Support SB 1748 (Figueroa)
Newborn Screening for Cystic Fibrosis

Each year 100 Californians are born with cystic fibrosis. Approximately 60 are white, 30 are
Latino, and 2 are African Americans, with the remainder in other ethnic groups. Children with
cystic fibrosis may not show distinguishing signs of disease for weeks, months, or even
years. Only half will be diagnosed by six months of age and at least 10% will not be
diagnosed until age 18 or older. Doctors often misdiagnose cystic fibrosis and wrongly treat
it, resulting in slowed physical and mental development, recurrent illness and hospitaliza--
tions, and in some cases, death. Newborn screening can prevent hardships on these
children and families and the waste of large amounts of health care dollars trying to
reach a correct diagnosis. Currently the California Newborn Screening Program screens
all newborns for 86 distinct genetic conditions; however, the program does not yet screen
for cystic fibrosis.

What Is Cystic Fibrosis?

Cystic fibrosis (CF) is the second most common serious inherited childhood disorder,
occurring in one in 3500 births. Approximately 3,000 children and adults live with CF in
California. A defective gene causes the body to produce abnormally thick, sticky mucus that
clogs the lungs and leads to life-threatening lung infections. It also obstructs the pancreas
and prevents digestive enzymes from reaching the intestines to help break down and absorb
food, leading to impaired growth and development. To have CF, a child must inherit two
defective cystic fibrosis genes, one from each parent. More than 1 million Californians are
unknowing, symptom-free carriers of the defective cystic fibrosis gene.

Why Add Cystic Fibrosis to the California Newborn Screening Program?

Early diagnosis through newborn screening allows a child to receive appropriate medical
treatments before irreversible disease processes have begun. Early treatment improves
growth and development and reduces the cost of medications and expensive hospitalizations
in children. Studies suggest that early intervention makes a big difference in babies with CF,
including improved nutritional status and cognitive development, decreased hospitalizations,
better quality of life and decreased mortality. One study found an increase of 7-10 IQ points
in children with CF who were diagnosed early through newborn screening versus those
diagnosed later. The U.S. Centers for Disease Control and Prevention recommend CF
screening; 21 states and the District of Columbia already screen for CF.

Is Cystic Fibrosis Screening Cost-Effective?

A recent economic analysis by Washington State concluded that early diagnosis through
newborn screening resulted in cost savings in hospitalizations alone that more than covered
the costs of the screening program. Much of these savings would be realized in the children's
first year. The state estimated overall savings of $2.60 to $5.40 for each dollar spent on
screening. As a result, Washington State began screening for CF this March.

The California State Genetic Disease Branch estimates that the CF test will require an $8
increase in the state Newborn Screening fee per birth (approximately 560,000 births per year),
for a total cost of about $4,138,000, including the initial screen, follow-up testing and
diagnosis. Adding CF to the state’s Newborn Screening Program would bring the total fee to
$86 per birth to screen for 87 conditions.

SB 1748 Adds Cystic Fibrosis to the Newborn Screening Program

SB 1748 (Figueroa) would add cystic fibrosis to the state’s Newborn Screening Program and
require the state Department of Health Services to report back regarding the progress of the
program, including costs for screening, follow-up and treatment compared to costs and
morbidity averted for CF.
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