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Newborn Screening Scenario

The year is 2015 and the state of Utah has just approved a new test on the newborn screening panel – a genetic test for asthma. The test is fairly new and relatively accurate for identifying infants who have a genetic predisposition to asthma. This simply means they are at an increased risk for developing asthma but may not necessarily develop it. 

You and your spouse have just had your 1st child, a healthy baby boy named Ben. You have a family history of asthma – both your mom and sister have the disease. You were also diagnosed with asthma at age 27 after several years of repeated doctor’s visits and trips to the emergency room because of breathing difficulties. Now you take regular medications to manage your asthma and are doing quite well. Because it was so difficult to diagnose your own asthma, you are excited to have this information about your son early so you can watch for any signs of the disease and get treatment quickly. 

After receiving the results of Ben’s newborn screening panel, you learn he does in fact have a genetic predisposition for asthma. Ben continues to grow up healthy and at 7 years of age still has not developed asthma. At this time, you embark on a new career and change jobs. You fill out the applications for obtaining health insurance from your new employer, which included a family history section where you reported that you, your mom, and sister have asthma. 

Three weeks into your new job, you learn your health insurance won’t cover your son Ben. Thinking there has been a mix-up with the paperwork you inquire why he was denied coverage. The insurance company tells you that because you reported a family history of asthma, they reviewed Ben’s medical records where they learned he had had a positive newborn screening panel for asthma. The insurance company considers this a “pre-existing condition” and refuses to pay for his health insurance. 

