Our story when life
threw a rare disease
our way....
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RARE DISEASE DAY® Raise awarness for VHL
#CuringCancerthroughVHL



What is VHL
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Brain and spine hemangioblastoma

Retina hemangioblastoma
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Von Hippel Lindau (VHL) is a genetic
condition involving the abnormal
growth of blood vessels in up to 10
parts of the body.

It is caused by the flaw in one gene
which regulates cell growth causing
patients to battle a series of tumors
throughout their life.
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Endolymphatic Sac Tumor

Benign Lung Lesion
Pancreatic Cysts/Tumor/Cancer

Pheocromocytoma
Liver Lesion

\ ~ Kidney Cancer

W Cystadenomas







CURING CANCER THROUGH VHL

Organizations and research hospitals such as VHL
Alliance and NIH are dedicated to research,
education, and support improve awarness,
diagnosis, treatment and quality of life for those
affected by VHL.

Kidney cancer sits on the VHL gene, advancements

in research can end Kidney cancer or find a cure.



How VHL - a rare cancer syndrome turned our lives
upside down

2018

Mom and children
diagnosed

2019
Lldest 2nd surgery

2018 ‘ » O Q] O AN 00
Fldest son diagnosed |\ \ Middle child opera’[ed o) Youngest operated
and operated Age 3 « Age 9

Age 3
Mom Operated



Our life with VHL
Includes

Frequent doctor visits

Yearly body scans

Loads of anxiety

Blood tests

Eye tests

Again loads of anxiety

The Unknown...
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What is the NIH"?

T'he National Institutes of Health (NI, a part of the U.S. Depariment of Health and Human Services, is the
nation s medical research agency — making imporiant discoveries that improve health and save lives.

What's The Children Inn at NIH??

The Children’s Inn at the National Institutes of Health (NIH) is a
nonprofit that provides residential services and a wide range of
programs to children, teens, and young adults with rare and serious

diseases whose best hope for a diagnosis or treatment is an NIH
clinical research study.
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How can one help

Raise awareness about
Donate towards The

VHL and donate to the
' hild Inn.
VHL alliance. ‘ Children Inn

Health fund for what
the future might bring.
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The Children’s
Inn at NIH

hank You




