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Leigha’s Story:

Only minutes after my daughter was born our family

practice doctor noticed that Leigha’s head looked

a bit different.  She studied it and remarked that

Leigha appeared to have Downs Syndrome 

Characteristics.  The corner of her eyes were

pulled down and her ears were low set.  After 

consultation with a pediatrician the suspicions of

Downs Syndrome were put to rest and Leigha’s

head shape was blamed on swelling caused by a

vaginal delivery.  We were sent home with

    reassurances that Leigha’s head would begin to look normal in a few days. At the 

    one-month appointment another pediatrician’s opinion was sought out.  Again her

    head shape was downplayed as a positional problem that would correct on its own 
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    as she learned sit up.  As every month passed Leigha’s head only appeared to get

    worse.  It began to flatten more in the back and grow upward.  We saw 6 pediatricians

    all who thought we were overreacting.  “Give it time to round out.”  was the overall

    opinion.  At six months old Leigha’s soft spot was hard and no bigger than a pencil

    eraser, once again a pediatrician was called in to feel her head.  This time we were told

    it was a little of a concern and that they would watch it as she grew.  No mention was 

    ever made of X-rays or consulting a specialist.  Frustrated and upset I sought out the

    opinion of a specialist myself.  CT Scans were performed, we were told Leigha had 

    bicoronal craniosynostosis, and surgery was scheduled within the first minutes of 

    seeing our Craniofacial surgeon.  Had the 6 pediatricians sought out further knowledge

    for Leigha the invasive surgery that had to be performed (craniovault reconstruction

    with forehead advancement and orbital reconstruction) might have been reduced to a

    less invasive endoscopic surgery.  We weren’t given an option due to lack of knowledge.
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    My hope with this newsletter is that it will help spread awareness.  
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www.geocities.com/bandedbeauty/DOCBandas
What is Craniosynostosis?


Craniosynostosis is known as the premature closing of one or more of the bony gaps in an infant’s skull.  These gaps are known as the cranial sutures.  In a normal infant not affected with craniosynostosis these sutures remain open throughout the first two year of life to allow for proper brain growth.  The skull shape is affected by craniosynostosis according to which suture closes.  


SYMPTOMS


In infants with this condition, changes in the shape of the head and face may be noticeable. The appearance of the child's face may not be the same when compared to the other side. Other clinical findings may include the following:





A GUIDE 


TO


CRANIOSYNOSTOSIS


(Crane-ee-oh-sin-oh-sto-sis)
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CRANIOSYNOSTOSIS CANNOT BE PREVENTED BUT IF CAUGHT EARLY ENOUGH IT CAN BE MORE EASILY CORRECTED.


CONSULT A SPECIALIST IF YOU ARE CONCERNED.





TREATMENT:


Early diagnosis is important.  A simple CT Scan can determine if your child’s head shape is caused by Craniosynostosis.  In most cases X-Rays cannot rule out craniosynostosis and a CT scan should always follow.


The only treatment for Craniosynstosis is surgery.  However, as further research is done more surgical options are becoming available.








Craniosynostosis is estimated to happen One in every 1500 births
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Different Types of Craniosynostosis


A-Unicoronal Stenosis (Plagiocephaly) a parallelogram shape with a flattening on the fused side and bulging forehead on the unaffected side.  Facial and ear asymmetries are often present. The eye on the affected side may also have a different shape. There may also be flattening of the back area (occipital)


B-Bicoronal Stenosis (Brachycephaly) more uniform flattening across the forehead, causing a wider head appearance often with increased head height.  The forehead is usually flat with little or no occipital bones to protect the eyes. 


C- Sagital Stenosis (Scaphocephaly) elongation and narrowing of the skull and a bulging at the front and back of the head.


D- Metatopic Stenosis (Trignocephaly) fusion of the suture that runs from the top of the forehead to the bridge of the nose and often results in a triangular shaped forehead.
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Before and After


In surgery the head height is improved dramatically and with the sutures now opened the brain’s growth will help give the head a natural round shape.  If a FOA (front orbital advance) is performed screws and wires (most of the time absorbable) will be used to bring the forehead forward and a plastic surgeon will remold it to a natural shape and build up the eye sockets.  They may use a substance known as bone putty which is soft and can be molded but will become as hard as bone as it bonds.





Parent Support and Links:


� HYPERLINK "http://www.CAPPSkids.org" ��www.CAPPSkids.org�


� HYPERLINK "http://www.cranialtech.com" ��www.cranialtech.com�











If Not Craniosynostosis what else could it be?


Positional Plagiocephaly is a condition that occurs when pressure is applied to the same spot in an infant’s head.  Over time this pressure can cause flatness in one area and a bulging (or bossing) will result in the opposite side of the flattened area.  No suture fusion is involved and some cases may be so mild repositioning will help.  When a case is extreme wearing a helmet, or cranial remolding device might be required.  Surgery is only required in the most extreme cases and always recommended as a last resort.


Types of Positional Plagiocephaly


    � HYPERLINK "http://www.cranialtech.com/medicalinfo/assessment/plagiocephaly.pdf" \t "_blank" �� INCLUDEPICTURE "http://www.cranialtech.com/images/medicalinfo/schematic_plagio.jpg" \* MERGEFORMATINET ����� HYPERLINK "http://www.cranialtech.com/medicalinfo/assessment/brachycephaly.pdf" \t "_blank" �� INCLUDEPICTURE "http://www.cranialtech.com/images/medicalinfo/schematic_brachy.jpg" \* MERGEFORMATINET ����� HYPERLINK "http://www.cranialtech.com/medicalinfo/assessment/scaphocephaly.pdf" \t "_blank" �� INCLUDEPICTURE "http://www.cranialtech.com/images/medicalinfo/schematic_scapho.jpg" \* MERGEFORMATINET ����
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A-Plagiocephaly- a parallelogram shape with a flattening on one side of the back and often a bulging forehead on that same side.  Facial and ear asymmetries are often present.


B-Brachycephaly- more uniform flattening across the back of the head, causing a wider head appearance often with increased head height.


C- Scaphocephaly- long, narrow shape, especially common in premature babies





Treatment of Positional Plagiocephaly


Early diagnosis is the key to treating plagiocephaly. A CT Scan is the only thing that can rule out craniosynostosis since it will show if sutures are fused or open.  Aggressive repositioning is offered as a first step for mild to moderate cases.  If repositioning does not offer desired results helmet therapy is often recommended.  Helmet therapy offers the best correction when used on babies younger than 6 months when the skull is still very soft and growing rapidly. Most helmet providers offer treatment to the age of 18 months.  Helmets are custom made to a rounded version of your baby’s head and are generally worn 23 hours a day for 3-4 months.  There is not any pain to the child and it does not pose any risk to proper brain growth and development.  Most children do not even notice the helmet is on.
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Leigha was banded by a DOC band made by Cranial Technologies following her surgery to further mold her head into a more natural shape.





      HEPFUL LINKS FOR POSITIONAL PLAGIOCEPHALY


� HYPERLINK "http://www.CAPPSKIDS.org" ��www.CAPPSKIDS.org�


� HYPERLINK "http://www.cranialtech.com" ��www.cranialtech.com�


� HYPERLINK "http://www.plagiocephaly.org" ��www.plagiocephaly.org�


� HYPERLINK "http://health.groups.yahoo.com/group/Plagiocephaly/" ��http://health.groups.yahoo.com/group/Plagiocephaly/�


� HYPERLINK "http://www.geocities.com/bandedbeauty/DOCBandCasting.html" ��www.geocities.com/bandedbeauty/DOCBandCasting.html�


� HYPERLINK "http://health.groups.yahoo.com/group/AllAboutPlagiocephaly" ��http://health.groups.yahoo.com/group/AllAboutPlagiocephaly�














INCIDENCES OF POSITIONAL PLAGIOCEPHALY HAVE INCREASED FROM 1 in 300 to 1 in 50 SINCE THE START OF THE BACK TO SLEEP CAMPAIGN IN 1992








Please print this out and pass it on





Copyright 2004 by Melanie S. Harper (information in this newsletter is a result of 3 years research with various documents.  All words are my own and intended for informational purposes. 


A doctor and/or specialist opinion should be sought out.)


.





PLEASE PRINT THIS OUT FOR INFORMATION








Copyright 2004 by Melanie S. Harper


Plagiocephaly image used with permission Cranial Technologies, Inc








EMAIL ME: � HYPERLINK "mailto:leighasmygirl@yahoo.com" ��leighasmygirl@yahoo.com�


Or check out my web page:


� HYPERLINK "http://health.groups.yahoo.com/group/Bicoronal_Unicoronal_CranioChat" ��http://www.geocities.com/leighasmygirl/Leigha-CS.html�





A full or bulging soft spot


Scalp veins may be very noticeable


Increased irritability or a high-pitched cry (Leigha’s was blamed on Colic)


Increasing head circumference


Bulging eyes or an inability of the child to look upward with the head facing forward


Sleepiness (or less alert than usual)


Poor feeding


Projectile vomiting


Development delays


The symptoms of craniosynostosis may resemble other conditions or medical problems.


 Always consult a specialist for a diagnosis.








P. 1





P. 2
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4 years old - 2005


I hate to think where we would be today if things would have continued to be ignored





Image used with permission of Cranial Technologies, Inc





Fused 


Coronal suture (one side)





Plagiocephaly





Both coronal sutures fused





Brachycephaly





Scaphocephaly





Trignocephaly





Fused Sagital Suture





Fused metatopic suture
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