through fundraisers, advocacy
and being a resource for the rare disease
community.

2021 #CaringForRare Bicycling Event

The Year in
Review
Events
Birthday Fundraisers
Giving Tuesday
Zebra 5K
Max Challenge Day of Giving
Miniature Golf Fundraiser
#CaringForRare Bicycling Event Weekend
Norwex Fundraiser
GivingTuesday

Impact
$10,000 to Children's
Hospital of Philadelphia's
HOPE Fund for GI Families
$5,500 to the Clinical
Nutrition Department at St.
Jude Children's Research
Hospital
$1,000 to Patient
Assistance at Children's
Hospital of Pittsburgh (GI),
Texas Children's Hospital
(GI) and Boston Children's
Hospital (GI)
$6,270 in BrAvery Awards

50 hygiene kits distributed for GI
patient families at Children's
Hospital of Philadelphia

Because of YOU!
Revenue

(15% of 2020 Revenue)

Disbursements

Because of generous donations above and beyond our
fundraisers, Avery's Hope was able to assist 12 rare
families with their out-of-pocket (OOP) expenses.

BrAvery Awards
These small financial awards help families navigate
the financial hurdles of caring for a child with a rare
disorder or disease. Here are three examples:

Pediatric Crohn's Disease
A single mom of four children, the youngest with
pediatric Crohn's Disease, reached out to us
because the insurance company required the child
to try a less expensive medication with horrific
results ending up in a hospital stay. Insurance
pursued, and mom had to pay for the correct
medication out-of-pocket while fighting the
insurance company. Avery's Hope was able to
both advocate for the family and offer financial
assistance.

Microvillus Inclusion Disease
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MVID is ultra rare with fewer than 100 children in
the world diagnosed and only two living adults.
MVID causes intestinal failure and the child is
medically fed through a central line. A family with a
seven year old child with this disease came to
Avery's Hope for help when dad lost his job due to
COVID and mom needed to homeschool during
the pandemic. They lost all sources of income for
a period of time and Avery's Hope was able to
help with necessary funds.

Short Bowel Sydrome
A single mom with two boys requested help from
Avery's Hope. With her oldest school-aged son's
disease, her per diem job was in jeopardy as she
negotiated frequent school closures and trying to
prevent her son from coming into contact with
COVID-19. Avery's Hope was able to help her
catch up on her bills while she cared for her son's
medical needs.
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