Sponsor’s Name, P:t:-::) — Amount Collected L A P S FO R
LUCAS ANNUAL

' WALK /RUN

EVENT

2. WHEN: SUNDAY, MAY 18™H,
2014
REGISTRATION 2 PM
WALK / RUN 3 PM
SILENT AUCTION / RAFFLE
WHERE: COLLEGE
COMMUNITY CAMPUS
PRAIRIE POINT ACADEMY
401 76™ AVE SW
CEDAR RAPIDS, ITA
WHAT: FUNDRAISER FOR
6. THE SANFILIPPO RESEARCH

FOUNDATION

10.

Make checks payable to : Sanfilippo Research
Foundation. TOTAL AMOUNT

LAPS FOR LUCAS




The Sanfilippo Research
Foundation, Inc. AKA- Bens
Dream, is a public 501(c)(3)
non-profit organization. Its
mission is to raise awareness of
Sanfilippo Syndrome and sponsor
research toward a cure.

MARCH 2014, THE NIH VOTED
UNANIMOUSLY FOR GENE THERAPY FOR
SANFILIPPO TYPE B TO MOVE
FORWARD TO THE NEXT STEP OF
CLINICAL TRIAL. HOWEVER, MILLIONS
OF DOLLARS WILL BE NEEDED TO MAKE
THIS HAPPEN. LET’'S MAKE IT HAPPEN.

Sanfilippo Syndrome is a rare and
catastrophic genetic disorder that takes
its name from Dr. Sylvester Sanfilippo,
one of the doctors who first described the
condition in 1963. Sanfilippo Syndrome is
a mucopolysaccharide disorder and is also
known respectively as MPS III. It falls
within a broader group of genetic
disorders known as Lysosomal Storage
Diseases. The consequences vary greatly
among the subgroups, ranging from a
mild impact with a normal life expectancy
to a severe and terminal outcome

Children afflicted with Sanfilippo
Syndrome are missing an essential
enzyme that breaks down strings of a
complex body sugar called heparan
sulfate. The partially broken-down sugar,
or mucopolysaccharide, accumulates in
the brain and the body’s cells and tissue
causing progressive damage. The storage
process affects children’s appearances,
bodily functions and development.
Sanfilippo children tend to look alike and
have similar health problems.

A Sanfilippo child appears normal at birth
and develops within the range of normal
for the first year or two, but as more and
more cells become damaged symptoms
begin to appear. Eventually, the build-up
of muccopolysaccharides will cause
hyperactivity, sleep disorders, loss of
speech, mental retardation, seizures, loss
of mobility, dementia, vegetative state
and finally death. Life expectancy for a
child with Sanfilippo Syndrome is between
12 to 20 years.

REGISTRATION FORM 5K __ 1MILE

NAME: T-shirt Size:
NAME: T-shirt Size: ___
NAME: T-shirt Size:
NAME: T-shirt Size:
DONATION: PLEDGES:
Address:

City: ST: Zip:

E-mail address:

MAKE CHECKS PAYABLE TO : SANFILIPPO
RESEARCH FOUNDATION

DONATIONS AND PLEDGES OF $100 OR
MORE QUALIFY FOR LAPS FOR LUCAS
TEES
SIZES : ADULT 2XL,XL,L,M,S YOUTH M
PLEASE EMAIL TSHIRT SI.ZES AND
PREREGISTRATION TO
LAPS4LUCAS@GMAIL.COM
BY MAY 157, 2014

(ASK YOUR EMPLOYER ABOUT A
MATCHING GIFT PROGRAM and ATTACH
FORM)

MAIL DONATIONS OR BRING
REGISTRATION THE DAY OF THE EVENT
2014 LAPS FOR LUCAS
3507 REMINGTON ST SW
CEDAR RAPIDS IA 52404




