“My little David & his Goliath”

True story written in part by Crystal Willingham (mother), Joy Bach and Bob Mangione

My son David, age ten, has been diagnosed with an exceptionally rare immunodeficiency called Hyper X-linked IgM Syndrome.  Children with this diagnosis often succumb before reaching young adulthood, but with help and by God’s grace, David will beat the odds. This condition happens in roughly two out of a million baby boys. I would like to state upfront that while there is hardship, ours is NOT a story of sadness, fear or doubt.  We have strength, courage, hope and belief that our needs will be met and victory is already won thru God’s grace. We have been blessed thus far!
The first year of David’s life seemed normal.  However, things began to change and the ugliness of his condition began to surface.  More and more frequent doctor and hospital visits became part of our lives. When he was a little over a year old, I received the one call a mother dreads from his daycare. “Your baby is in trouble.  Get here NOW”.  David was burning up and beet red. I felt helpless.  Dissatisfied with the continuous rounds of antibiotics administered by his doctor without positive results, I began calling to find a pediatrician that could see him immediately. I finally found one who swiftly admitted David to the hospital. After three days, the results were still inconclusive. He had serious infections of the ears, sinuses and lungs and a condition known as neutropenia – the complete absence of white blood cells. 

Upon this discovery, the doctor transferred David to Children’s Hospital in Seattle. Several specialists gathered to complete tests trying to offer a diagnosis. Even with medical experts and extensive testing, there was no explanation for the severity of his infections. He was there for ten days. A port was implanted in a vein in David’s chest so he could be given the rest of his medicine to battle the infections and we were sent home.   An immunologist called a few days later; 80% sure she knew what was going on. They did blood tests on my mom, sisters and me. Finally, he was properly diagnosed with X-linked Hyper IgM syndrome.  David was 16 months old when diagnosed.  X-linked Hyper IgM syndrome is an inherited disorder of the immune system that affects males but not females. It’s characterized by an unusual susceptibility to infections and low levels of serum immunoglobulins (another name for antibodies). 

Here’s a link to learn about his condition:  Medical info regarding his disease
David’s treatment consists of receiving Intravenous Immune Globulin once a month to replenish his white blood cells. This therapy is done at a hospital and can take from four hours to all day. He hated the IV and fought it at first.  Now, almost ten years later, the treatments are a part of everyday life.  The ONLY cure, short of a miracle, is a bone marrow transplant. I contacted the National Bone Marrow Donor Program. Using a grassroots campaign, I fought to find a donor but so far none have surfaced. Over the years I have done my best to support my son with the help of family and close friends.  After a job layoff, I started my own business called “Just Hair by Head to Toe”, in Kennewick, Washington.  Presently my company has great potential and will one-day flourish, but has not yet reached a point where there is any profit over the cost to start and build it. 

In conclusion, I believe enough time has passed and NOW is a critical moment.  As David gets older, his health may decline without intervention. However, I am keeping my faith and know God has a plan for our lives.  A large-scale fund raising and awareness campaign, led by Bob Mangione with “Your Business Matters” here in Kennewick is starting to show real promise.  In fact, they already have national media attention earmarked for my son and our situation and they are picking up incredible momentum. They’re calling the effort, “David and Goliath”. They are also planning to give money to the National Transplant Assistance Fund (http://www.transplantfund.org/) to help other child just like my son.  They are a nationally registered non-profit in good standing that reimburses for medically related expenses.  Should this campaign generate more than needed, we plan to donate that excess to help others just like my son.   

It’s very hard to ask for help even when it’s for someone you love.  If you or others feel led and blessed by helping my son, please accept my sincere gratitude for your kindness.  Thank you for your prayers and support.  As information is needed, please contact Mr. Mangione via email:  ybmhelp@gmail.com or call him:  (509) 205-HELP (4357). God bless.  

