Guidelines for the Care of
Children and Adolescents with Cleft Lip and Palate

Basic
Team

Initial
Evaluation

Frequency
of Visits

The special care needs of the child with cleft lip and/or palate (CLP) are met best by an interdis-
ciplinary team of specialists who work in collaboration with the child, the child’s parents, and
the primary care health professional. The craniofacial team coordinator, if desired, can assist in
the coordination of special services that these children require.

A CLP team typically consists of a plastic or reconstructive surgeon, an otolaryngologist, a nurse,
an orthodontist, a dentist, an oral surgeon, a speech-language pathologist, a medical social
worker, and an audiologist. Furthermore, consultation with or ready availability of the following
disciplines is desirable: a genetic counselor, a medical geneticist, a developmental pediatrician,
a radiologist, a prosthodontist, a dental hygienist, a psychologist, a physical therapist, and an oc-
cupational therapist.

The optimal time for the first evaluation is at or shortly after birth; however, referral for team
evaluation and management can be considered for individuals of any age. When the diagnosis
has been made prior to delivery, prenatal counseling should be made available. The critical is-
sues for the young infant with CLP are feeding and nutrition, initial surgical correction of the
cleft, and pre- and postoperative support of the child and the family. The responsibilites of the
primary care physician are to refer to the craniofacial disorders team (the team members ini-
tially involved are the plastic or reconstructive surgeon, the feeding specialist, the nurse, and
the speech-language pathologist); identify associated defects; closely monitor growth and nu-
trition; and determine the need for other referrals (e.g., to the medical geneticist).

The frequency and timing of visits to the specialty team are dependent on the child’s needs and
overall status. In general, the team evaluates the infant or toddler and the family at least twice
yearly, and then yearly or as needed after the toddler years. The timing of the usual surgeries
for children with CLP is as follows:

Surgical procedure Age for completion
Lip adhesion 1-2 days
Initial lip repair 3-10 weeks
Palate repair 6-18 months
Pharyngeal flap and/or pharyngoplasty,

if needed 2-7 years
Lip and/or nasal revision 4-6 years
Alveolar bone grafting 8-12 years
Cleft nasoseptal reconstruction 15-16 years
Orthognathic surgery 15 years or older

The primary care office monitors growth and nutrition, developmental and school progress, and
middle-ear function; identifies associated medical problems; assists the family with care coor-
dination; and provides ongoing child and family support and education in conjunction with the
CLP team. The child’s progress is reviewed at least annually (more frequently for younger chil-
dren), and an office management plan is updated at that time.
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Family and Physician Management
Plan Summary for Children and
Adolescents with Cleft Lip and Palate

This form will help you and your physician review current services and service needs. Please answer the questions
about your current services on this page. Your physician will review your responses and complete the rest of the form.

Child’s name Today’s date

Person completing the form

CURRENT SERVICES

1.

Please list your/your child’s current medications and any side effects.

What is your/your child’s current school program?

School name Grade

Teacher Telephone

Do you/does your child receive any support services or other special programs at school (e.g.,
speech pathologist)? Please list.

Who is your/your child’s surgeon?

Date last seen

Who are your/your child’s other medical and dental service providers?
Dentist
Orthodontist

Plastic surgeon

Otolaryngologist

Speech-language pathologist

Audiologist Date hearing was last tested

Any hearing concerns?

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,

copyright © 2000 Paul H. Brookes Publishing Co.




Family and Physician Management Plan Summary
for Children and Adolescents with Cleft Lip and Palate (continued)

6.

10.

11.

12.

Who are your/your child’s other community service providers?
Community health nurse
Other

Do you also receive services from a cleft lip and palate team of specialists?

Contact person

Location

Have you/has your child had any blood tests, radiologic (X-ray) examinations, or other proce-
dures since your last visit? If yes, please describe.

Have you/has your child been hospitalized or received surgery since your last visit? If yes,
describe.

Please note your/your child’s accomplishments since your last visit. Consider activities at home,
in your neighborhood, or at school, as well as success with treatments.

What goals (i.e., skills) would you/your child like to accomplish in the next year? Consider
activities at home, in your neighborhood, or at school, as well as success with a treatment.

What questions or concerns would you like addressed today?

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,

copyright © 2000 Paul H. Brookes Publishing Co.
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CRANIOFACIAL DISORDERS PSYCHOSOCIAL SCREENING FORM

Child’s name Age Date of birth

Diagnosis Today’s date Examiner

Surgical variables

Motivation for treatment

Understanding of risk-to-benefit ratio

Expectations of surgery

Number of prior surgeries

Psychosocial variables

Body image

Self-concept

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
copyright © 2000 Paul H. Brookes Publishing Co.




CRANIOFACIAL DISORDERS PSYCHOSOCIAL SCREENING FORM (continued)

Emotional status

Social skills

Behavior problems

Family and social support

Parents’ motivation for treatment

Parental relationship

Family climate

Family cohesion

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
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CRANIOFACIAL DISORDERS PSYCHOSOCIAL SCREENING FORM (continued)

Available social support

Educational variables

Child’s age Grade School placement Special services? Yes ___ No

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
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CRANIOFACIAL DISORDERS DYSMORPHOLOGY SCREENING FORM

Child’s name Age Date of birth

Diagnosis Today'sdate ___ Examiner

Cranial deviations
Cranial size

Cranial shape

Hair growth pattern

Other

Craniomaxillofacial deviations
Craniofacial deviations

Ear structure, size, and position

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
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CRANIOFACIAL DISORDERS DYSMORPHOLOGY SCREENING FORM (continued)

Presence or absence of skin tags and pits

Size, shape, and function of nose, including nasal ala and columella

Philtrum

Lip intactness, shape, thickness, and function, including potential lip pits

Contour and intactness of alveolar process

Dentition

Dental occlusion

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
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CRANIOFACIAL DISORDERS DYSMORPHOLOGY SCREENING FORM (continued)

Contour and intactness of hard palate

Contour and intactness of soft palate

Appearance of face (e.g., malar eminences, midface)

Length, mobility, and symmetry of soft palate

Depth of oropharynx in relationship to soft palate

Other

Cranioorbital deviations
Eye structure, position, orientation, and function

The Physician’s Guide to Caring for Children with Disabilities and Chronic Conditions, edited by Robert E. Nickel and Larry W. Desch,
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CRANIOFACIAL DISORDERS DYSMORPHOLOGY SCREENING FORM (continued)

Other

Craniomandibular deviations
Tongue size, structure, and function

Size and symmetry of mandible

Other

Source: American Speech-Language-Hearing Association (1993).
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