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Cystic Fibrosis Genetic Testing Ordered, But Not Done;
Newton, MA parents, physicians, licensed practical nurse, and employer settle over failure
to perform genetic testing to detect cystic fibrosis in fetus

The gene for cystic fibrosis and its protein were discovered in 1989. Genetic tests to detect the
disease were widely available nationwide in the mid-1990s. The state of Massachusetts has
offered universal newborn screening to detect cystic fibrosis (CF) since 1999.

The client was seen at a Greater Boston medical practice for prenatal care and genetic counseling
during her pregnancy. The client made it known that she had a family history of cystic fibrosis.
The defendant nurse practitioner ordered cystic fibrosis genetic screening and wrote that she had
ordered the same in the client’s medical chart (“CF Testing.””) The nurse practitioner, however,
failed to check an appropriate box on a test requisition form sent to the laboratory and thus the
test was never performed. The client was never told by the nurse practitioner that the nurse
practitioner was ordering a cystic fibrosis genetic screen or test for her, and therefore the client
never inquired about the results herself. The nurse practitioner failed to follow up to see if the
test was ever performed. It was not.

The client’s primary obstetrician (defendant obstetrician #1) failed to follow up on the previous
order for a genetic CF screen made by the nurse practitioner when the obstetrician encountered
the client 22 days later or at any time before birth.

A different covering obstetrician (defendant obstetrician #2), who only saw the mother once,
failed to follow up on the results of the previous order for a genetic CF screen made by the nurse
practitioner when the obstetrician encountered the client 23 days after the encounter with
obstetrician #1.

Had the proper test been performed, it would have revealed that there would have been a 25
percent likelihood that the couple’s child would be born with the cystic fibrosis.

It was not until after the birth of the child that the parents were informed that their daughter did,
in fact, have cystic fibrosis.

Attorney Frederic N. Halstrom filed a lawsuit on behalf of the parents (who went bankrupt
paying for the medical costs), seeking damages for the extensive costs associated with caring for
a child with cystic fibrosis as well as the emotional harm caused by the failure to diagnose the
disease to be offset against the joys of having and raising a child. The parents alleged that the
defendant nurse practitioner failed to properly order the genetic CF screening test and failed to
follow up to check the results of the test. The parents alleged that the defendant obstetricians



failed to properly review the client’s medical chart and to similarly follow up to inquire what the
genetic CF screening tests results showed.

A life care plan demonstrated that the child would need intense chest physiotherapy for life to
clear mucus from her lungs, she would need a VEST to clear mucus from her lungs, she would
need lifelong care at an accredited Cystic Fibrosis Foundation Accredited Care Center, she
would need nutritional therapy, and most importantly she would need a certain medication
regiment to keep her lungs healthy. This therapy, medication, and care would all be performed
for the sole purpose of slowing the decline in the child’s lung function so that she could push off
a single or double lung transplant as late in life as possible. In general, approximately 50% of
lung transplant recipients live five years after their lung transplant surgery.

The child will be followed for life at Massachusetts General Hospital, one of the best hospitals
for respiratory disease in the United States.

All parties agreed, after negotiations, to settle all claims before trial. the settlement was approved
by the Massachusetts Superior Court and the United States Bankruptcy Court in Boston.
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