
Corporate Philanthropy Opportunities 
 
The Cystinosis Research Network 
(CRN) is pleased to announce that 
the 2011 Family Conference will be 
held July 14-16, 2011 at the Hotel 
Nikko in San Francisco, California.  
This will be CRN's fifth family 
conference.  We cordially invite you 
to take advantage of the corporate 
philanthropy opportunities available 
to not only celebrate the remarkable 
accomplishments of the Cystinosis Research Network, but also to support the vision of CRN -- 
the discovery of improved treatments and ultimately a cure for cystinosis. 
 
Cystinosis is a rare, genetic metabolic disease that causes an amino acid, cystine, to accumulate in 
the kidneys, eyes, liver, muscles, pancreas, brain and white blood cells.  Without specific 
treatment, children with cystinosis develop end stage kidney failure at approximately age nine.  
Our commitment to our community lies in our tireless efforts to support research, educate the 
public and professional community about cystinosis and provide family support to those living 
with the disease. The biennial Family Conference is the most important vehicle we utilize in order 
to bring families and the medical community together in hopes to accelerate the accomplishment 
of our stated goals and objectives. 
 
The 2011 Family Conference includes opportunities for families to connect, for professionals to 
share research and clinical treatment information and for all to keep up to date with the latest 
advances in treatment of cystinosis.  The 2009 Family Conference was held in Atlanta, Georgia 
and was attended by over three hundred families and medical professionals.  Some highlights of 
the three day event include: 
 

• Family meals, receptions and social events which provide valuable connections for 
patients and families, many of whom would never otherwise meet another individual with 
cystinosis  

• Provision for scholarships which cover hotel and registration costs to cystinosis families in 
financial need 

• Rare in-person opportunities for physicians and researchers to discuss cystinosis and 
develop partnerships to advance their work 

• Varied platforms for the sharing of information including lectures, workshops, poster 
sessions and medical panels which provide the rare opportunity for patients to interact 
with the world experts in their disorder 

• Opportunities for researchers to have direct access to cystinosis patients to participate in 
studies 

• Gathering of worldwide cystinosis advocacy groups, as well as national and international 
rare disease advocacy organizations and pharmaceutical companies interested in the 
disease 

 

Help CRN discover improved treatments and 
ultimately a cure for cystinosis 

 



2 AM   Swallows 4 pills 
8 AM   Swallows 13 pills + 2 eyedrops
9 AM   2 eye drops
10 AM   2 eye drops
12 PM   2 eye drops
2 PM   Swallows 6 pills + 2 eye drops
4 PM   Swallows 2 pills + 2 eye drops
5 PM   2 eye drops
6 PM   2 eye drops
7 PM   2 eye drops
8 PM   Swallows 14 pills + 2 eye drops 
  Growth hormone injection 

A day in the Life of ... KACY WYMAN

Hanging with just a few of her many friends!

“The world is extremely interesting to a joyful soul.”— Alexandra Stoddard

A little soccer…

A lot of swimming…

Many, many, medications...



Paula Shal—Cystinosis Story
My story began with a routine physical when I was ten years old. Doctors discovered that my creatinine was 
elevated, which indicated kidney failure. I received a kidney transplant from my mom in 1987 at the age of 17.

After the transplant, I was diagnosed with cystinosis. Cystinosis is characterized by an abnormal accumulation 
of the amino acid cysteine in the cells. Cystine crystals can destroy organs and muscles in the body, including 
the eyes, heart, kidney, pancreas, etc. It would explain why I had difficulty talking, swallowing, weakness in my 
hands, short stature, shortness of breath, sensitivity to sunlights, etc.

By 1991, my mom’s kidney rejected. At the age of 20, I received another kidney transplant from my brother 
Brian. Brian’s kidney lasted 11 years before I experienced chronic rejection. In 2002, I received my husband, 
Jim’s kidney. Jim’s kidney did not function right away after  the transplant. After a two week period of intense 
treatment that included anti-rejection meds and plasmapheresis, his kidney began to work! It worked great until 
Summer, 2008, when I started retaining water in my feet. My creatinine was fine, so my transplant coordinator 
put me on Lasix.

Later in the summer, I was hospitalized for an infection caused by a procedure I’d had four days prior.   
While hospitalized, I learned that sirolomus, one of the drugs I was taking for anti-rejection, had weakened  
my kidneys and caused my puffy feet I noticed earlier.  I was taken off this drug and treated for the infection,  
but the damage from the sirolomus and infection caused my kidney from Jim to fail quickly in the months 
ahead.  I was admitted to the hospital in January, 2009 and given high doses of steroids to try to reverse  
the kidney damage. The treatment did not help and only made my blood sugar go up, which resulted in  
insulin dependency.

Jim put out the word that I would need another transplant in the near future. In May 2009, I went on dialysis 
for the first time. While I was on dialysis, a friend from work decided to be tested. It turned out she was an 
85% match, and better yet, I had NO antibodies built up against her. She unselfishly donated her kidney to me 
on October 15, 2009. This surgery went smoothly for both of us. I had become so run down on dialysis that I 
immediately felt better in the recovery room after receiving my friend’s kidney. We were out of the hospital in 
record time, and we have both been feeling great ever since.

When I was diagnosed in 1987, the Cystinosis Research Network did not exist. There were no resources for 
my family. We were fortunate that my pediatric nephrologist went to medical school with Dr. Gahl. I started 
to go to the NIH and was put on phosphocysteamine (now Cystagon) right away. Cystagon has slowed the 
progression of my muscle wasting, but I am slowly losing more function in my hands, and my swallowing has 
worsened. My voice is weakening, and it is difficult to eat because I have so much reflux while eating, not to 
mention when I lie down.

There are not many cystinosis patients who present the same symptoms I do, but Cystinosis Research Network’s 
message boards and family conferences have allowed me to find others with my symptoms. We try to help 
each other by sharing information from doctors and strategies we have discovered on our own.



 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Platinum Event Sponsor $25,000 (one opportunity available)  

 Dinner invitation to board and medical advisory meeting/dinner 
 Top placement in donor banner displayed at conference 
 Verbal recognition at the conference opening 
 Verbal recognition at the cocktail reception 
 11x17 laminated color poster placed at the event 
 Logo on website with direct link to donor 
 Logo and/or advertisement in pre-conference newsletters 
 Included in email blasts and all conference related announcements and materials (time 

permitting) 
 Top Logo representation on conference t-shirt 
 Donor literature included in each guest room 

 

Silver Event Sponsor $15,000 (one opportunity available) 

 Dinner invitation to board and medical advisory dinner 
 Verbal recognition at the conference opening 
 Verbal recognition at the cocktail reception 
 11x17 laminated color poster placed at the event 
 Logo on website with direct link to donor 
 Logo in pre-conference newsletters 
 Included in email blasts and all conference related materials (time permitting) 
 Logo representation on conference t-shirt 
 Placement in donor banner displayed at the event 



 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 

Bronze Event Sponsor $10,000 (one opportunity available) 

 Verbal recognition at opening reception 
 Verbal recognition at cocktail reception 
 11x17 laminated color poster placed at the event 
 Logo on website with direct link to donor 
 Logo in pre-conference newsletters 
 Included  in email blasts and all conference related materials (time permitting) 
 Logo representation on conference t-shirt 
 Placement in donor banner displayed at the event 

Breakfast Sponsor $3,000 (one opportunity available) 

 Recognition at conference opening 
 11x17 laminated color poster placed at each day’s breakfast 
 Placement in donor banner displayed at event 
 Included in all the event’s email announcements 
 Logo on the website with direct link to donor 

Lunch Sponsor $3,000 (one opportunity available) 

 Recognition at conference opening  
 11x17 laminated color poster placed at each day’s lunch 
 Placement in donor banner displayed at event 
 Included in all the event's email announcements 
 Logo on website with direct link to donor 



 
 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 
 

 

Napkin Sponsor $1,500 (one opportunity available) 

 Donor’s logo printed on cocktail napkins displayed at the cocktail reception 
 Placement in donor banner displayed at event 
 Included in all the event’s email announcements 
 Logo on website with direct link to donor 

Registration Table Sponsor $1,000 (one opportunity available) 

 11x17 laminated color poster placed at the registration table 
 Placement in donor banner displayed at the event 
 Included in all the event's email announcements 
 Logo on website with direct link to donor 

Inspirational Speaker Sponsor $500 (eight opportunities available) 

Cocktail Reception Sponsor $500 (six opportunities available) 

Conference Materials Sponsor $500 (six opportunities available) 

Childcare Sponsor $500 (four opportunities available) 

Closing Dinner Sponsor $500 (four opportunities available) 



 
Sponsorship Form 

 
Please Note: All contributions are tax deductible, as permissible by law. The Cystinosis Research Network is a 
501(c)(3) non-profit organization. If you have any questions, please contact us via phone at (866) 276-3669 or 
email: info@cystinosis.org. 
 
To Become a Sponsor, please complete this form and fax to (847) 235-2773 or mail to: Cystinosis Research 
Network, Attention: Conference Sponsorship, 302 Whytegate Court, Lake Forest, IL  60045. Available on a 
first-come basis. Thank you. 
 
Company Name: ___________________________________________________________ 
 
Contact Person: ______________________________ Title: _________________________ 
 
Address: __________________________________________________________________ 
 
City:___________________ State: ______  Zip: ________ Phone: ____________________ 
 
Fax: __________________ Email address: ______________________________________ 
 
Please select your sponsorship category: _________________________________________ 
 
_____ Payment enclosed for: $____________________ 
 
_____ Please charge my: □ MasterCard   □ Visa   □ Amex  □ Discover  

 
Credit Card #: _______________________________________________ 
 

 Expiration Date: _____________________  CVV: __________________  
 

□ Billing Address is same as above (if not, please provide below). 
Thank you! 

 
 
 
 
 
 
 
 
 

 

Cystinosis Research Network 
302 Whytegate Court 

Lake Forest, IL 60045 USA 
www.cystinosis.org 

mailto:info@cystinosis.org�

