Surviving Cystinosis…TWO years later!

Dear Family and Friends,

September 2008 marked Kacy’s 2nd anniversary  living with Cystinosis.  What a difference a year makes.  Although it is STILL a life controlled by medications and clock-watching it has become our new norm and we have rolled with it.  Thankfully, Kacy’s medical life is stable.  Her kidney function is good, and she is growing both is size and spirit.  She continues to amaze us every day with what she endures.  She has an incredible take on life and views every day as an adventure.   She has Cystinosis, but it does not define who she is.   It’s a part of her and a part of her life. 

We are lucky… Kacy has some of the best doctors in the field of Cystinosis following her care.  We make quarterly visits to U of M Hospital for routine check ups.  She has had 3 MRIs, kidney ultrasounds, countless blood draws and poking and prodding beyond belief,   but she does not have an ounce of self-pity and never complains.   In June we traveled to San Diego for participation in the Cognitive Research Study.  She was an eager participant and once again a stellar patient.   In November we will travel to Bethesda, MD once again for her yearly eye exam.  We are grateful for the wonderful care she receives. Modern medicine and incredible doctors have made our transition to the medical world a positive and enlightening one. 
My involvement with the Cystinosis Research Network has evolved and deepened.  I accepted a position on the Board of Directors and am involved in the planning of the next Medical and Family Conference in Atlanta in July, 2009.  CRN is made up of a committed group of volunteers all dedicated to making the lives of Cystinosis families richer, longer, and more fulfilling.  I look forward to this commitment.  It gives me purpose and profound contentment to know that I can make a difference in Kacy’s life.   
Our family will attend the 2009 conference and for the first time Kacy will be in a room where most of the kids live with Cystinosis, just like her.  It is one of the rare times that everyone knows your story, because they have lived it themselves.  It is a place where those who are afflicted with Cystinosis, along with their families, gather together desperately seeking information from medical professionals and solace from families who share their emotions and unique lives.  It is an eye-opening and 
awe-inspiring weekend.
CRN continues to support families in a multitude of ways.   Continuing funding for the many research projects remains top priority.  Finding ways to make the quality of life better and ultimately finding a cure are costly.  Each project we fund typically falls in the $100,000 range.  CRN funds also support the family and medical bi-annual conference, they maintain a website, email support group and distribute a bi-annual newsletter.   They have established a clinical fellowship at the National Institute of Health, and exhibit at professional conferences to educate doctors and other professionals about the diagnosis and treatment of Cystinosis.    These are vital lifelines for those affected with the disorder and which are in many ways as important as the research we are committed to.
We still have our ups and downs trying to manage a very complex disease, but we have a strong community behind us and we are grateful every day for that.  Our fundraising efforts have been humbling.  We know times are tough and the economy is bad, but if you find yourselves able and searching for a charitable cause this giving season we hope you will consider Kacy and the Cystinosis Research Network once again.  
As Always, Many Thanks and Much Love,  
The Wyman Family

“Life isn’t about waiting for the storm to pass.
It’s about learning to dance in the rain.”
~anonymous

Yes, I would like to donate to the Cystinosis Research Network.

Please accept our tax deductible donation of $________________ _______

in honor of Kacy Wyman

Please make checks payable to Cystinosis Research Network.

Mail checks to:  Cystinosis Research Network

                     c/o The Wyman Family

                    6375 West Surrey Road

                             Bloomfield Hills, MI  48301

For more information or to make an online donation please visit

www.cystinosis.org
