
- RESEARCH UPDATES -

SUSTAINED-RELEASE CYSTEAMINE
NANOWAFER DRUG DELIVERY FOR

CRF AWARDS $1,552,574 IN NEW
CYSTINOSIS RESEARCH GRANTS
Following the spring call for proposals, CRF's Scientific Review
Board recommended funding eight cystinosis research grants in
Asia, Europe and the United States. For the complete list click on

the link below.

VIEW GRANTS AWARDED

VIEW STUDY

CORNEAL CYSTINOSIS

Two Year Study – Funded September 2012
Jennifer Simpson, MD, Principal Investigator;
Ghanashyam Acharya, PhD, Co-Principal Investigator
University of California, Irvine
Baylor College of Medicine

http://r20.rs6.net/tn.jsp?f=001_VWN0cFzKf7NAHjGcYDss4bsowCYu2pXeS_s8dNT4X0xO7RMdnL83HO0qb5AKz3q-6aexQRqAZXwoW-zydArYubEnVSIRv65EFoQ5SVC6ztKIlQQj-ttY62lS_VPrMLwVobu4wd4-m9RWzkGKDObPG03_EXISB1k6pX17Gb40QBvea3TywLfOTN8tqXFHbyNOqGxq2tJ5H2Z5EkdVmvKqMCruJ9O1LT8&c=gdZlIkDJ7ZVdKPbmEPaIG6QG6xXtLFcILYxdfhVqlqtJ1aSPpkncfQ==&ch=dfTGbZZRs3M7NICGeGCZf9tuY5GIBmQpvfXIEIb55qimmjLo18z6qQ==
mailto:nstack@cystinosisresearch.org
mailto:julie@taylordigital.com
http://r20.rs6.net/tn.jsp?f=001_VWN0cFzKf7NAHjGcYDss4bsowCYu2pXeS_s8dNT4X0xO7RMdnL83HO0qb5AKz3qZizLixUtvYXLy48APFzJF_Eyhp_Xu-A-jm-I1v5r3wtT1c8CMKVxdusrfjNjWaBwMCiobLAK4hNutI2HiaJP_O0rDq4GENrA_3Iz6-k-5FwDeG-L5OHHQ0Dj9-0vL7aAojMYvgNDunRdgOdRXmg2NvkudP6M6J96&c=gdZlIkDJ7ZVdKPbmEPaIG6QG6xXtLFcILYxdfhVqlqtJ1aSPpkncfQ==&ch=dfTGbZZRs3M7NICGeGCZf9tuY5GIBmQpvfXIEIb55qimmjLo18z6qQ==


SIGN UP OR DONATE

FORE A CURE

Monday, October 27, 2014 – Santa Ana Country Club,
Santa Ana, CA - CRF is grateful to our community and
business leaders for their continued dedication and
support to help find a cure for cystinosis. We are sold-
out of tournament golf sponsorships but special
underwriting opportunities are still available, and tickets
can be purchased to attend the evening's festivities
which include a cocktail reception, silent auction,
awards dinner and special live auction. Join us and be
part of the cure. Click the button below or call (949)
223-7610.

REGISTER FOR INVITATION

TRADITIONAL JEWELERS

Wednesday, September 3, 2014 from 5:30-8:00 pm in
Newport Beach, CA - Traditional Jewelers of Newport
Beach has been a generous and loyal supporter of
Natalie's Wish and we are excited to announce that
CRF has been chosen as the recipient charity of their
new store VIP grand opening! This is the perfect venue
to think ahead and plan for Christmas gifts, anniversary
gifts, birthdays and graduations. To receive your
personal invitation contact Zoe Solsby or call (949)
223-7610.
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- CYSTINOSIS FAMILIES UNITED FOR A CURE -

SIGN UP OR DONATE

HEARTS FOR HADLEY

Saturday, September 13, 2014 at the Linen Building,
Boise, ID - This very special event is being organized
by Marcu and Ben Alexander in honor of their daughter
Hadley. Plans for the evening will include heavy hors
d'oeuvres and refreshments plus a terrific silent and
live auction. Tickets are available for $30. For
reservations or to make a donation visit click the button
below.

GET MORE INFO

THIRD ANNUAL FORE FATHERS
MEMORIAL GOLF TOURNAMENT

Saturday, September 13, 2014, Boulder Creek Golf
Course, Landon, Alberta, Canada - The tournament is
held in honor of four fathers (aka the “Fore Fathers”)
who all passed away in their 60s from heart related
diseases. The event benefits Cure for Heart Disease
and Cure for Cystinosis which honors Andrew
Cunningham who is the grandson of John McCullagh
and Gordon Cunningham. Congratulations to the
organizing committee, the tournament is completely
sold out of sponsorships and golf opportunities! To be
part of next year’s tournament contact Karen
McCullagh.

SECOND ANNUAL SWING SHOOT
AND LIV GOLF CLASSIC

Saturday, September 20, 2014, Saugeen Golf Club,
Port Elgin, Ontario, Canada - The Saugeen Shores
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VIEW DETAILS

Winterhawks in collaboration with the Little family are
hosting the second annual golf classic. With
registration and sponsorships in full swing, the
committee promises to make this a day to remember.
The tournament held in honor of Olivia Little, includes a
barbecue lunch, dinner, auction and chances to win
great prizes. For more information visit Facebook or
contact Chad Little at (519)-832-5188.

VIEW DETAILS

A NIGHT OF HOPES & WISHES

Friday, October 3, 2014, Medina, OH - Amy and
Jeremy Krahe are organizing this special event in
honor of their son Jake. The evening, inspired by
Jake's favorite Harry Potter book, is sure to be a
magical affair including a wonderful dinner, lively
entertainment and special auction items. Don't miss
this enchanted gathering; tickets are available online
for $75.

- FAMILY FUNDRAISING SUCCESSES -

FIFTH ANNUAL WINE STEIN AND
DINE

Tina's Hope for a Cure Foundation, founded by Denice
and Mark Flerchinger, hosted the Fifth Annual Wine
Stein and Dine in honor of their daughter Tina. This
community gathering raised an incredible $100,000 for
cystinosis research. We are grateful to the Flerchinger
family, volunteers and the Lewiston, Idaho community
for their continued support and commitment to finding
the cure for cystinosis.

http://r20.rs6.net/tn.jsp?f=001_VWN0cFzKf7NAHjGcYDss4bsowCYu2pXeS_s8dNT4X0xO7RMdnL83HO0qb5AKz3qN5ucA9bf5Ek0A1C-gJsTmF6vQndX0gyEmw9ob68Yka8T6PUXeTysSZBZfklZ3CzmEJh0uk6sn25o4KVhUrSV0r9uCQyCMwkC4ad_HsJpwpFTxUsSoS4r17pe8SnK3Yg8&c=gdZlIkDJ7ZVdKPbmEPaIG6QG6xXtLFcILYxdfhVqlqtJ1aSPpkncfQ==&ch=dfTGbZZRs3M7NICGeGCZf9tuY5GIBmQpvfXIEIb55qimmjLo18z6qQ==
http://r20.rs6.net/tn.jsp?f=001_VWN0cFzKf7NAHjGcYDss4bsowCYu2pXeS_s8dNT4X0xO7RMdnL83HO0qb5AKz3qN5ucA9bf5Ek0A1C-gJsTmF6vQndX0gyEmw9ob68Yka8T6PUXeTysSZBZfklZ3CzmEJh0uk6sn25o4KVhUrSV0r9uCQyCMwkC4ad_HsJpwpFTxUsSoS4r17pe8SnK3Yg8&c=gdZlIkDJ7ZVdKPbmEPaIG6QG6xXtLFcILYxdfhVqlqtJ1aSPpkncfQ==&ch=dfTGbZZRs3M7NICGeGCZf9tuY5GIBmQpvfXIEIb55qimmjLo18z6qQ==
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A DAY IN THE PARK

Ashton and Stephen Jenkins organized A Day in the
Park fundraising event held in honor of their sons Sam
and Lars and with the support of their family and
friends they raised more than $14,000 to help fund
cystinosis research. We appreciate your commitment
to the cystinosis community and joining in the quest for
the cure!

LOTS OF LOVE FOR LANDON
CHARITY GOLF OUTING

We are grateful to Lauren and Jimmy Hartz and
everyone who participated in the Lots of Love for
Landon Charity Golf Outing. Your support helped raise
more than $16,847 for cystinosis research. Thank you
to Jason Whitfield and his team for their unwavering
dedication to Landon and for making the event another
great success.

Participation in the registry offers every member of our community a role in cystinosis
research. As a member you will be able to get answers to cystinosis-related

questions directly from cystinosis researchers and doctors, and stay informed about
ongoing and upcoming clinical trials. Join today and be part of the cure.

JOIN THE CCIR

FOLLOW US ONLINE:
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