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To my wife, Lynnie, and my children Beth and Debra.

To the children with facial and palatal clefts, and their
parents who have supported my clinical and research

efforts, to whom | owe a great deal for allowing me to
know and treat them.
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After more than thirty years of treating children with
various types of clefts of the lip and palate and coun-
seling them and their parents, it is clear to me that
parents, at the time of the birth of a child with a
cleft, need more information on cleft lip and palate
than is available from generalized pamphlets. Since
the birth of a baby with a cleft lip and/or palate is
likely to be unanticipated (the condition usually can-
not be detected before birth except by the use of an
ultrasound, and then only for some cleft types), the
hospital personnel involved in the delivery and nurs-
ery often have little or no experience with clefts, and
they are often unable to offer as much aid or advice
as parents would like. I've written this book because
I believe that parents are motivated and capable of
understanding more about their children’s clefts.
Parental anxiety is rooted in the unexpectedness
of this birth event and a lack of information about
the cause and nature of the cleft. Your concern may
be compounded by not knowing how to go about
feeding your infant or coping with the many subse-
guent problems associated with the management of
clefts. The Cleft Palate Story, combined with the
assistance of parent support groups and trained
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professionals, is designed to allay your anxieties by
describing how the condition can be managed and a
successful outcome facilitated.

The principal aim of this book is to provide informa-
tion in a clear and positive format to reduce your anxi-
ety over the unknown consequences of cleft lip/palate
treatment. With the help of this book, you can reas-
sure your child so that he or she will be better able to
handle the many examinations, medical procedures,
and hospital admissions required. With more informa-
tion, you and your family will understand that the
treatment plan developed by the cleft palate team
means that things are moving toward a successful
conclusion: your child’s cleft and its physical and psy-
chological effects are going to be well-managed.

This book is a practical guide—it starts from the
moment you are told that your child has a cleft to
the rehabilitation options available. It is designed to
help you cope with the impact of your child’s facial
disfigurement, which can in most cases be readily
made only temporary. The book begins with a typical
hospital scene at the time of the birth of a child with
a cleft and moves on to explain the best feeding
methods, the different cleft types, and the causes of
clefting. It describes clinical management, including
surgery, orthodontics, and speech and hearing reha-
bilitative technigues. One of the most useful features
of the book is an extensive appendix of resources
addressing, among other things, when and how to
get help with insurance, how to find support groups,
and the numerous cleft-related publications and
videos available. In sum, The Cleft Palate Story is a
comprehensive work, generously illustrated to pro-
vide you with important information about the many
ways to help your child.

In describing the types of cleft lip and cleft palate,
their causes, and their long-term management, this
book should help you understand clefts and help you
make the most-informed decisions for your child. The



Preface xii

portrayal of treatment sequences will help you under-
stand the objectives that the expert clinicians wish to
achieve. Ideally, you should review the material with a
professional from a cleft palate team who has a com-
plete grasp of your child’s treatment program.
Because of the great number of rehabilitative steps
available to treat the various cleft types, it is not feas-
ible to review them all in one volume. However, several
of the surgical-orthodontic treatment options are
presented in detail. All make eminently clear that
even in the most difficult cases successful treatment
outcomes can be achieved.

Extensive efforts have been made to ensure that
the treatment strategies described conform to the
standards set at most cleft palate clinics at the time
of this book’s publication. However, constant changes
in information resulting from continuing research
and clinical experience, reasonable differences in
opinion among authorities in the field, and unique
aspects of individual clinical situations require that
you exercise individual judgment when considering
any clinical decision.

Because of the nature of the subject, this book
unavoidably contains some technical sections and
medical terms that may be hard to understand on
first reading. Every effort has been made to explain
everything in lay language, except where it is not
possible without oversimplifying the subject. If, after
reading the book, you have further questions or need
clarification, seek the help of a professional on a cleft
palate team or the help of a member of a parent sup-
port group. One purpose of this book is, in fact, to
encourage consultation and communication between
parents and specialists.
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When a baby is born with a cleft, the questions par-
ents ask most frequently are:

» Can the cleft be surgically repaired?

e When can it be repaired?

e What will my child look like when he or she
grows up?

* Will my child be normal in other respects?

The short answers to these questions are, in most
cases, reassuring. In correcting a cleft, the long-
term objectives are to achieve normal jaw growth
and thus normal facial form and appearance, nor-
mal speech, normal hearing, normal chewing and
swallowing, and psychological well-being in that the
child should act like any other well-adjusted child.

Be aware, however, that an effective treatment
program takes time and requires the use of a variety
of procedures. In the broadest sense, the treatment
of children with clefts involves more than surgery—a
number of specialists are available to treat potential
problems in such areas as hearing, speech, ortho-
dontia, and psychosocial adjustment. It is important
to emphasize that the timing and type of surgical and




Introduction 2

orthodontic treatment procedures for cleft lip/palate
can vary not only according to the needs of the child,
but also in relation to the experience of the clinicians
involved. Other procedures can be as effective as
those described in this book. Furthermore, to state it
plainly, you should know that not all physicians,
dentists, orthodontists, nurses, speech/language
pathologists, plastic surgeons, and oral surgeons are
qualified and experienced in treating cleft lip or cleft
palate. If there are any questions to which you can-
not get answers, or if you simply need further expla-
nation, seek out a member of a specially trained cleft
palate team, or call the American Cleft Palate
Craniofacial Association’s Cleftline (1-800-24-CLEFT)
for a list of cleft palate teams and support groups in
your area. Keep in mind that although there are
usually solutions to the physical problems involved
in clefts, it may take some time to achieve the
desired results, because the way the palate and face
grow will determine the best time to perform surgery
and other corrective procedures.
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Three different cleft types are presented to show the
excellent changes in appearance that occur after surgery.
The final result, however, is usually achieved in the teen
years after a number of surgeries to the lip and nose.

Incomplete Unilateral Cleft Lip

LY

Child at 16 weeks. One and a half years after corrective lip sur-
gery, which was performed at 5 months of age.

The child at 3 years. The lip and nose are well
aligned. Additional lip and nose surgery is
usually necessary to improve facial esthetics.
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Unilateral Cleft Lip and Palate

The child at 10 days.

At 6 years of age. The lip was united at 2
weeks and the palatal cleft closed at 18
months. Additional surgery to the left nos-
tril will be performed at a later age.

At 16 years. The left nostril was revised at
10 years. Additional lip surgery will be per-
formed to lengthen the left lip segment.
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Bilateral Cleft Lip and Palate

Case 1

The child at 1 month of age. After lip surgery, at 17 months of age. The
upper lip is still being pushed forward, but
this characteristic will improve with growth.

Case 2

The child at 3 weeks. At 12 years. The child’'s upper lip appeared to
be pushed forward for her first 10 years, but
with orthodontic treatment and natural facial
growth, the facial contour became more normal.
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Unilateral Cleft Lip and Palate

The child at 3 weeks of age. At 5 years of age. The lip was united at 3
weeks of age.



