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Hannah's story
Baby's misshapen head leads parents to educate others about her condition
By 
STAFF WRITER
MASSACHUSETTS - When people see 7-month-old Hannah *'s odd-looking helmet on her head, her parents get questions that range from the humorous to the absurd. 
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Hannah *, 6 months, of South Yarmouth wears a foam band to correct a condition called plagiocephaly. 
(Photo courtesy of * family) 




One person asked them if they're over-protective parents cushioning their daughter's head from blows. Another cooed at the baby, and asked if her mother had dropped her on her head. 

But, as silly as some inquiries are, Sarah and Peter * are happy to have an opening to educate others about their daughter's plight. 

Hannah wears a foam band, or half-helmet, to correct a condition known as plagiocephaly, which means "oblique or misshapen head." 

While still in the womb, Hannah's head was situated on her mother's pelvis, which caused one side of her head to form in an asymmetrical fashion. After birth, her head became even flatter on one side because her parents made sure she slept on her back to avoid the chances of sudden infant death syndrome, or SIDS. 

Since 1992, the American Academy of Pediatrics, through its "Back to Sleep" campaign, has warned parents to have their babies sleep on their backs. While the cause of SIDS is unknown, studies have shown that babies are at greater risk if they sleep on their stomachs. 

But the South Yarmouth couple now knows that the Back to Sleep campaign has a downside. Newborns that spend too much time on their backs are at risk of developing flat or misshapen heads. Aside from the cosmetic effects, children who grow up with misshapen heads often have migraine headaches, auditory and visual problems, and chronic ear infections. 

While SIDS deaths have dropped by 40 percent since the Back to Sleep campaign, the incidences of plagiocephaly have risen from 1 in 300 births to 1 in 50, according to the plagiocephaly Web site, www.plagiocephaly.org. 

In Hannah's case, the misalignment threw off the symmetry of her ears, causing one to be well forward of the other. Her face was also asymmetrical. When she had a pacifier in her mouth, it covered one of her nostrils. 

Announcement today
The Academy of Pediatrics is expected to make an announcement about its Back to Sleep campaign today. While the exact nature of the announcement is unknown, the *’s hope it will include an alert to pediatricians to the signs - and treatment - of plagiocephaly. 

"I would much rather have her had a flat head than SIDS, but I think if we had been more aware of (the chance of plagiocephaly) in the beginning, we could have started the repositioning earlier," said Sarah *. 

Hannah's misshapen head was evident right after birth, she said. However, all of the medical professionals who saw her assured the couple it would round out over time. At the time of her one-month check-up, her pediatrician was still insistent that it would correct itself, she said. 

"She said, 'If not, she's a girl and her hair will cover it,'" Sarah said. "But, I thought if it's something that can be fixed, then why would we want to leave it?" 

A trip to neurologist Dr. Joseph Madsen at Children's Hospital Boston confirmed that Hannah's case was severe. In fact, he told them it was the worst case he had ever seen, and that intervention was necessary. 
Time of the essence
Time was of the essence, since babies' skulls are soft and pliable only in the first few months. It is then that the most correction can be made, he told them. 

Since March, when the family first met with Madsen, they have made the 320-mile round-trip journey every week to Cranial Technologies Inc. in Clinton, Conn. It was there that Hannah was fitted with a "Dynamic Orthotic Cranioplasty band," which is gradually rounding out her head. 

The band is lightweight - about 6 ounces - and has a thin plastic coating on the outside, with soft foam inside. The band guides the growth of the skull through lightly directed pressure. 

It is adjusted each week, as long as the skull is growing and pliable. 

But the procedure is not cheap, and some insurance companies won't pay for it. The family has had to put all of the band's cost of $3,000 on a credit card, because Blue Cross Blue Shield of Massachusetts has not yet agreed to cover the treatment. 

It has placed a burden on the young couple. Sarah *, 24, works part time in a doctor's office and Peter *, 25, works in hospital. Extra money is hard to come by when there is a mortgage and other bills to be paid. 

The asymmetry of Hannah's head has been corrected 50 percent by her band, but therapists at Cranial Technologies tell the family Hannah will need another band soon. Another $3,000 will be hard to come by, they said. 

Still, they are glad they found out about plagiocephaly while there was still time to correct much of their daughter's condition. They hope by publicizing their story they can help others recognize and avoid plagiocephaly. It was something they had never even heard of, Sarah * said. 

"Being a first-time mother, I have all the baby books, and it's not in one single book," she said. 

Protecting your baby against Plagiocephaly


Make sure your baby spends time each day on its stomach.


Alternate the end of the crib at which you place your baby to sleep.


Alternate the end of the changing table at which you place your child’s head.


Place toys on the side of the stroller, swing, crib or infant car seat where neck rotation is most limited.


Alternate the hip or arm with which you carry your baby.


Attempt to interact with your baby on the side where neck movement is limited.











