I want to welcome you all and thank you all very much for attending this wonderful event for the Cystic Fibrosis benefit.   Thank you members of the Grand Prix for letting us be a part of this function.  It is with pride that we thank you for inviting us as guests.  It is people like you who make a difference in the fight against this terminal illness.

 

You are here for a good cause folks.  Cystic Fibrosis is a genetic disease that has inflicted an estimated 30,000 children and young adults.  Research is constantly working on a cure for this disease.  So far there is no cure, but there is hope.  Years ago, our children were dying at very young ages.  Today the average age is 30 years old and some are living longer.  And why is that?  It’s because of people like you who care.  It’s because people like you who give to help research find new medicines to help all of those inflicted with Cystic Fibrosis.  Through research we will find a cure.  

 

I am here because I take a personal interest in Cystic Fibrosis.  Our daughter was diagnosed at the age of 9 years old.  And that was the day our world changed.  I am here to speak as a mother who has lost a child to this fatal disease.   Her name is Cody Nicole Dieruf.  When we met her physician, Dr. Jeff Wagener at Denver Children’s Hospital, he told her she can do anything she wanted.  He told her that this disease need not hold her back from her dreams and aspirations.  He told her she could meet her goals.  She was a dancer at the time. He turned to us and said, “She can do anything, just let her.  Just let her live.  He said, this is her life, don’t treat her differently.  Let her be as normal as possible.  Allow her the freedom to breathe, don’t inhibit her.  Giver her direction and guidance in her health.  Let her grow and let her be herself.” Cody remembered those words and she lived by them.  Dr. Wagner had an enormous impact on her life.

 

Cody had a message and she wanted me to tell it.  She said that Cystic Fibrosis is about living not dying.  She asked me to tell other parents out there who have children with this disease to “let them live.”  Let them experience life to its fullest. Tell the parents to allow their children to realize that they have a special gift.  

She left this world at 23 yrs old.  She left behind a wonderful father whom she adored.  A father who supported her through out her life.  A father who bragged about her every move, and who showed off her pictures to all he knew.  She left behind the best brother that a sister could ever want.  She was very close to her brother.   He was her confident, her stability, her strength.  He gave her laughter and advice, he gave her friendship and love.  But little did she know that she was the one who gave to us, courage and strength.  She had a colossal amount of friends.  She touched everyone that she had came into contact with in her life.  Cody left behind a legacy of love.  She did not let this disease get in her way of living.  She refused to do that.  

 

As a young child Cody ran the fields of soccer and learned to hit the soccer ball with her head just as her brother did.   She played softball and ran the bases as any child could.   She skied the Bridger Mountains in her home town of Bozeman, MT.  She jumped out of a plane and ski dived.  She was enrolled in dance at the age of 3. She decided that the one profession she would ensue was her dance.   She always earned the lead roles in every performance, and shined on stage.  She was profound as Clara in the Nutcracker.  She glided in elegance while she danced across the floor as Snow Queen.  She went away to esteemed dance workshops, including the Joffrey Ballet in NYC.  Cody knew her vision was to be a ballerina and dance for the world to see.  However, her body started to slow down.  It rejected the rigorous movement after countless hours at the dance studio.   Her cough was becoming more noticeable.  

Cody then said, Cystic Fibrosis may rob me of my body, but it will never rob me of my mind.  She than decided that education would become her focus.  Education was very important to her. She not only wanted to graduate, she wanted to graduate in honors.  She worked hard and soon earned the respect and attention from her professors and her peers.  

She was a warrior in this battle. She fought to live.  She taught us to never give up on our ambitions.  She was a women of courage and strength and she was determined and thirsty for life.  She always said that treachery will never win her, she said that she is armed with power and bravery.  Living belongs to her as much as it does another.  She would often tell me that Cystic Fibrosis is a gift, and that Cystic Fibrosis has given her a different meaning to existence, that if she had it to do all over again she would not change her life because she felt that having Cystic Fibrosis truly blessed her and it gave her the gift of appreciation for the value of life.  You see, she saw a side of living that few have seen, that many of us take for granted.  The art of breathing.  It comes natural to us.   
Cody once said, “If I could only have one day to know what it was like to walk down the street and breathe.  If I could only have one day to know what it would be like to be free.  No oxygen, no medicines, , no pounding of my back and chest, no shortness of breath, no stomach aches, no sinus pain, free from headaches, and muscles and joints that move freely without pain, no hospitalizations, no surgeries,  no restrictions. Just one day to be free and than I would go back to the special reward of Cystic Fibrosis.” She knew what it was like to endure pain.  She knew what it was like to be exhausted.  She knew what it was like to cry.  She knew what it was like to have fear.  But she said, “when I fall, I will get back up” Because I am the victor not the victim.

 

On 4-28-2005, we lost our beloved daughter.  She fought with every ounce of her being.  But CF won this time. It was 11 days before college graduation that Cystic Fibrosis took her life.  However, the college she attended graduated her with honors and dedicated the graduation in her tribute.  The college has created a Cody Dieruf Scholarship Fund. 

Cody once wrote:  I want to fill my life with as many experiences as my body will allow and to fill each day, each minute, with as much beauty as I can because I know this body and these minutes are not forever.  I guess you can say that I am approaching my old age now.  Cystic Fibrosis is my old age.  I already have the aching joints, and crepe papers lungs, the cough of an 80 year old man laughing in my abdomen, snoring behind my sternum.   I am lucky, I guess, to be simultaneously young and old.  It’s like I am living in the present and the future and am thus conscious of what I want now and what I will want later in life.  Facing one’s mortality can be a very scary and painful experience, but I also strongly believe that it can be beautiful too.  The sicker I get the more difficult the little things become, but consequently, the more victories I have - making it up a flight of stairs or down the block without getting short of breath-triumph.  Before long taking a breath will be the sweetest victory imaginable, But all so beautiful.  Perhaps, I, we, should count ourselves fortunate to be able to find the grace, splendor, the potential in the ordinary, the expected, the taken for granted.  LIFE.

 

But Cody never gave up hope.  She believed that a double lung transplant would save her long enough to see a cure for all the other children of this world inflicted with this disease.   This is still what she hopes.  We all want to see this disease conquered.  And we can with your help.  

 
These children and young adults have Cystic Fibrosis, but it is not who they are.  Yes, it will shape those with the disease, because it is part of there lives.  They  do not want to live in fear, in fear that their lives may be cut short, in fear that they will one day leave there loved ones behind.  These children are not victims, folks, they are the victors.  They will triumph in this physical battle with your help and your support. 

 

Don’t forget what Cystic Fibrosis is and what it does to these children. Our children are our future, so please, “Give so they can Live.” There is no reason they should live in fear.  Research centers all across the country are working diligently to find a cure.  Through this a life is extended.  Through research new and stronger medicines are being developed, and genetic testing is done consistently.  And one day a cure will be just around the corner to save our children.  

Thank you all so much for helping in this process.
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