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In-utero therapy for cystic fibrosis: Baby Piper's CF journey
Patient Stories (https://www.rileychildrens.org/connections/
category/patient-stories)

| 03/16/2025

A Plainfield mom was the first Riley patient to take Trikafta while pregnant to help her

daughter, who was diagnosed with CF before birth. Both are doing well today.

By Maureen Gilmer, Riley Children’s Health senior writer, mgilmer1@iuhealth.org
(mailto:mgilmer1@iuhealth.org)

Six-month-old Piper Norris doesn’t yet know how special she is.

The second child of Matt and Shelby Norris of Plainfield was born with cystic fibrosis (CF),
but her story starts well before birth.
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Piper was the first child at Riley Children’s Health to be treated in utero with a drug
(Trikafta) that Shelby Norris took to reduce CF complications for her baby at birth.

CF is a genetic disorder that causes thick, sticky mucus to build up in the lungs, pancreas
and other organs, leading to breathing and digestive problems. It's inherited through a
mutated gene, and while there's no cure, treatments can help manage symptoms and
improve quality of life.

Trikafta, approved by the FDA in 2019, treats the genetic mutation causing CF, not only
improving symptoms but slowing the progression of the disease.

Though officially approved for ages 2 and older, a Riley Fetal Center multidisciplinary team
was able to advocate for the Norris family to receive in-utero therapy for CF, allowing
Shelby, who does not have CF, to begin taking the drug while pregnant. Piper was then
approved for her own prescription as the team guided them through the insurance
authorization process.

It wasn’t easy by any means. But Shelby, a veterinarian, was relentless in her pursuit of
information regarding Trikafta in pregnancy and found partners at Riley who were willing to
listen.
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Dr. Hiba Mustafa (https://www.rileychildrens.org/find-a-doctor/physician/hiba-j-
mustafa), director of fetal surgery, coordinated the team meeting to discuss offering this
innovative fetal therapy. The team also included Dr. Don Sanders (https://
www.rileychildrens.org/find-a-doctor/physician/don-b-sanders), a pulmonologist and
director of Riley’s CF Center; Dr. Cynthia Brown (https://iuhealth.org/find-providers/
provider/cynthia-d-brown-md-5119), director of the adult cystic fibrosis program at IU
Health; Dr. Mindy Markham (https://www.rileychildrens.org/find-a-doctor/physician/
melinda-h-markham), neonatology; Karrie Theoharis, genetic counselor; the pharmacy
team and a host of others.

The team meeting included a thorough review of the available literature and other centers’
experiences, and a decision was made to start offering this therapy in the hope of reducing
CF-related bowel complications in infants.

“I would be the first patient at Riley (that did not have CF themselves) to take Trikafta for
their unborn baby with CF,” Shelby said, recalling her journey last year.

“There were many unknowns since this is still a very new protocol … however there was
never any hesitation in my mind because I wanted to do anything I could to help my
daughter as well as any other families that find themselves in this situation. We all can
never grow and learn if we aren’t willing to take risks for those we love and beyond.”
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Dr. Sanders continues to monitor Piper’s health as she takes the drug.

He and his team worked with the Riley Fetal Center and all the other teams mentioned
above to determine the best options for Shelby and Piper after consulting with CF teams
across the nation.

“We want to be there to support them,” Dr. Sanders said, adding, “This is a new opportunity
for us. We only have case reports, so we’re not sure how much benefit there will be … but
most parents in this situation want to do something if they can, and part of my job is to work
through that decision-making process with them.”

Life expectancy for a baby born today with CF is about 60 years, which is much improved
from previous decades, but there is still a high risk for hospitalizations due to respiratory
issues, Dr. Sanders said.

“About 20 percent of people with CF can suffer bowel obstructions, which can lead to
further complications and surgery. With newborn screening now (and prenatal testing when
requested), we have early diagnosis and can avoid some complications that can lead to
worse outcomes.”

While Piper is not cured, the hope is that the medication she is taking will improve her
overall health until even better treatments or a cure are found.

“Trikafta has been a fantastic medication for (CF patients),” Dr. Sanders said, pointing to
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