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Newborn Screening Education
for Parents and Families

MY BABY IS A CF CARRIER:  WHAT DOES IT
MEAN FOR MY BABY?  WHAT DOES IT MEAN
FOR ME?

Before coming home, your baby had a blood test or new-
born screen to look for different diseases. One was for
cystic fibrosis (CF). Most babies whose newborn screen
is positive or abnormal for CF do not have the disease.
Many are carriers of one CF gene mutation but do not
have CF and do not need special medical care. However,
if your baby is a CF carrier, then either you and/or your
partner are also carriers of the CF gene mutation. If both
of you are CF carriers, then you could have a baby with
CF in the future. This fact sheet talks about what it means
to be a carrier of a CF gene mutation.

WHAT IS CYSTIC FIBROSIS?

CF causes lung and digestive problems. This is because
the CF gene affects how salt moves through the cells.
Babies who test positive to a newborn screen for CF
must have a follow up sweat test or genetic test to see if
they have CF. The sweat test measures the amount of salt
in a person’s sweat. People with CF have too much salt
in their sweat. A genetic test looks for mutations or an
abnormal CF gene. For a person to have CF they need to
have two CF gene mutations. If the sweat test is negative,
then there is almost no chance that your baby has CF.

WHAT IS A CARRIER?

Our bodies are made up of tiny building blocks called
cells. Inside the cells are thousands of instructions called
genes. These genes tell the body how to grow and de-
velop. Some genes determine what we look like (e.g. hair
color and eye color). Some genes tell the cells how to
work. Each gene comes in a pair. One gene comes from
our mother’s egg and one gene comes from our father’s
sperm. We all have mutations or changes in a few of our

genes. A carrier has a gene pair where one gene has a
mutation and the other gene does not. A carrier is healthy
because one gene is working. If both parents have muta-
tions in the same gene, then their baby could get two
genes with a mutation and be born with a health problem
like CF.

WHAT IS A CF CARRIER?

A CF carrier has one working CF gene and one CF gene
with a mutation. A CF carrier does not have cystic fibro-
sis because one CF gene is still working. Since CF carri-
ers are generally healthy, they may not know they carry a
CF gene mutation until they either have a child with CF or
are tested for a mutation.

HOW DOES A PERSON GET CF?

A person has cystic fibrosis when both of the CF genes
have mutations. This is because the person inherited one
CF gene mutation from each parent. When a mother and
father are both CF carriers, each pregnancy has a 1 in 4
(or 25%) chance for the baby to have cystic fibrosis.

 = person with CF          = person without CF  

    = person with one CF gene mutation 
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HOW CAN I FIND OUT IF I AM A CF CARRIER?

Genetic testing can tell whether you, your partner or both
of you are CF carriers like your baby. A genetic counse-
lor can help you learn more about CF carrier testing and
arrange for you to be tested. Ask your health care pro-
vider to help you find a genetic counselor and to order
the CF carrier testing for you and your partner.

When your child grows up, he or she should be told that
they carry a CF gene mutation. When your child is ready
to have children, he/she should talk with a genetic coun-
selor and doctor about being a carrier. Additionally, his/
her spouse/partner should be tested to see if he/she is a
CF carrier. If both partners are CF carriers they could
have a child with CF.

Any blood relative (brother, sister, aunt, uncle, cousin,
etc.) of a CF carrier might also be a CF carrier. Learning
that your child is a CF carrier may be helpful for other
family members in deciding whether or not to have testing
to find out if they too carry a CF gene mutation.

RESOURCES FOR PARENTS AND FAMILIES

To learn more about testing for cystic fibrosis and New-
born Screening for CF, visit the CF Foundation’s Web
site (www.cff.org) or you can contact the CF Foundation
at 800 FIGHT CF (800-344-4823).


