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Testimony of Missy Bornheimer

Mr. Chairman and Members of the Advisory Committee. My name is Missy Bornheimer and I am here today with my family. We come from Edgar, Wisconsin which is a small town in Northern Wisconsin and has a population of 1,400. Thank you for this opportunity to tell you our story.
 
We were thrilled at the prospect of welcoming home our second child in June of 2008.  We were so excited and felt blessed to have a new baby brother for Dylan.  Mike and I would say to each other, “life was so good.”  

When the pediatrician called us with the news that our newborn baby, Dawson, may have a life threatening condition called Severe Combined Immunodeficiency, our lives changed overnight.  Our dreams were shattered. We were devastated. 

We learned that this was a condition in which most babies don’t make it to their first birthday. 

But, fortunately, we were blessed. Just a few months earlier, Wisconsin had started screening every newborn baby for this disease in a program funded by the Children’s Hospital of Milwaukee, Wisconsin’s public health laboratory and the Jeffrey Modell Foundation.  The doctors at Children’s Hospital told us that for Dawson to have a chance, he would need a bone marrow transplant.  On the day of his transplant, with lots of prayers and support from family and friends, every single person in the town of Edgar, Wisconsin wore a t-shirt that said  “Dawson has big Dreams.”  The transplant was successful, and his life was saved.  

And all of this, because Dawson was born in Wisconsin, the first State in the Nation to screen for Primary Immunodeficiency Diseases.  And today, Dawson is the first baby in the world born with a Combined Immunodeficiency, who was cured as a result of newborn screening. 

It’s scary to think that if Dawson had been born just 6 months earlier, he might not be with us today. 

We give thanks everyday that we live in Wisconsin. A drive from our home takes only about 2 hours to Minnesota, or Michigan, or Iowa, or Illinois. None of those states currently screen for SCID. What if we chose to live just two hours away? We would not have our beautiful son, Dawson. 

Mr. Chairman, I wish to personally thank you and each of the members of the Advisory Committee for giving Dawson and our family a chance at life. You have played a huge role in saving my baby’s life.  My days are filled with smiles and happiness because of you…I hope your days are filled with the same knowing that.  Because of you, I get to be a mom to the most wonderful baby in the world. How do you express thanks for something like that?  

Our only wish is that young families, like ours, in Minnesota, Michigan, Iowa, Illinois, and all of the States can feel secure that if any one of them gets the call from the pediatrician that we did, a program of newborn screening can turn a devastating tragedy into the kind of joy Dawson gives us every single day.

Thank you for this opportunity to tell our story. 

