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A Guide to Cleft Lip and Palate

Welcome to The Kansas Cleft and Craniofacial Center

Our team has been caring for children with cleft lip and palate in Kansas since 1972. We have a full
complement of cleft and craniofacial specialists, including a fellowship-trained craniofacial plastic

surgeon. We are proud to be approved by the American Cleft Palate-Craniofacial Association (ACPA).

We hope this resource will answer many questions and help alleviate some concerns. However, we welcome
any additional questions. Please email WichitaCleft@gmail.com.

Please note this handbook is not meant to be medical advice or a complete resource for all information on
this subject. Your child’s doctor is the best resource for information about what is right for your child’s
treatment. In case of an urgent concern or emergency, call 911 or go to the nearest emergency department
right away.

First and foremost.

Remember that children with cleft lip and palate can grow up to become successful and happy adults with
healthy social interactions, just as those without a cleft lip or palate. Having a cleft lip and/or palate will not
prevent your child from having a family of his/her own, holding down a job, or leading a normal fulfilling life.

Don’t be afraid to give plenty of cuddles, hugs, and play time. Love and nurture your child. Enjoy the precious
moments, because they go by fast.

Introduction.

While the baby is in the womb, the face forms by fusion of various facial prominences. A cleft lip or palate
forms when this fusion does not occur.

In the case of cleft lip, the nasal and upper lip prominences do not fuse or fuse incompletely. A space results
in the upper lip and base of the nose. This space can happen on either side (unilateral) or both sides (bilateral)
of the upper lip. There can also be a space in the upper gum line (alveolar ridge) on the side of the cleft lip.

Similarly, in the case of cleft palate, the right and left sides of the palate (roof of the mouth) do not fuse or fuse
incompletely in the middle. A gap results in the roof of the mouth.

Babies may have both cleft lip and cleft palate if both of lip and the palate do not fuse.

Cause.

In most children, the specific cause of cleft lip and palate is not be exactly determined, rather a combination
of various factors can result in clefting. In some children, the condition may be inherited, especially if
someone in the family has a history of a cleft lip or palate. Deficiency of folate (a vitamin), exposure to certain
medications, smoking during pregnancy and others can contribute.

Children with cleft lip and palate may also have other associated conditions, called syndromes, which are
groups of problems that appear together. If a child is suspected to have a syndrome, establishing a diagnosis


















v" Brush with a toothbrush and toothpaste at least 2 times each day
v Use dental floss after meals to clean between teeth
v" Visit the pediatric dentist two times each year for routine checkups and cleanings

Learning and development.

Though the majority of children with cleft lip and palate have normal development and intelligence compared
to their peers, developmental delays and learning problems can happen. If you think your child has any signs
of problems, screenings are available, and appropriate referrals can be given to treat these problems.

Mental health and psychology.

Children become aware of their own physical appearance and those around them at school age (5-6 years
old). Your child may become curious and ask you questions about differences in his or her appearance. Be
open and truthful about your child’s condition. Just as you’ve learned to accept your child’s physical
differences and love your child for the beautiful person he or she is, teach your child to do the same, to value
his/her personality and look beyond physical appearance. Acting ashamed or skirting around these issues is
likely to make your child ashamed also and lower his/her self-esteem.

Your child may encounter teasing. Rather than shelter your child from other children, be open with your child
and prepare your child. Role-playing a teasing event at home to help a young child find ways to manage
these events is often helpful.

If you encounter problems or have concerns, psychological support and counseling is available to help you
approach these delicate issues. Don’t be afraid to ask for help.

Resources.

Treatment is a long road. If you encounter questions about financial resources or community resources and
any problems with insurance or transportation to and from appointments, a social worker can help you with
these issues.

Online resources (can provide more information, connect you with other parents who have kids with clefts,
sometimes help with funding for medical services)

e About Face 123 Edward St. Suite 1003 Toronto ON Canada M5G 1E2 Phone: 800-665-FACE
aboutfaceusa.org Email: info@aboutface.ca

e Children’s Craniofacial Association 13140 Coit Road, Suite 517 Dallas, TX 75240 Phone: 800-535-
3643 ccakids.com Email: contactCCA@ccakids.com

e Cleft Palate Foundation 1504 East Franklin Street, Suite 102 Chapel Hill, NC 27514 Phone: 800-242-
5338 cleftline.org Email: info@cleftline.org





